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Advance Praise

 


“Prostate cancer and its treatments
can have significant effects on a man’s sexuality, but there’s not
much information about that for anyone, much less gay men. Gerald
Perlman has done an excellent job of bringing together physicians,
therapists, researchers, and cancer survivors, giving gay a
complete picture of the issues and concerns they may face. Through
frank discussion and personal accounts, each chapter offers
different perspectives on the options men have and the choices they
make. The medical section gives a remarkably complete picture of
treatment possibilities, the current research and understanding of
prostate cancer, and how it affects gay men. In the experiential
section, prostate cancer survivors share their stories, how they
made treatment decisions, and how it affected their relationships.
They also give plenty of tips for navigating the healthcare system,
minimizing post-surgery discomfort, talking with sexual partners,
and more. Almost one out of three gay couples will experience
prostate cancer. What Every Gay Man Needs to Know about Prostate
Cancer has the information you need to deal with it.”

 


—Charlie Glickman, PhD and Aislinn
Emirzian, authors of The Ultimate Guide to Prostate
Pleasure
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Introduction

​


Why a Book about Prostate Cancer
for Gay Men?

 


Gerald Perlman, PhD

 


After I was diagnosed with prostate cancer
(PCa) in August 2000, I experienced what could be called an acute
stress disorder followed by several months of which, in retrospect,
might be described as a post-traumatic stress disorder (PSTD). In
my distress, I searched for a self-help group in New York City
(where I live and work) that catered to gay men who have been
diagnosed with and/or treated for PCa. At the time, only one such
group existed in the entire country; that was Malecare. In addition
to providing a monthly lecture series, Darryl Mitteldorf, a
straight man who founded Malecare to serve all men struggling with
a variety of cancers, led a weekly group for men diagnosed with PCa
and a monthly supplementary group specifically for gay
men.

I have chronicled the journey of going from
group member to group facilitator in an essay in a book entitled
A Gay Man’s Guide to Prostate Cancer. Since the book’s
publication in 2005, I have received inquiries, praise, and
sometimes hate mail asking why such a book was necessary. “After
all,” the question goes, “isn’t biology biology whether gay or
straight?” And the answer is: Of course, but during and following
the initial prostate cancer diagnosis and after treatment, many
similarities between the experiences of gay and straight men
diverge.

Until diagnosed, prostate cancer is off most
people’s radar screens. When the newly diagnosed seek treatment
information from professional publications and the Internet, they
will find information almost entirely written by, for, and about
heterosexual men and their female partners. Gay and bisexual men
find almost nothing written by, for, or about them.

As suggested in a recent article in the New
York Times, most urologists assume their patients are
heterosexual and are either ignorant of or uncomfortable with gay
men’s issues in general, and about their particular concerns
regarding prostate cancer. The typical gay, bisexual, or
transgender (male-to-female) patient fills out registration forms
and inventories that include no questions about sexual orientation
or identity, sees no literature in the waiting-room written for gay
people, and ends his first meeting with the urologist without ever
having been asked about his sexual orientation or identity. Gay men
typically have to adapt to largely heterosexual settings in most
areas of health care services. The gay patient typically leaves the
consultation room with his unique questions unanswered: Which
treatment will allow me to continue to experience receptive and/or
insertive anal intercourse? Which treatment might preserve my
ejaculate, and if I choose a treatment that leaves me with no cum,
how might my sex partner(s) and I react? What if my penis never
again gets hard enough to penetrate a man’s anus, which is quite
different from having the ability to penetrate a vagina? What are
the effects of anal intercourse on prostate-specific antigen (PSA)
readings? Is there a correlation between anal intercourse and PCa?
How long must one wait after treatment to engage in anal
stimulation of any sort? How will the absence of a prostate gland
affect anal pleasure? What are the complications if one has
HIV/AIDS in addition to prostate cancer? Will my sperm be saved in
case I want to have kids? Will I even be asked about saving my
sperm? Will the size of my penis shrink after surgery? And the list
goes on for each individual gay man. The undercurrent of ignorance
that gay men might innocently, or not so innocently, face during
their urological consultations is often upsetting, dehumanizing,
and even enraging. It is often experienced as marginalizing,
dismissive and/or humiliating. Many gay men, as an already
marginalized and stigmatized group, are afraid to speak up about
their concerns. The situation puts the onus on the patient to ask
the questions that they may be too frightened and/or ashamed to
ask.

Socially, gay men live in a world burnished by
over thirty years of HIV/AIDS: illness, activism and death. As gay
men navigate the heterosexually-biased world of prostate cancer
treatment, they must simultaneously confront potential problems of
stigmatization within the context of the gay community itself
regarding post-treatment scarring, ejaculation deficits, erectile
dysfunction, incontinence, coming out again (this time as someone
who has prostate cancer), and/or competing for attention and
compassion living with HIV/AIDS.

It is well understood that most gay men harbor
their own internalized homophobia and shame about their sexual
orientation and desires. Gay men with prostate cancer often have to
cope with shameful feelings, and feelings of inadequacy and
undesirability resulting from the effects of treatment that may
parallel the feelings that often accompany the formation of a gay
identity. Much of that shame is expressed through concerns about
the body: obsessions with flaws, the need to appear
hyper-masculine, rejection of the effeminate and the over-weight,
and the fear of aging, among others. Most gay men go through a
process of feeling flawed or like “damaged goods.” It is common
knowledge that coping with HIV/ AIDS re-ignites and exacerbates
these feelings. So, it seems clear that having to deal with the
possible side effects of PCa treatment adds yet another layer of
potentially shame-triggering issues with which the gay man has to
deal.

In 2011, the American Cancer Society estimated
that 217,000 American men would be diagnosed with prostate cancer.
A 2011 newsletter from the Prostate Cancer Foundation highlighted
the following key facts: Within the next 15.6 minutes, a man will
die from prostate cancer; in the next 2.2 minutes, a man will be
informed that he has prostate cancer; in America, men are 35% more
likely to be diagnosed with prostate cancer than women are to
develop breast cancer; more than 33,000 men will die from the
disease; and the average American man has about a 16% chance of
being diagnosed with prostate cancer during his lifetime. And
although the rate of gay men diagnosed with or dying from PCa, as
compared to their heterosexual counterparts, has not been studied,
the impact on two men partnered and/or living together increases
the odds of the effect PCa may have on gay men.

Gay and bisexual men diagnosed with prostate
cancer face even more obstacles if they are from non-white minority
groups. The risk of prostate cancer and mortality among
African-Americans, for example, is significantly higher than it is
for their white counterparts. African-American church congregations
and community clinics have recently begun promoting public
awareness about prostate cancer through special events and outreach
programs. But gay men of color rarely find such community
organizations welcoming or tolerant of them, and they are often
shut out of these opportunities.

Whether living alone without a partner or
living with one in a relationship, gay men face the same morbidity
concerns that straight men do, though rarely with the same level of
external support regarding their unique needs. It is not easy to
find a place where gay men can talk about not being able to share
ejaculate or an erect penis with a male sex-partner. Gay men
diagnosed with prostate cancer also revisit the coming out
experience they may have gone through years before. For various
reasons related to coming out and best known to them, several men
writing in the experiential section of this book have chosen to use
pseudonyms, which are indicated by putting the author’s name in
quotation marks. Coming out as gay is difficult and may not be
resolved for some of these men. Coming out about prostate cancer
often re-traumatizes gay men. Every gay man goes through a process
of first coming out to himself. Then he may come out to his family,
friends, and colleagues, always with the dread of possible
rejection, stigmatization, scorn and loss. The process can be
painful, humiliating, and anger provoking. Coming out as a prostate
cancer patient with its sexual overtones re-ignites that very
experience and can often end with the same painful and shameful
consequences. Straight men, in telling their loved ones, their
friends, and/or their sex partners about their prostate cancer,
typically have no comparable historical/psychological
experience.

It is well documented that marginalized and
stigmatized groups do better and feel freer expressing their fears
and concerns, in addition to healing better, when in the presence
of others like themselves. Peer support groups promote authentic
identification with people like oneself (role models) and a safe
and open environment in which to reveal one’s particular fears and
concerns. In a predominantly straight support group, issues of
concern to gay men either do not get discussed or are given short
shrift. Sometimes the experience is felt as harmful by the gay man
who attempts to raise those issues that are worrisome to him. Thus,
having a resource available to gay men is an invaluable tool to
have as they struggle with the many choices and uncertainties that
confront them once diagnosed with prostate cancer, or even before
as they contemplate making a screening-appointment with a
urologist. To be able to read material that is geared specifically
toward gay men and written by gay men who have gone through the
experience is an invaluable resource. At the same time, much of the
information contained in this book can be relevant to heterosexual
men as well.

Although my previous book, A Gay Man’s
Guide to Prostate Cancer, was published in 2005, most of the
essays were written between 2003 and 2004. Much has changed in the
world of prostate cancer since then. Early diagnosis has
geometrically increased and new procedures have followed. When the
book was first published, Viagra, Cialis, and Levitra had just come
on the market. Laparoscopic surgery was in its infancy, and
watchful waiting (active surveillance) was not typically
recommended. Now the latter is a seriously considered option. As
noted in the previous work, my co-editor and I could find only one
openly gay urologist. Now I am aware of many others.

In the first book, most of the men writing
about their experiences were barely six months out of diagnosis
and/or treatment. The current book is not about describing where
they are now. In fact, the vast majority of the experiential
writers are new to this book and they have been diagnosed with
and/or treated for prostate cancer some time ago. What Every Gay
Man Needs to Know about Prostate Cancer addresses issues
and experiences that were not mentioned in the previous volume. For
example, what it is like to have a penile implant, to inject
oneself with a needle to get an erection, to ejaculate urine where
semen used to be, to go through the details of an open radical
prostatectomy vs. the experience of robotic laparoscopic surgery,
to choose watchful waiting as a treatment option, to live with the
effects of hormone treatment, or to experience advanced cancer as a
middle-aged gay man. With the permission of the authors, two essays
from the previous publication are included in this volume with
up-to-date additions from each author. In order to expand on the
issues noted, among others, I am pleased to present What Every
Gay Man Needs to Know about Prostate Cancer.

This book is divided into two sections: the
professional and the experiential. Part of the process of coping
with any adversity life throws one’s way begins with the
acquisition of information about the problem with which one is
dealing. Lack of knowledge is a great hindrance to coping
effectively with any trauma. It is hoped that this book will help
expand the reader’s knowledge regarding prostate cancer as it
affects gay men. Thus, the first section is devoted to expanding
that knowledge base for gay men with PCa and for those who love and
care for them, as well as for those who treat them. You may come
across many terms and references with which you may not be
familiar. The glossary at the back of the book explains most of the
terms used in this book.

In the first essay presented in the
professional section, Dr. Lara Descartes et al. discuss gay men’s
knowledge of PCa and the male reproductive anatomy in general; the
authors differentiate the degree of accurate information possessed
by gay men as it correlates with socio-economic status and
ethnicity. They write also of the paucity of information available
to men of color and male-to-female (MTF) transgender people. The
essay that follows, by Drs. Franklin Lowe and Vincent Santillo, is
an attempt to further fill the gap in that knowledge by bringing us
up-to-date information regarding the effects of the various
treatments for PCa on quality-of-life issues.

The next professional essay deals with how to
cope with erectile dysfunction (ED). Following a discussion of the
male sexual system, Dr. Raanan Tal presents a very readable and
comprehensive view of how the major treatments available for
prostate cancer affect sexual functioning. He also writes, in a
very hopeful manner, about how gay men may cope with and treat ED.
As a corollary, Dr. Tal teams up with Dr. Steven Goldstone in the
next essay to discuss, in particular, issues concerning sexual
activity following prostate cancer treatment. Then Dr. Matthew
Lemer discusses prostatic health and coping with urinary
incontinence that may result from the treatment of PCa, with a
particular emphasis on gay men’s issues regarding this vexing
problem. The professional section continues with Drs. Matthew
Wosnitzer and Franklin Lowe’s look at HIV status and its
relationship to prostate cancer diagnosis and treatment in the era
of highly-active antiretroviral treatment (HAART).

Transitioning to a more psychological
perspective, Darryl Mitteldorf, a therapist specializing in
treating men with cancer, describes pertinent issues in the
psychotherapy of gay men who have been recently diagnosed with
prostate cancer regarding coming out to their doctors. He also
presents helpful suggestions for health care professionals in order
to make it easier for gay men to feel safe enough to be open with
them. Mitteldorf contributes a second essay about things he has
learned from working with gay men who have prostate cancer, in
support groups and individually (in person and online). Next,
speaking from his experience as a straight urologist treating gay
men with prostate cancer, Dr. Franklin Lowe addresses the patient
and physician regarding his recommendations for both as they
interact in the course of the diagnosis and treatment of prostate
cancer.

The second section of book speaks from a more
experiential, psychological, and practical vantage point. It is
comprised of writing by gay men who have been struggling with PCa
themselves. They write of their experience, sharing their thoughts
and feelings in open, heartfelt, and often very moving ways: Each
man facing the anxiety of being diagnosed, having to make a
treatment decision, and dealing with the consequences of those
decisions in his own particular way. Most of these authors have had
some form of aggressive treatment for their prostate cancer; only
one has not. The reader will note that most of the gay men writing
about their experiences are from the New York City area; that is
because they were participants in a gay group that I facilitated
under the auspices of Malecare, Inc.

The experiential section begins with “Mark
Red” being diagnosed with PCa and selecting watchful waiting/active
surveillance as his treatment choice in the midst of dealing with
his sexual compulsivity. Next, John Dalzell presents his very
analytical method of making a decision about which treatment he
considered best for himself. He then goes on to report how, despite
his carefully calculated protocol, he still had to deal with all
the anxieties and concerns about being diagnosed with and treated
for PCa. This is followed by an essay by Milton Sonday, who
describes his rather anxiety-free experience of accepting what the
doctor ordered and feeling very comfortable with that choice. In
addition to providing an easily understood treatise on male sexual
anatomy and how it works, he presents the reader with things he
wished he knew about and had been prepared for as he coped with the
treatment of and recovery from a radical prostatectomy. In a
similar vein, “Paul Jarod” chronicles his journey from diagnosis to
treatment to recovery, sharing his feelings, and giving tips on
what to expect and look for before and after any kind of invasive
procedure, prostatectomy or otherwise. He also suggests ways a gay
man might cope with sexual encounters following surgery.

Two essays discuss the experience of robotic
laparoscopic surgery. The first essay, by Gil Tunnell, details his
coping strategies for dealing with the myriad of feelings
accompanying the diagnosis and treatment of PCa. He discusses
coping with anxiety, depression, denial, anger, and uncertainty.
“James Larsen,” in a second essay regarding robotic laparoscopic
surgery, describes in very candid and down-to-earth terms how, as a
gay man in his early forties, he learned to deal with the
particular side effects of surgery that he experienced. He is quite
candid about how he has been coping with ejaculating urine where he
used to shoot semen.

In an updated version of his essay in A Gay
Man’s Guide to Prostate Cancer, Lidell Jackson, a
self-proclaimed sex-positive gay man, compares his struggle with
HIV to his experience of being diagnosed and treated for prostate
cancer. As an African-American, he raises the awareness flag to
black men who are at greater risk of the disease and calls special
attention to the role of testosterone among gay men and its impact
on prostate cancer. In an updated version of his essay from the
same book, Roberto Martinez, a self-described sexually active
Latino gay man, reveals how the radical prostatectomy he underwent
affected his thoughts and feelings, and especially his behavior,
regarding his own sexuality. He relates how the physical changes he
experienced engendered emotional changes in his own struggles
concerning sex with partners and with masturbation.

Joe Davenport and John Frank have each
contributed essays about their physical, psychological, and
emotional reactions to discovering that, following surgery, they
were each unable to get erections. They speak openly about how much
an erect penis has defined them as gay men, especially as sexually
active gay men. After the many trials and tribulations of trying
various treatments to correct their erectile dysfunction, both men
opted to have penile implants. Joe’s verdict on his new apparatus
is still up in the air. Frank, on the other hand, describes feeling
very happy with his ability to get an erection at will. These
stories bring home, once again, how varying an individual’s
physical and emotional reactions to treatment choices and outcomes
can be.

As a relatively young, sexually active gay
man, “Charles Godfry” underwent an open radical prostatectomy. Then
his cancer returned several years later. He writes honestly about
his struggle with advanced cancer, his having ultimately undergone
hormonal treatment, external beam radiation, and cryotherapy; he
writes about his depression and his attempt to stay hopeful and
connected as well as sexual.

The book concludes with an updated glossary of
technical terms, an appendix of references relating to each essay
respectively, and a list of resources for those seeking further
information and/or looking to speak with other gay men who are
either going through or have been through what the reader may be
experiencing.

It becomes very apparent to any man diagnosed
with prostate cancer that there are no clear-cut answers or
solutions to the issues that confront him. Each man must make his
own decision regarding what to do and how to cope with that
decision. It has been my experience that ultimately each man makes
the decision that is right for him and then must learn to adjust to
the new reality that follows. Being gay only exacerbates and
complicates the many difficulties and uncertainties facing men
diagnosed with PCa for many of the reasons articulated in this
book.

It is hoped that the contributions made herein
will help inform, clarify, and validate many of the experiences
facing gay men so that they and their loved ones may make
better-informed decisions, be aware of what may follow from these
decisions, and how to better cope with whatever comes their way as
a result of struggling with prostate cancer. It is also hoped that
What Every Gay Man Needs to Know about Prostate Cancer will inform
and help the professional (whether urologist, oncologist, mental
health practitioner, or primary care physician) working with gay
men diagnosed with and/or treated for prostate cancer so that
he/she may be clearer about what technical, emotional, physical,
and psychological issues each man may be dealing with, and how to
validate and guide them as they struggle through the vicissitudes
of coping with prostate cancer.

Today we are hearing about new drugs that deal
with advanced prostate cancer, such as Provenge (sipuleucel-T) and
Abiratone (Zytiga). Also getting some attention is the
controversial use of the drug Dutasteride, which may slow or stop
tumors. However, there seems to be a downside to using this drug;
it may fuel the growth of more dangerous prostate cancers. Much
more research is needed to resolve this controversy. In addition,
there is preliminary news about tests that could lead to earlier
detection of PCa. Some of these tests involve urine; others
evaluate blood. We may be moving toward a time when it will be
possible to clearly differentiate potentially-lethal cancers from
those that are not life threatening.

Recently, as many may have heard or read, the
United States Preventive Services Task Force has come out against
routine PSA blood tests for the screening of prostate cancer. They
concluded that based on PSA diagnosis there have been too many
unnecessary treatments with their consequent side effects to
justify testing being done routinely. While their recommendations
are not binding, their guidelines are usually followed by most
physicians. Another concern is that insurance companies may use
these guidelines to refuse payment for these very expensive
tests.

The PSA test has its limitations, but when
used correctly it allows urologists and other physicians to
identify those men needing a biopsy. It is up to the treating
physician to be more aware of those men who need to be treated and
those who do not.

Like many other issues surrounding prostate
cancer, there are no simple answers. The debate and controversy
will continue. One thing seems clear: According to the urologists
with whom I have spoken, there has been a decrease in the number of
deaths due to prostate cancer since PSA testing began.

So, in the light of all the uncertainly and
controversy surrounding prostate cancer, I am nevertheless
delighted to present this book with the conviction that it will
assist gay men, their loved ones, and those who treat them to
better understand the particular concerns of the gay man navigating
the very confusing labyrinth surrounding the diagnosis and
treatment of prostate cancer.
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Gay Men’s Knowledge of Prostate
Cancer

​


Lara Descartes, PhD, Marysol Asencio, DrPH,
Thomas O. Blank, PhD, and

Ashley Crawford, MA

 


Prostate cancer is the most common male
cancer, and it is also the most age-related. Men over the age of
sixty have a greater than one-in-six chance of a prostate cancer
diagnosis—all older men have to consider at least the prospect of
dealing with prostate cancer. Increased screening with prostate
specific antigen (PSA) has resulted in some men in their forties
and fifties dealing directly with prostate cancer. Middle-aged men
thus also should attend to and know about the realities of prostate
cancer. There is a need to educate younger as well as older men
about this important health concern. Those affected by prostate
cancer also can be of any sexual orientation. Yet, gay couples may
be more likely than heterosexual couples to experience prostate
cancer within their intimate relationships—gay male couples are
comprised of two men. Santillo & Lowe (2005) reported that for
a gay couple “there is a 28% chance that one partner will be
diagnosed with prostate cancer over their lifetime and a 3% chance
that both partners will be diagnosed.”

Until very recently, however, there was no
research on prostate cancer conducted specifically with gay men.
The necessity and importance of this research is self-evident given
the number of gay men that may be affected by prostate cancer. More
information is needed to understand gay and bisexual men’s
knowledge about prostate cancer, the context in which they receive
medical care, and their need for social support. This information
will help gay men cope with both the physical implications and
emotional demands should they be faced with a cancer diagnosis and
will help medical staff create an inclusive environment for
providing supportive health care to all of their patients,
regardless of sexual orientation.

Prostate cancer usually progresses slowly.
This means that not only are many older men diagnosed with prostate
cancer, but those who are diagnosed and treated at younger ages may
live a significant portion of their adult lives as prostate cancer
survivors. Part of prostate cancer’s significance to men and their
partners is the dramatic impact the treatments usually have upon
their bodies, their sexuality, and their sense of masculinity.
Common treatments include surgery, radiation, and hormonal
ablation; all have side effects that may include erectile
difficulties, incontinence, penile shrinkage, retrograde
ejaculation, and bowel and rectal irritation. Many quantitative
studies have been published that document these factors and their
relationship to men’s quality-of-life. Several qualitative studies
have detailed the impact of prostate cancer and its treatments on
sexuality. These qualitative studies in particular have provided
important windows into the struggles men who have had prostate
cancer go through to try to re-establish or re-understand and
reframe their sense of themselves as sexual beings after the
assaults of the disease and, especially, the treatments.

Together, the many studies on post-treatment
quality-of-life have resulted in considerable understanding of the
impact of prostate cancer. However, there are still significant
gaps in the literature. First, while the focus quite rightly is on
the impacts felt by men who have had prostate cancer, there has
been less attention to the knowledge and attitudes of middle-aged
and older men who have not experienced prostate cancer directly.
Still, such information can be extremely important for formulating
policy and clinical advice vis-à-vis screening, treatment choices,
and so forth. What men think about the prostate generally, and
prostate cancer specifically, whether the physiology, etiology,
and/or the imagined or projected impact of treatment on
quality-of-life, may powerfully influence their choices and
behaviors related to prostate health and prostate cancer. Their
knowledge and attitudes also form the basis for communications
within the community and with health providers, especially
first-line primary care physicians and general
urologists.

Since the early 1990s, some important work has
been conducted, investigating men’s knowledge of prostate cancer
and, especially, perceived knowledge of risk and attitude toward
screening. There is a clear consensus within these studies on two
specific points. First, middle-aged and older men are not well
informed about major aspects of prostate cancer and its treatments.
Some men overestimate their risk, while others underestimate it;
some react to the potential of prostate cancer to be lethal (that
is, they assume it is always life-threatening) and others ignore
the potential threat to life. Many underestimate the potential for
deleterious side effects of treatment, which can have such large
impact on men’s health and well-being. As a result, when personally
confronted with prostate cancer, they may feel pressured into
making decisions more quickly and with less knowledge than would be
optimal for them. Second, the lack of knowledge is especially
apparent among low income and African-American men. A study by
Deibert et al. (2007) showed that low-income and little formal
education were associated with having little understanding of the
disease in their sample of men with prostate cancer. Almost every
study that has considered race and ethnicity has found
African-American men to have low levels of knowledge in general
about prostate cancer, despite their heightened potential for it
(especially its lethal form). A 2009 study by Kilbridge et al.
presents a particularly distressing picture of African-American
men’s knowledge of the anatomy affected by prostate cancer
treatments (prostate, bowels, bladder) and common terms used in
patient literature and by health professionals relevant to prostate
cancer (impotent, erection, rectal urgency, bowel function, among
others.)

While critically important, most of these
studies tapped into very specific aspects of prostate cancer
(usually perceived risk, and in some cases, attitudes toward
screening and intentions to undergo screening). The degree to which
that lack of knowledge is more broadly related to prostate health,
the role of the prostate in sexual function, and the nature of
prostate cancer treatments are still unclear, as is the specific
question of gay men’s awareness of these issues. Some might
presuppose that gay men are more sophisticated about sexual
knowledge than the general male population and that they might know
more about the prostate as it can be pleasurably stimulated during
anal intercourse, a form of sexual expression stereotyped as being
associated with gay sexuality. However, the little data there are
suggest that gay and bisexual men are as lacking in pertinent
knowledge as heterosexual men. One study interviewed health care
providers who worked with gay, bisexual, and transsexual (GBT) men.
They reported a lack of clarity regarding the men’s knowledge of
the characteristics of anal cancer and screening and treatment
choices similar to those found in studies of prostate cancer with a
non-gay population.

There is little work on how racial/ethnic
identity might shape gay men’s awareness of prostate-health issues.
One exception is a study by Heslin, Gore, King, and Fox (2008) that
explored how screening for prostate cancer related to race and
sexual orientation. The researchers found that, although gay men in
general did not differ from the heterosexual-identified population,
African-American gay men were considerably less likely than other
gay men and African-American heterosexuals to obtain prostate
cancer screenings. More attention should be focused on minority
racial/ethnic groups, including Spanish-speaking Latinos, who are
not included in most studies.

Because of these factors and the prevalence of
prostate cancer, it is important that medical providers address the
specific needs of subpopulations of men who may be dealing with
prostate cancer, including gay, bisexual men, and transgendered
male-to-female (MTF) people. However, the medical system may not
recognize the existence, needs, and concerns of gay, bisexual, and
MTF people. There have been severe criticisms of the health care
system as heterosexist and homophobic. As such, it may render gay
men and their partners invisible. Moreover, gay men may have had
negative experiences related to their sexual orientation in the
clinical encounter or medical care setting due to provider bias
and/or discrimination in access to high-quality health insurance.
These experiences, or fear of such experiences, may lead gay
patients to withhold personal information about their sexual
orientation, sexual practices, and other factors. This may lead to
significant delays in obtaining early screening and needed health
care, jeopardizing successful treatment options and survival rates.
Unfortunately, there is limited training on gay and bisexual men’s
lives in medical schools.

Finally, gay, bisexual, and MTF folks who find
themselves facing a prostate cancer diagnosis need to think about
what sources of support are available to them. Some men attend
self-help groups upon diagnosis in order to share information and
talk with others in the same situation. These groups, however, tend
to have a hetero-normative bias and to assume that men’s wives are
their most important source of support. How might gay and bisexual
men feel about attending such support groups?

In our study we address some of these gaps in
the literature by using data from five focus groups to examine gay
men’s knowledge of the prostate, prostate screenings, and prostate
cancer risk factors and treatments. The research addresses these
orienting questions: What is the men’s knowledge about the
prostate, including prostate cancer, risk factors, screenings, and
treatment? How might sexual identity connect to gay men’s
experiences in the health care system and their perceived sources
of information and support in the event of prostate
cancer?

We gathered data on men’s knowledge of
prostate cancer and related issues through focus groups. These were
an ideal format in which to hear the men’s ideas and concerns,
expressed in their own words. Focus groups enable participants to
tell their own stories, hear what others have to say, and build
upon and respond to others’ words.

Our research team designed the focus group
guide together, utilizing our individual backgrounds in health
research, sexuality research, and qualitative research. Our initial
literature review, including the first-person accounts of gay
prostate cancer survivors included in A Gay Man’s Guide to Prostate
Cancer, also informed our question design.

An informational component was included in our
procedure. We realized that the men would not have uniform or
necessarily accurate knowledge of the prostate and our other themes
of interest. After we led the men in an initial discussion of these
topics to ascertain extent of their knowledge, the third author
used a diagram to show the men where the prostate is located and
discussed the basic facts of screening, prostate cancer, its
treatments, and their side effects. The men were eager for this
knowledge, and seemed to greatly appreciate access to reliable,
clear information.

The men also completed a demographic
questionnaire before the focus groups began. They filled out
information including age, race, health insurance status, partnered
status, preferred types of sexual activity, and so forth. They then
completed a scale measuring their perceived knowledge about the
prostate and prostate health.

This study was conducted in Hartford,
Connecticut, a small northeastern city with a significant Latino
and African-American/black population. There are not that many
venues for gay life in the community. There are a few small bars
and a few LGBT organizations. At the time of this study, the gay
and lesbian community center had closed. There was no organization
actively addressing the needs of older gay men. We recruited our
study members through flyers at the community organizations that
did have programming directed at gay men, and the local Pride
celebration. We also placed postings on relevant listservs and
enlisted local community organizers to help recruit participants.
Our flyers and postings asked for “gay men interested in a study on
prostate health issues.” Our diverse recruitment locations and
methods gave us a sample with a range of socioeconomic backgrounds
and a significant number of Latino and black participants. This
essay uses the term “black” to refer to men of African descent,
whether African-American or Caribbean. The term “Latino” is also an
umbrella term, referring to men from Puerto Rican, Mexican, and
Latin American backgrounds.

We had a total of thirty-six participants in
our five focus groups. Their average age was forty-nine years old,
and their average education was “some college.” One focus group was
entirely composed of Spanish-speaking Latino men and was conducted
in Spanish. Another group was entirely black men. The remaining
groups were racially/ethnically mixed, but primarily non-Latino
white. Although our recruitment was aimed at gay men, a number of
bisexual men chose to participate, as did one male-to-female
transsexual. Expecting only gay-identified men, we did not include
a question on our demographic questionnaire specifically about
sexual identity, and we thus are unaware of exactly how many men
identified as gay vs. bisexual or transgender. The men’s
occupations varied greatly: from clerical and non-skilled labor to
professional (e.g., lawyer, teacher). Six men identified themselves
as disabled. Almost all of the participants had some form of health
insurance, roughly equally divided between private employer-paid,
Medicaid, and Medicare.

Half of the men were currently partnered.
Thirty of the men had had sex in the past six months. Reporting on
the previous year, 26% stated they had had zero male sexual
partners, 39% one, and the rest from two to five; one participant
had twenty. Types of sexual activities ranged broadly: Most men
participated in multiple forms of sexual expression, for example
participating in oral sex, anal sex, and so forth. Considering
“importance of sex,” the men were almost equally divided in rating
it as important, not important, or in between.

Four of the five focus groups were moderated
by the third author of this study. A fifth, a Spanish-speaking
group of mixed Latino ethnicities, was moderated by the second
author, who is a bilingual/bicultural Latina researcher. She took
detailed notes during all five focus groups on content and group
dynamics. All participants were provided with informed consent and
all the procedures and materials utilized in this study were
approved by the University of Connecticut’s Institutional Review
Board. After they were provided with informed consent, the men were
remunerated with forty dollars. They were told that they could
leave the group any time they wished. The men who chose to
participate stayed the length of the discussion; only one who began
needed to leave early.

The notes were commented upon and discussed by
the research team after each focus group. The focus groups were
subsequently transcribed. The notes and transcriptions were used by
the authors to conduct thematic analyses, identifying group-level
trends and subgroup or individual issues that came up in the group
discussions.

Our data confirm prior studies conducted with
presumptively heterosexual populations in depicting a striking lack
of knowledge among men regarding their prostates, potential
prostate problems, and prostate cancer screening. Variations in
race/ethnicity, socioeconomic status, and age corresponded to
different levels of knowledge. We also address how the men
discussed access to medical care, specifically as related to their
sexual identities, and the possibilities of obtaining support
should they be diagnosed with prostate cancer.
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The Prostate and Prostate
Exams

 


The men who participated in the focus groups
showed widely varying levels of understanding about their bodies,
especially their prostates. Most evinced little and/or faulty
knowledge about issues related to the prostate. Many were unaware
not only of the prostate’s function, but of its location. They did
know it was in the lower part of the body, and often placed it near
either the colon or anus. This exchange, for example, was heard in
one group:

“I think it’s somewhere around . . .
somewhere between your legs somewhere.”

“Somewhere up in the
bowels.”

“I believe near the anus. It’s up
around there.”

“No, it’s not!”

“It’s up around there.”

Similarly, someone in another group, when
asked by the moderator where the prostate is, replied, “Your
rectum.”

“Under your scrotum.”

“Oh yeah, behind it or
something?”

Most were similarly unaware of the prostate’s
role in making semen, postulating that its function had something
to do with urination, penile erection, or digestion. Some were
unaware that it was a specifically male organ—”Do only men have
prostates?” The men showed similarly low levels of knowledge when
discussing what could go wrong with the prostate; one used the word
“hernia” to describe potential problems, for example. Many confused
issues of enlargement vs. cancer. The levels of knowledge directly
corresponded to the men’s racial/ethnic backgrounds and perceived
socio-economic status (SES): Those who were minorities, non-English
speakers, and those who seemed to have lower SES (and reported
being on Medicaid) were less likely to have accurate knowledge of
any of the discussed topics.

The lack of general knowledge about the
prostate compromised other types of information, such as awareness
about prostate screening. The confusion about the location and
function of the prostate led some to assume that the colonoscopy
exam was also a prostate exam since it was perceived as an “anal
exam.” For example, one man stated that he had “a ‘prostate’ done.
That is a pain. They put a tube in there and they put you to
sleep.” Another man, African-American, related: “I know very little
about [prostate cancer], anything at all. There’s cancer
somewhere…what I think is cancer somewhere about my colon in my
body. I did have it tested. And my prostate was swollen. And they
called it early stages. What I don’t know if it’s going to come
back. I did go on medication.”

Further probing by the researchers indicated
this was not early stage prostate cancer but probably an enlarged
prostate.

A number of participants assumed that if their
colonoscopy exam showed no problems, which meant they had no
prostate problems.

Several men were unsure about whether they had
indeed received a prostate screening from their physicians. Very
few had heard of PSA tests. More knew about the digital rectal
exam, and many had experienced at least one. However, many did not
know why they were receiving it or even that it was a prostate
exam. One man asked if physicians administering the digital rectal
exam would be able to tell if he were gay. Other comments we heard
included “When I was younger, I always wondered what they were
doing” and “I never knew why he was putting his finger in.” A few,
in contrast, made aware of prostate cancer through televised public
awareness campaigns, had requested and received a screening from
their physicians.

Discussions of the digital rectal exam in
particular provided a focus for the men’s humor. One Latino man
reported, for example, to great group hilarity, that he and his
partner performed the exam on each other annually. A man in a
different focus group reported that his doctor had small hands, so
the exams were always painless, likewise receiving a great deal of
laughter. Yet another chuckled as he related how, while undergoing
the digital rectal exam, he’d told his doctor to buy him dinner
first. The men did acknowledge discomfort around the intimate
nature of this particular screening. One stated that his physician,
with whom he was friendly, seemed uncomfortable when he asked for
the exam, and noted that he was uncomfortable himself due to their
personal relationship. Eventually the physician brought a female
clinician into the office to perform the procedure. These various
stories likely point to the men’s awareness of the obvious linkages
to be made between a penetrative anal exam and anal sex, as well as
the stereotypes with which heterosexuals might frame gay men’s
experiences in receiving such exams.

Participants’ age also played a role in their
overall knowledge. A few of the older participants had begun having
problems with their prostates. Thus, they, through their
clinicians, were being educated about certain aspects of prostate
anatomy and problems. Even they, however, had gaps in their
knowledge, which may also have been related to their SES and the
quality of the clinical care they were receiving.

 


Prostate Cancer Risk Factors and
Treatment

 


When the focus groups discussed risk factors
for prostate cancer, a few suggested that some men are at higher
risk because of their genetics: “I believe if someone down the line
in your family had it, then it could be passed down from generation
to generation. I don’t know if that’s true but that’s what I
believe.” Some were not so sure: “It’s not something that’s
hereditary, is it?” A few suggested that hormone imbalances could
explain why a man would get prostate cancer. Some related risk to a
man’s personal health history, such as whether he smoked or ate
meat, and/or whether he had high levels of stress. A few black men
added that they understood their race placed them at higher risk
for prostate cancer, which they related to stress and poor quality
health care: “The lack of health care in the black community . . .
plays a lot in whether [black men] get checked early or get
diagnosed really late.” “It can be a lot of stress levels too . . .
what we deal with every day being black.” As with basic knowledge
of the prostate and prostate exams, those men who were older and
had begun to encounter prostate issues were the most likely to be
informed about risk.

One topic the men were very unclear on (as
indeed are researchers) and curious about was whether one’s risk
for contracting prostate cancer had anything to do with being the
receptive partner in anal sex. We noticed that the focus groups
debated as to whether being the receptive partner in anal sex and
the resultant stimulation of the prostate might be preventative of
prostate cancer or causative.

A significant majority of the participants
were unaware or unsure about the available treatment options should
they get prostate cancer, and so tended to discuss the topic using
their overall knowledge of cancer rather than knowledge about
prostate cancer specifically (this likely holds true for their
discussion of risk factors as well). For example, almost all
mentioned chemotherapy, which is not commonly used to treat
prostate cancer. They also mentioned surgery and/or radiation
treatments, which indeed are used to treat prostate cancer.
However, many were surprised to hear about androgen deprivation
therapy as a treatment, which is regularly used in cases of
advanced prostate cancer.

Latino participants were more likely than
non-Latino men to suggest non-traditional healing and
spiritually-focused means as possible treatments, in addition to
radiation and chemotherapy. As one man put it, “When someone
doesn’t have faith they don’t have hope. Hope for me is the motive
for fighting, it is the key, it is a rock in your life. From there
you can fight. If you have faith, you believe. Faith helps
you.”

As reported elsewhere, we were surprised to
find that the participants were almost completely unaware of the
potential side effects of treatment options for prostate cancer.
These of course can quite dramatically affect daily life and
sexuality, with different treatments potentially resulting in
urinary incontinence, erectile difficulties, penile shrinkage, and
bowel irritation, as examples. Upon learning of the potential side
effects, the men agreed that these should be considered when
deciding upon treatment options. If one preferred to be anally
receptive, for instance, treatment options that might irritate the
bowel might best be avoided.

 


Concerns About and Experiences with
the Medical System

 


Many focus group participants, regardless of
their racial/ethnic or socioeconomic background, stated that
finding a trustworthy health care provider was of utmost importance
for successful aging, including dealing with any potential problems
with the prostate and sexuality. Also noted as important was the
ability to communicate with their health care provider and, by
some, to be open about their sexuality. Yet, the majority also
stated that they were not out to their doctors. Some presumed their
doctors already knew their sexual orientation, and others
questioned why such a thing would be relevant to the doctor-patient
relationship. Typical comments were that coming out to one’s
provider would be “immaterial” or that “you have to keep it [being
gay] quiet.” Some men worried that physicians would think they had
AIDS if they reported they were gay. One man reported that, “I
wouldn’t say anything because I am there to get help. I am not here
for you to find out about my sexual life.” The men noted sexuality
and sexual issues aren’t often discussed by medical care
providers.
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