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Abstract: In 2016, the NIH designated sexual and gender minorities (SGM) a health disparity population. 
The next year, the American Society of Clinical Oncology highlighted the need to improve the suboptimal 
cancer and survivorship care received by SGM populations. There are currently no evidence-based training 
programs in culturally competent care of prostate cancer patients who are gay, bisexual and/or transgender. In 
this selective review, we summarize findings from the largest quantitative studies focused on sexual minority 
prostate cancer survivors and from 65 interviews with NIH staff, clinicians, and cancer clinics in 11 US cities. 
The report is divided into three parts and uses a question and answer format to address 21 questions relevant 
to clinicians providing care to SGM prostate cancer patients. First, we identify population-specific issues 
that are culturally relevant in the care of SGM patients with prostate cancer. While a body of research has 
emerged on sexual minority prostate cancer patients, the literature on gender minorities is limited to single 
case reports and inadequate to inform practice. This review covers definitions, population size, cultural and 
historical context, sexual behavior, population invisibility, sexual orientation and gender identity (SOGI) 
in the electronic medical record, disparities and evidence of discrimination in treatment provision. The 
second part focuses on promoting evidence-informed, patient-centered care. This includes current practices 
in assessing sexual orientation, management of disclosure of sexual orientation, how to address common 
problems sexual minority men experience post-treatment, common questions sexual minority patients have, 
management of urinary incontinence, HIV and STI risk during and post-treatment, and sub-groups of 
sexual minority patients with worse outcomes. It then identifies how male partners differ in prostate cancer 
support, current research on rehabilitation for sexual minority men, issues in advanced prostate cancer, and 
things to avoid with minority patients. Finally, we examine the cultural divide between provider and patient, 
advocating for cultural humility when working with minority patients. Training programs and continuing 
education can help providers both to become more aware of their own cultural assumptions, informed about 
health disparities, and able to provide quality care, and to make clinics more welcoming to SGM patients.
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This article is divided into three parts. First, we summarize 
the emerging literature on research on SGM prostate 
cancer survivors to answer the question how do SGM 
patients differ from majority (i.e., cisgender, exclusively 
heterosexual) patients. Secondly, we describe how clinical 
care can be tailored to improve care for these populations. 
In the final part, we address how training programs and 
continuing education can help providers to improve care 
by promoting cultural humility in providing care to this 
population. 

Summary of methods

Prostate cancer in gay and bisexual men is a new area of 
research beginning in 2000. Currently, the entire literature 
is around 100 published papers, although most of these are 
qualitative studies, commentaries, or single case reports. 
Several excellent reviews of cancer in SGM (1,2) and 
specifically of prostate cancer in SM (3,4) have summarized 
key findings, while a meta-synthesis of the qualitative 
studies on prostate cancer in gay and bisexual men was 
recently published (5). 

As the American Society of Clinical Oncology noted 
recently, limited research is being conducted to assess the needs 
and establish standards of care for SGM patients with cancer 
and cancer survivor populations … [Further], concern has been 
expressed that the SGM community experiences a heightened 
perception of more cancer and worse outcomes, even if this is not 
always concordant with available epidemiologic data (6).

To address ASCO’s concern, the next step is to review 
the quantitative findings across studies of prostate cancer 
in SGM. Globally, there have only been seven quantitative 
studies of this population to date (7-14). For this selective 
review, three were deemed of sufficient size, statistical 
rigor, and used similar, validated measures [including the 
Expanded Prostate Cancer index Composite or EPIC, and 
the Short Form (SF) Health Survey] that we can compare 
results across studies (7-9). By contrast, the literature on 
prostate cancer in GM is limited to single case study reports 
and inadequate to provide an empirical-base to inform 
clinical practice specific to gender minority patients (15-19).

The studies are as follows: 
In 2010, Hart et al. (7,20) conducted a study of 92 self-

identified gay and bisexual men diagnosed with prostate 
cancer within the prior four years. Participants had to be 
living in North America and were recruited from list-serves 
targeting prostate cancer survivors and from community 
centers, support groups, and local media advertising in two 
cities (Houston and Toronto). 

Ussher et al. (8,21,22) compared the responses of 124 SM 
with 225 heterosexual men diagnosed with prostate cancer. 
SM participants were recruited within Australia from 
urology and primary care clinics, cancer support groups 
and gay community organizations, and internationally from 
SM social media and listservs targeting prostate cancer 
survivors. Most were from Australia, the United States or 
the United Kingdom. The heterosexual comparison group 
was recruited from an Australian cancer research volunteer 
database. 

Restore-1 was a mixed methods study conducted by 
our team in 2015–2016 (9). First, we conducted in-depth 
qualitative telephone interviews with 30 prostate cancer 
patients and nine partners or caregivers (23-25). Then, 
we conducted an online quantitative survey with 192 gay 
and bisexual and one transgender prostate cancer patients/
survivors living in North America (26-32). Participants were 
recruited from the largest online cancer support network 
providing groups for SGM prostate cancer patients. 

A fourth study, conducted by Allensworth-Davies  
et al. (13) in 2011, recruited 111 gay-identified prostate 
cancer survivors in the US. This study was of sufficient size 
and used similar measures to those above to be included. 
However, they did not statistically compare their results to 
published norms for heterosexual patients and so the results 
cannot be included. 

In addition, three other studies conducted by our team 
add findings to the evidence base. Restore-2 [2017–2022] 
is a randomized controlled trial and the largest study to 
date, currently in progress, testing the effects of an online 
comprehensive sexual and urinary rehabilitation program 
tailored for SGM in 401 US gay and bisexual prostate 
cancer patients (33). Participants had to have been treated 
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for prostate cancer and were recruited both online and from 
clinics. To answer the question how SGM patients became 
“invisible” in prostate cancer research and clinical practice, 
in 2018, we completed 65 key informant interviews with 
NIH staff, clinicians and urology clinics in 11 US cities. 
Finally, to assess the acceptability and feasibility of adding 
SOGI data to the patient electronic medical record, we 
conducted a study with 101 urology and 104 oncology 
patients, then assessed data on the first 450 urology and 103 
oncology patients to answer the question in their EMR (34).

Part 1: understanding the research on SM 
prostate cancer survivors

1. What is the definition of a sexual or gender minority 
(SGM)? 

Recently, the National Institutes of Health designated 
the term sexual minorities (SM) to denote lesbian-, gay- 
and bisexual-identified individuals, plus those who do not self-
identify but who experience same-sex sexual attractions and/or  
behavior (35). Gender minority (GM) denotes those who 
identify as transgender or non-binary, or with a gender that 
does not align with social and cultural expectations for their 
birth-assigned sex (e.g., agender, gender fluid, genderqueer) 
(35,36). The terms contrast with the majority population, 
which denotes cisgender, exclusively heterosexual-
identified and oriented persons. NIH recognizes SGM 
as health disparity populations, meaning that compared 
with cisgender, heterosexual patients, SGM patients, on 
average, have higher burden of illness, poorer experiences 
in treatment, and worse outcomes (35,37). 

2. What is the size of the SGM population? 

In nationally representative surveys, SGM adults comprise 
4.5% or 11.5 million of the 255 million adults living in the 
US (38). Estimates vary across surveys (39), but appear to be 
increasing over time (40). These estimates vary by subgroup: 
5.1% of women identify as lesbian, gay or bisexual; 3.9% of 
men identify as gay or bisexual; and 0.6% of adults identify 
as transgender or gender non-binary (40). (Transgender 
and non-binary people may identify as lesbian, gay, bisexual 
or heterosexual). This contrasts with 95.5% US adults 
who identify as cisgender and exclusively heterosexual. But 
within SGM, there are large gender and age differences. 
Regarding gender, SM men (42%) are disproportionately 
under-represented relative to SM women (58%); and across 

age, older persons are significantly under-represented 
relative to both younger cohorts of SM and similar aged 
cohorts of cisgender, heterosexual peers (38). Only 10% 
of SGM are aged 65 years or older compared with 19% of 
heterosexuals in this age group (38). These differences likely 
reflect higher mortality in SM male and transgender older 
cohorts due to HIV/AIDS, suicide, and other factors; and 
possibly that older cohorts may be less likely to self-identify 
as LGBT. As HIV has become a manageable chronic illness 
and homosexuality less stigmatized, the proportion of SGM 
prostate cancer patients in the next decades should increase 
from the current level of about 2% to around 4%. This 
suggests that of the 3.1 million men diagnosed with prostate 
cancer in the US (as of 2017) (41), about 63,000 are sexual 
minorities. 

3. How are SGM different from other patients? 

The LGBT community is highly diverse so it is important 
to emphasize that no one datum applies to all. Like other 
minorities, SGM experience increased stress, discrimination, 
violence and isolation (42). All these impact health, 
increasing disorders of anxiety, depression, suicidality, 
and internalized homonegativity or transnegativity (i.e., 
a negative self-concept as damaged, flawed or less than 
others because of one’s homosexual attractions, behavior, 
orientation or gender identity). Minority stress also predicts 
increased risk of alcohol, drug, nicotine use, abuse and 
dependence as well as using sex as a psychological coping 
strategy (43). 

Appreciating the life histories of those in the age cohort 
for prostate cancer provides critical context for care. Most 
older SGM lacked positive role models as children, and 
many lived in states that criminalized and stigmatized 
homosexual behavior and gender non-conforming 
presentations. Many faced rejection by one or more family 
members. Almost all endured social stigma, condemnation 
from their religions-of-origin, insecurity in employment, 
and the threat of violence when in public. From 1981, this 
cohort survived the HIV/AIDS pandemic, which killed an 
estimated 600,000–750,000 SGM in the US. Currently, 
about 20% of older SM men and transwomen in the US are 
living with HIV. So, for many SGM patients, their lifelong 
experience of trauma and discrimination psychologically 
changes the way they experience a prostate cancer diagnosis 
and treatment, and their trust in the medical community.

Given what they endured, older SGM individuals may 
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also be described as resilient survivors. Being less likely 
to have close ties to family-of-origin, to have children, 
or to be in a long-term relationship, many constructed 
families-of-choice, relying on internal resources and a 
network of friends for mutual support and love (44-46). 
Given the social stigma of homonegativity and/or gender 
non-conformity, coming out for many was a pivotal act 
of individual courage and survival, which in turn built 
assertiveness (including with health providers). Collectively, 
this cohort has advocated and experienced huge social 
change, from being illegal outcasts to having their rights 
and relationships recognized. For GM, advances in the 
understanding of gender diversity as non-pathological and 
in gender affirming surgeries have provided new options 
to be themselves. SGM share with other minorities the 
experience of being different from the majority culture. 
While some may choose to assimilate, “out” SGM 
individuals are more likely to have rejected multiple social 
norms, to question rules and challenge authority, and to 
assume they need to be an advocate for themselves and 
others in their healthcare. 

4. What should a provider know about same-sex sexual 
behavior, specific to SM men with prostate cancer, in order 
to provide good care? 

SGM individuals are as diverse as heterosexual people 
are in their sexual behavior. So, to treat the sexual effects 
of prostate cancer, a provider needs to ask about sexual 
practices. Because same-sex sexual behavior has multiple 
options and roles-in-sex, it requires a detailed assessment 
if the clinician is to understand the patient’s situation and 
concerns. 

As a group compared to older heterosexual men, older 
SGM are more likely to be single (47), sexual (both with 
self and others), to have more lifetime partners, and to view 
their sexual health as a core component of their identity 
(48,49). For the half of SM men in relationships (50), some 
couples are monogamous, while others have relationships 
open to other partners (usually with rules about how this is 
handled) (51). For SM men in heterosexual relationships, 
they may have similar understandings with wives and other 
female partners about their sex with male partners (52). 
SGM individuals who are closeted, by definition, typically 
do not reveal their sexual liaisons to others. 

The most common sexual behaviors between gay, 
bisexual and other men who have sex with men are 
masturbation (both with and without anal stimulation), oral 

sex, and anal sex, followed by rimming (i.e., analingus) (53). 
While some men may prefer being both the receptive and 
the insertive partner in sex (called being “Versatile”), other 
men discover they prefer being the insertive partner (termed 
a “Top”) or the receptive partner (termed a “Bottom”) (54). 
In this age cohort, and in some racial/ethnic minorities, 
being the receptive partner still carries additional stigma, 
making Bottoms less likely to admit to being the receptive 
partner and to ask relevant questions about the effects of 
treatment on their behavior (55,56). 

There are other common practices to be aware of when 
providing prostate cancer treatment to SGM patients. Use 
of nitrites (termed “poppers”) is very common to enhance 
sexual sensation during sex and must be assessed before 
prescribing PDE-5-inhibitors. Ejaculate is especially 
important to some SM men (57). These patients report a 
profound sense of loss and chronic depression following 
prostate cancer treatment specific to loss of ejaculate (23).  
Oral sex is a common practice particularly with new 
partners and in casual dating, so concerns about urinary 
incontinence and its effects on sex and dating should be 
anticipated. While most SGM know as little as heterosexual 
men about the prostate as an organ, gay pornography and 
culture highlights prostate stimulation as the ultimate 
source of sexual pleasure (e.g., through digital stimulation 
during masturbation and penile stimulation in receptive 
anal sex). Most SGM use a water-based or silicone-based 
lubricant when having anal sex. In addition, about half of 
SM report enema use before receptive sex; with the most 
common products used being commercially available 
enemas, water, and water with salt, soap or antibacterials 
added (58). A minority of SGM engage in brachioproctic 
(i.e., “fisting”) sex practices, where a partner’s hand, fist and/
or arm is inserted into the anus. 

5. Why are SGM prostate cancer patients so “invisible”? 

In 2005, in summarizing the literature at that time, 
Perlman and Drescher concluded, “If prostate cancer, in 
general, is off most people’s radar screen, then gay men 
with prostate cancer are a truly invisible species” (59). To 
answer the question how SM patients became or remain 
“invisible” in clinics, we interviewed 65 key informant 
NIH staff, clinicians and urologists in 11 US cities. Our 
social ecological analysis found barriers at every level (see 
Figure 1). This suggests that to improve clinical care and 
outcomes for SM patients, physician education and systemic 
interventions at the clinic level are needed. For clinicians, 
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we highlight a recent survey of 112 urologists in the US (60). 
Most said they do not ask patients their sexual orientation, 
setting up a “don’t ask; don’t tell” dynamic. They stated 
they were significantly more comfortable discussing 
sex with heterosexual patients than with SM patients, 
that they lack accurate knowledge about SM patients, 
and reported receiving less than 5 hours of education 
about this population in medical school, residency, or 
through continuing education. Most felt more training is  
needed (60).

The absence of transgender prostate cancer patients and 
studies likely reflects the protective effects of estrogen and 
orchidectomy on the development of prostate cancer. And 
it also reflects significant mortality at younger ages from 
HIV, suicide and violence. Structural factors may exacerbate 
the perception of population invisibility caused by clinic 
collection of gender data using binary measures; less access 
to screening and care; possibly less patient willingness to 
acknowledge and present with a “male-specific” health 

concern; and lack of clinical options where GM can receive 
welcoming, comprehensive clinical care. Research on 
prostate cancer in GM is needed.

6. What is the easiest way to screen for sexual orientation 
and gender identity (SOGI)? 

To facilitate research on SGM disparities, NIH has 
encouraged clinics to routinely collect SOGI in the patient 
electronic record (61). Some clinics have resisted this 
citing acceptability concerns about their conservative, 
cisgender, heterosexual patients being offended by being 
asked about their sexual orientation or seeing a non-binary 
question on gender. Recently, we assessed the acceptability 
and feasibility of collecting SOGI data at a Midwestern 
oncology and urology clinic (see Figure 2) (34). Over 90% 
patients reported the response options were understandable 
and easy to answer, and over 95% answered it when placed 
in their EMR. Adding SOGI data to the EMR appears to 

Figure 1 The Modified Socioecological Model* applied to making prostate cancer in sexual minority men more visible in research and 
clinical practice. *, The Modified Social Ecological Model is adapted from: Baral S, Logie CH, Grosso A, et al. Modified social ecological 
model: A tool to guide the assessment of the risks and risk contexts of HIV epidemics. BMC Public Health 2013;13:482.
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be a simple and efficient way to overcome the “don’t ask” 
practices of most urologists, to facilitate research, and to 
increase visibility of these patient groups.

7. What should a provider know about sexual minorities 
and cancer? 

SM men may have a higher lifetime incidence of cancer 
than heterosexual men (62), and higher rates of some 
cancers (e.g., anal, lung, colorectal, oropharyngeal, HIV-
related) (63). At every stage of the cancer continuum, SM 
have higher rates of risk factors (e.g., sex, STIs, alcohol, 
nicotine, tanning, stress) (64), lower insurance rates (65), 
less screening (66), less familial and social support (26,67), 
later diagnosis (61), more distress (68), unique challenges 
(such as disclosure of sexual orientation) (69), less culturally 

competent care (70), and worse health (62) and quality of 
life outcomes (8,71). We caution that most of these results 
are based on small sample sizes and need further study. 

8. What should a provider know about gender minorities 
and cancer? 

GM also experience increased cancer risk factors (72-76),  
stigma in health care provision (77-81), victimization 
and discrimination (82-84), and resulting mental health 
challenges (85,86). Malignancies related to hormone use 
are rare (87-89); indeed, hormone use and gender affirming 
surgery may be protective for some cancers including 
prostate cancer while increasing risk for others (e.g., 
breast) (90). In cancer care, GM face added challenges of 
GM disclosure, less or inadequate screening (91,92), fewer 

Figure 2 Standardized Sexual and Gender Identity Questions for the Patient Electronic Medical Record.
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cancer specialists comfortable in providing comprehensive 
care (93), and lack of protocols for GM-specific care. 
Transgender women (i.e., a person who identifies as a 
woman and was assigned male at birth) are the highest 
risk population for HIV and other sexually transmissible 
infections (75). In cancer outcomes, transgender women 
have higher mortality due to non-treatment related causes 
(i.e., suicide, HIV, and drug abuse) (89). 

9. What are the key differences in outcomes between SM 
and majority patients? 

In both Restore-1 and Hart et al., studies of North American 
SM prostate cancer patients, SM patients had significantly 
worse urinary function and hormonal function and bother 
but better sexual function and bother scores than published 
norms for heterosexual patients (7,9), [Ussher et al. only 
assessed sexual function but also found it better than their 
heterosexual controls (8), while Allensworth-Davies scores 
mirror the other studies as well (13)]. We think the poorer 
urinary scores may reflect SM’s arousal incontinence 
and climacturia concerns during oral sex. The better 
sexual functioning outcomes may be some combination 
of the following factors. Sex appears more central to SM 
men’s identities and behavior, which could result in more 
commitment and openness to rehabilitation. Behaviorally, 
SM have better physical health and may masturbate more 
following treatment aiding erectile recovery. A greater 
percentage of heterosexual men may be in relationships 
that are no longer sexual and may be less motivated for 
rehabilitation. SM patients are also more likely to engage 
in novel accommodation strategies that most heterosexual 
couples rarely adopt. These include use of sex and hook-
up sites to meet new partners, experimenting with changes 
in role-in-sex, and in opening up their relationship to other 
partners. Alternatively, it simply may be a research artifact. 
Given EPIC was normed prior to the use of PDE5-i drugs 
to treat erectile dysfunction (ED), the sexual scores of 
heterosexual men may have improved as well since the scale 
was normed in 2001. 

Hart et al. and Restore-1 used the Medical Outcomes 
Study Short-Form (SF-36 and SF-12, respectively). Both 
found SM scored worse on mental health than norms for 
heterosexual prostate cancer patients (7,9). Ussher et al., 
using other measures, also found worse mental health on 
multiple scales. While Hart et al. and Ussher et al. found 
no difference in physical health (but were smaller studies), 

Restore-1 found SM had significantly better physical health 
than norms for heterosexual men. The worse mental 
health in all three studies is consistent with the broader 
literature that SM men have worse mental health secondary 
to minority stress, experiences of discrimination, and  
trauma (94). The better physical health in Restore-1 is 
consistent with stereotypes of this population being more 
likely to exercise, to go to gyms, and to be committed to 
staying in shape.

10. What about differences in experience of treatment? 

There are several differences to consider when treating 
SM patients. First, about half of SM prostate cancer 
patients are single and many lack the social support their 
heterosexual peers have. Hence, they are much more 
likely to undergo treatment, alone; and more likely to only 
discuss their prostate cancer with their provider. Second, a 
common experience across racial, ethnic, sexual and gender 
minorities is the need to assess whether the provider is 
competent in providing care to that minority compared to 
majority patients who may simply assume, usually rightly, 
that treatment is already tailored or optimized for men like 
them. Third, especially for SM men who are out to their 
primary healthcare providers, and for those HIV positive, 
they are used to and may insist upon shared decision-
making in their health care. To more authoritarian providers 
and conservative clinic systems, this may make them seem 
more demanding and less compliant. Fourth, case reports 
affirm the importance of SGM talking to other SGM about 
their cancer (57), however, general prostate cancer support 
groups may adversely affect SGM if they feel alienated from 
discussing their sexual concerns (95). Fifth, a significant 
minority of SM patients report poorer care. In Restore-1, 
about 20% of the sample said they received poorer prostate 
cancer care than other patients. Of these, 43% reported that 
the provider did not listen, 25% that they were talked down 
to, 19% that the provider acted superior, and 10% that the 
provider appeared afraid of them. Almost half (9% of the 
20%) attributed the poorer care they received to their sexual 
orientation. The remainder wrote in comments attributing 
it to going in as a gay couple, being gender non-conforming, or 
to the provider being arrogant, a jerk, or too pushed for time 
(unpublished data). 

The high-level summary from these statistics is that 
SGM patients, in common with other minorities, report 
higher rates of risk factors, greater barriers to care, poorer 
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experience in treatment, and worse outcomes. So, what 
can providers do to improve the treatment experience for 
their SGM patients? This next part focuses on promoting 
evidence-based, culturally responsive care. 

Part 2: Tailoring the clinical care of SGM 
prostate cancer patients

11. What is current best practice for assessing sexual 
orientation? 

Providers can sometimes forget how disorienting and 
frightening a referral to a urology or oncology clinic 
can be for patients. For racial minority SGM, it may 

be even more so. Patients may feel intimidated by the 
specialists and fearful of the diagnosis. They also may not 
know what questions to ask or how much information to 
disclose. So, patients normally take their cue from their 
provider. Unfortunately, most providers (63% urologists 
and 74% oncologists) do not ask about sexual orientation 
at first assessment. This may explain our finding in 
Restore-1, that while 77% of participants had disclosed 
their sexual orientation to their primary provider, 
significantly less were “out” to their urologist (60%), 
surgeon (59%), or oncologist (56%). At first assessment, 
we recommend providers ask all patients (who have 
not disclosed their sexual orientation) four screening 
questions (see Table 1). 

Table 1 Clinical questions to ask prostate cancer patients at assessment

Prostate cancer treatment can have effects on your sex life. To provide you with the best care, I’d like to ask you a few questions

1. Do you have a primary partner? If yes, then invite the patient to include their partner in any future sessions to address the partner’s 
concerns. If the patient does not specify a gender of their partner, then ask a prompt to clarify gender

2. Do you have sex with men, women, or both?* 

a. Women (only). Direct the discussion towards surgery or radiation options and consider interventions that enhance erectile ability (e.g., 
erectile enhancing drugs, vacuum pump, penile injections). Focus follow-up discussions on erectile ability

b. Men, or both. If the patient reports he has sex with men (or both) then continue

3. [If sex with men, or both]? In sex, are you more a top, bottom, or versatile? 

a. If answers “top” [insertive partner]: Direct the discussion more towards surgery and radiation outcomes and consider interventions 
that enhance erectile ability (e.g., erectile enhancing drugs, vacuum pump, penile injections). Focus follow-up discussions on erectile 
ability

b. If answers “bottom” [receptive partner]: Direct the discussion more towards surgery (since 20% of radiation patients have radiated 
bowel, making resumption of receptive sex, impossible), provide information about how long to refrain from receptive stimulation post-
intervention. Focus follow-up discussion on ability to engage in receptive anal sex asking about any loss of pleasure or change in pain

c. If answers “versatile” [both insertive and receptive partner]: Direct the discussion more towards surgery (since 20% of radiation 
patients have radiated bowel, making resumption of receptive sex, impossible; while both surgery and radiation have similar outcomes 
on ED at two years’ follow-up), provide information about how long to refrain from receptive stimulation, post-intervention. Encourage 
the patient to think through how easy it would be for them to shift roles in sex if they could only be in in one role, and focus follow-up 
discussion on both roles in sex

4. How often do you use poppers? (Popper [nitrite] use is very common among gay and bisexual men in this age cohort to enhance 
sensations of pleasure/intensity in sex and to decrease any pain)

a. Never

b. Anything more than never. Prior to prescribing any erectile enhancing medication, explain their potentially lethal interaction with 
poppers 

*, dependent on the time the clinician has to conduct the interview and the depth of information sought, an alternative format for asking 
this question, which is more inclusive, is to ask, “And what is the gender or genders of your partners?” This allows patients to identify their 
partner(s) as male, female, transgender, non-binary or any combination of these. A third option is simply to ask about behaviors by body 
parts (e.g., penis-vaginal sex, penis-anal sex). Source: Rosser BRS, Konety BR, Mitteldorf D, et al. What gay and bisexual men treated 
for prostate cancer are offered and attempt as sexual rehabilitation for prostate cancer: Quantitative results from the Restore study with 
implications for clinicians. Urol Pract 2018;5:187-91.
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12. How should sexual orientation disclosure be handled, 
clinically? 

Sometimes patients may disclose their sexual orientation 
or gender identity to their provider. The provider should 
recognize that such disclosure is a highly important, 
personal detail to the patient. The appropriate response is 
to affirm the disclosure, for example by saying, “Thank you 
for letting me know. That’s really helpful information for 
when we discuss the effects of treatment.” Such a response 
invites greater disclosure and trust in the therapeutic 
relationship, and provides permission to both the patient 
and the provider to raise questions about the impact of 
treatment on the patient’s sexual behavior. 

In our Restore-1 interviews, SM patients reported four 
key strategies around sexual orientation disclosure to their 
prostate cancer specialists: (I) to out themselves, by explicitly 
referring to themselves as gay or bisexual (or recording it 
in the EMR); (II) to evaluate the specialist on demographic 
or other criteria to decide whether it is safe to disclose; (III) 
to assume the specialist already knows or can infer their 
sexual orientation from demographics; and (IV) to elect not 
to disclose (96). The response of the provider is critical. In 

our qualitative interviews, when the urologist or oncologist 
treated it sensitively, disclosure appeared to increase 
patient trust in the physician-patient relationship (96).  
However, when the physician discounted or appeared 
uncomfortable with the disclosure, the patient terminated 
treatment (96). Asking about SOGI in a non-judgmental 
and sensitive way can inform cancer care and is the first step 
to building trust with SGM patients.

13. What to discuss when informing patients about the 
sexual effects of treatment?

Like other patients, when SGM prostate cancer patients 
are provided with relevant information on the effects 
of treatment, they can prepare and adjust to the effects 
of treatment. But when they experience effects without 
being forewarned, they report lasting resentment at being 
inadequately informed (23). In Restore-1, we asked SM 
prostate cancer patients what were the most common 
problems they experienced, post-treatment, and whether 
their provider had discussed these with them prior 
to treatment (see Table 2). Most patients recalled that 
providers discussed loss of ejaculate, erectile difficulties and 

Table 2 Patient reports of the common problems they experienced post-treatment and whether the provider discussed the problem prior to 
treatment (Restore-1 Quantitative Survey; N=193 Gay and Bisexual Prostate Cancer Patients)

Sexual concern
Discussed prior to treatment Experienced*

Yes Yes

Loss of ejaculate (semen or cum) 71.0% 95.3%

Erection difficulties 74.1% 91.1%

Change in your sense of orgasm 24.4% 88.4%

Loss of sexual confidence 10.4% 77.9%

Changes to the penis (size, shape) 23.3% 66.8%

Urinary problems (bladder control) not related to sex 74.6% 64.9%

Loss of sexual desire/libido (interest in sex) 37.8% 59.4%

Urinary problems during sex or at orgasm 29.5% 49.1%

Loss of pleasure or ability to orgasm in receptive anal sex 4.7% 38.4%

Painful bowel movements (not related to sex) 11.4% 15.3%

Increased pain or problems during receptive anal sex 3.6% 13.2%

For fathering children the need to sperm bank prior to treatment 22.3% 10.5%

*, # reporting problem/# reporting and reporting not experiencing problem (excludes don’t recall and refuse to answer). Source: 
Rosser BRS, Konety BR, Mitteldorf D, et al. What gay and bisexual men treated for prostate cancer are offered and attempt as sexual 
rehabilitation for prostate cancer: Quantitative results from the Restore study with implications for clinicians. Urol Pract 2018;5:187-91.
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urinary problems with them. But most patients reported 
providers failed to discuss with them other very common 
challenges. These include in their sense of orgasm, loss 
of sexual confidence, changes to the length, color and/
or curvature of their penises, loss of desire, urinary 
problems in sex, and loss of pleasure or the ability to 
orgasm in receptive anal sex. By briefly covering these 
with patients, providers empower patients to make more 
informed choices in their treatment course, prepare them 
for what to expect, and encourage them to raise concerns 
if they experience them.

14. What are the most common questions SGM have that 
they may be reluctant to ask? 

SGM patients have a set of common questions about 
the effects of biopsies and treatment, which they do not 
normally ask out of fear of embarrassment and stigma. 
Providers can improve outcomes by directly addressing 
these as part of post-biopsy and post-surgical or radiation 
care. Currently, there are no standard answers to these 
questions. So, we list a set of questions with suggested 
answers (taken from the Restore-2 rehabilitation curriculum; 
see Table 3).

15. What should a clinician address about urinary 
incontinence? 

When treating SGM, it is a mistake to only focus on the 
sexual effects of treatment. Urinary incontinence is a 
common, yet underreported and undertreated effect as well. 
The prevalence of urinary incontinence in SM treated for 
prostate cancer is probably similar to that in the general 
population of prostate cancer survivors (97). In two studies, 
we have evidence of greater urinary symptoms and bother 
in SGM than majority patients, although the reasons for 
this are unclear (7,9,32). In Restore-1, about one third of 
SM reported leaking urine at least daily, and over half 
reported some urinary incontinence (32). Types of prostate 
cancer treatment were associated with different types of 
urinary incontinence (98,99). SM treated with surgery 
(with or without radiation) experienced greater severity of 
urinary incontinence and more symptoms of stress urinary 
incontinence and insensible urinary incontinence than SM 
treated with radiation only. SM treated with radiation only 
experienced more symptoms of urge incontinence. In SM, 
urinary incontinence severity was associated with obesity, 
poor self-reported health, and an increased number of co-
morbidities but not with time since diagnosis.

Table 3 Common sexual questions and suggested answers for sexual minority prostate cancer patients 

1. Which prostate cancer treatment will have the least effects, sexually? That depends on what sexual behaviors are most important for 
you. For insertive sex, both radiation and surgery with nerve sparing have similar effects on your ability to get erections (at two years’ 
follow-up). For receptive sex, radiation therapy is not recommended as about 1-in-5 patients will have radiated bowel and will not be able 
to ever engage in receptive sex, post treatment

2. How long should I wait after my biopsy before anal stimulation? The time you should wait after a biopsy varies and depends on what is 
being inserted into the anus. For insertion of a finger, gentle stimulation as soon as you feel comfortable is fine. For insertion of a penis or 
dildo of penile width, wait about two weeks to allow sufficient time for healing. Start with finger insertion before attempting insertion with 
a penis or dildo. For insertion of an arm or fist, most doctors would counsel you to avoid fisting if diagnosed with prostate cancer. There is 
no science to guide this recommendation, but it’s prudent. If you decide to be fisted, wait a minimum of at least six weeks after a biopsy

3. How long after a radical prostatectomy should I wait before resuming anal stimulation? How much healing time is needed can depend 
on the surgical technique, and on what is being inserted. Here is a general guide for the average patient. For insertion of a finger, wait at 
least six weeks after surgery. This is to allow time for the surgical site to heal. Use your own finger at first (after trimming nails) and stop if 
you feel any discomfort. Gradually practice and once comfortable, allow a partner to stimulate you anally with their finger. For insertion of a 
penis (or a dildo of average penis width), wait a minimum of eight weeks. Before resuming sex with someone else, practice on yourself by 
using a dildo, vibrator or butt plug. For fisting: after a radical prostatectomy, if the healing is complete, then there should be no additional 
risk from fisting. But (I) wait a minimum of 9–12 weeks after surgery, and (II) speak with your urologist first in case s/he is aware of medical 
limitations

4. How long after being treated with radiation should I wait before resuming anal stimulation? For patients treated with radiation, because 
the radiation has lasting effects on weakening the anal lining, the recommendation is to avoid anal stimulation

Source: Rosser BRS, et al. Recovery after prostate cancer: A comprehensive guide to rehabilitation for gay and bisexual men. (An online 
randomized controlled trial currently in progress). 
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Among men who seek treatment for urinary incontinence, 
the SM in our Restore-2 study reported greater severity of 
urinary incontinence symptoms and bother than the general 
population of men enrolled in the large Prostate Testing for 
Cancer and Treatment (ProtecT) trial (98). Furthermore, 
in SM the degree of bother with urinary incontinence was 
associated with worse physical quality of life. 

Clinicians should screen SM prostate cancer survivors for 
urinary incontinence. The ICIQ is a short 4-item screener 
that assesses the severity and type of urinary incontinence 
and the degree of bother this symptom causes (100). 
Treatments for SM patients treated surgically should focus 
on treatments for stress urinary incontinence and insensible 
urinary incontinence, while those for SM patients treated 
with radiation should focus on treatments for urgency 
urinary incontinence. 

16. What are the other clinical issues a provider should 
prioritize? 

Addressing HIV/STI transmission as part of prostate cancer 
treatment is a priority. In both Restore-1 and -2 studies, 
we have evidence that 5–10% patients became infected 
with HIV or other sexually transmissible infections, 
post-treatment. More research is needed to confirm 
whether HIV/STI transmission is incidental to or a direct 
consequence of prostate cancer treatment. In the interim, 
to avoid harm, we advise addressing HIV/STI risk with all 
SGM prostate cancer patients.

This is not as simple as recommending to just use a 
condom. At least five factors may be contributing to HIV/
STI acquisition during and after prostate cancer treatment. 
First, 85% of Restore-1 participants rated their erections as 
inadequate for insertive anal sex, with 61% reporting soft 
erections as their reason for non-condom use (9). Second, 
to accommodate erectile dysfunction caused by treatment, 
many Tops experiment with being the receptive partner. 
This increases their HIV risk, twenty-fold. Third, most 
(57%) receptive partners reported one or more occasions 
of painful sex. We estimate one-in-three receptive partners 
have anodyspareunia, post treatment; approximately double 
the rate, pre-treatment (9). Only 29 percent of receptive 
partners reported their partner used a condom (9). More 
research is needed to confirm whether pain in receptive sex 
may lead receptive partners to have unprotected anal sex. 
Fourth, in qualitative interviews, several men in couples 
stated they opened up their relationship either because 
the insertive partner had ED or the receptive partner had 

anodyspareunia from treatment (24). Fifth, some men who 
may have preferred oral sex, pre-treatment, may switch to 
anal sex to avoid embarrassment about arousal incontinence 
or climacturia. 

Providers need to recognize SM men and transgender 
women are at highest risk for HIV/STIs, explicitly ask 
about changes in HIV/STI risk as part of comprehensive 
care, and work with the patient to devise a realistic plan 
to reduce HIV/STI transmission. Condom use should be 
addressed when discussing erectile dysfunction, along with 
alternatives such as treatment-as-prevention (i.e., TasP, if 
HIV-positive) or pre-exposure prophylaxis (i.e., PrEP, if 
HIV-negative).

17. Which groups of SGM are at greater risk of poorer 
outcomes from prostate cancer treatment? 

Four subgroups of SGM appear most at risk of poorer 
outcomes. First, HIV-positive patients score worse on EPIC 
sexual and urinary subscales compared to HIV-negative 
patients, post-treatment (28). Second, when we compared 
Restore-1 participants by age, similar to heterosexual 
patients, the older cohorts scored worse on SF-12 scores for 
mental health and physical health (P<0.05). But in addition, 
the older participants were less likely to be “out” about their 
sexual orientation (101). Older cohorts may be less likely 
to disclose their sexual orientation to their specialist (unless 
asked), are more at risk of being assumed to be celibate, and 
more likely to have less social support. Third, as compared 
to gay-identified men, bisexual-identified men have worse 
outcomes across a variety of health metrics, although 
research on prostate cancer patient outcomes by orientation 
are lacking (but are planned). Fourth, SM prostate cancer 
patients rely on partners/husbands, gay friends or chosen 
family and men from SGM prostate cancer support groups 
for informational and emotional social support. In Restore-1, 
patients with less social support had significantly worse 
hormone, sexual and bowel bother symptoms, and worse 
mental health (26).

18. What do we know about male partners of prostate 
cancer patients? 

This is a very under-researched area restricted to qualitative 
interviews and the Restore-1 data. But we can infer some 
differences. Demographically, unlike most heterosexual 
couples where wives are typically younger than their 
husbands, SM patients’ partners may be as old or older and 
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not able to provide care. While wives/female partners of 
heterosexual patients tend to focus on survival (102,103), 
husbands/male partners appear equally concerned about the 
sexual effects of treatment (26). Because SM men are men, 
both patient and partner may be more likely to handle the 
patient’s diagnosis alone (104). And because SM men are 
not well educated about prostate cancer, their partners may 
fear prostate cancer is sexually transmissible. For patients 
who are the receptive partner and undergoing radiation, 
the insertive partner(s) may have additional questions about 
possible risk of radiation (e.g., through anal sex).

19. How is rehabilitation different for SGM men compared 
to other patients?

Except for the Restore-2 study currently in progress, there 
has been only one intervention study, a pilot study of 
bicalutamide in Romania which reported worse sexual 
functioning in SM compared to majority patients (10). 
Currently, we do not know if sexual rehabilitation after 
prostate cancer treatment improves functioning in SGM, 
but we warn it is a mistake to simply generalize findings 
from heterosexual studies. For example, with erectile 
concerns, anal sex requires greater rigidity than vaginal sex, 
which implies rehabilitation should be more challenging. 
And we are testing a protocol to study if a combination of 
sildenafil, vacuum pump, masturbation and gay-tailored 
education can improve erectile function sufficient for anal 
sex. In addition, we have protocols in trial to test the effects 
of anal dilators on anodyspareunia, and on a combination 
of pelvic floor and sexual exercises to address urinary 
incontinence during sex. 

 

20. What about management of SGM with advanced 
prostate cancer in SGM? 

We lack studies of SGM with advanced prostate cancer 
that address their unique considerations. From the broader 
literature, we know SGM facing end-of-life and assisted 
living have additional challenges. SGM are significantly 
less likely than majority patients to have family members to 
provide care (105,106), and more likely to believe they will 
need residential long-term services and supports (107). Yet, 
SGM older adults are 5 times less likely to access health 
care and social services (108,109). Recent exposés have 
documented the risk of violence, abuse and discrimination 
toward SGM in care facilities (110). Most (81%) SGM 

older adults fear entering nursing homes or assisted living 
because of potential discrimination (111). Many SM in this 
situation end up retreating to the closet out of fear for their 
safety, and concerns of rejection (112).

21. What are some things to avoid doing or saying with 
SM patients? 

All patients want to be treated with respect, to be listened 
to, to have their questions answered, and their concerns 
validated. SGM patients are no different. Avoid assuming a 
patient is heterosexual or is the insertive partner in sexual 
relationships. In qualitative interviews, SM patients in the 
Restore-1 study had the strongest negative reaction when 
providers assumed they were heterosexual (especially after 
being told otherwise), or assumed that the patient was 
the insertive partner when engaging in sex (23). Avoid 
minimizing or dismissing the patient’s reality. Providers who 
denied their patient’s reality (e.g., changes to the penis), who 
minimized the effects of treatment, and/or whose verbal 
and non-verbal reactions to sexual orientation disclosure 
were hostile, were disdained (23). Similarly, GM patients 
object to gender and sexuality assumptions being made 
by providers. When unclear, the provider should simply 
ask what pronouns the patient prefers, and what gender(s) 
do they identify as. At the clinic level, it is important to 
train the entire team as sometimes micro-aggressions and 
discrimination may occur before the patient even sees 
the physician. It is important to avoid heteronormativity 
in clinic environments, patient education materials, and 
advertising. SM patients report negative reactions to clinic 
advertising and environments that are heteronormative 
and exclusionary (113). This includes “man cave”, “sports-
oriented,” and other machismo-themed waiting rooms and 
advertising, intake forms that describe a spouse as female 
or gender as dichotic, screening forms and questions that 
define sexual functioning as erections or vaginal penetration 
(or sex as reproduction), and patient education that omits 
any mention or images of SGM. 

Part 3. Addressing a cultural divide

One of the most memorable comments from our key 
informant study, was from a senior urologist who said, “I 
don’t get why you need to study this [population]. After all, 
I treat all my patients the same.” He meant that he strove to 
obtain the best surgical outcomes for every patient. But the 
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statement is revealing in three aspects. First, it is fallacious 
in its assumption that treating all patients the same leads to 
equal outcomes. It does not for racial, ethnic, sexual and/
or gender minority patients, as the literature on health 
disparities attests. Second, it implies that all the provider 
needs to be is a good technologist. When the patient (or 
patient group) is left feeling discriminated against, with 
poorer outcomes, then a strong argument can be made that 
the provider and health system failed this patient. Third, 
it ignores the presence of implicit bias that can adversely 
impact patient-provider education, patient satisfaction, and 
patient outcomes.

To provide optimal care, providers need to be aware 
of their own personal biases, cultural assumptions, and 
the need for cultural humility in providing care to SGM 
patients. Cultural humility requires “a lifelong commitment 
to self-reflection and self-critique, to redressing the power 
imbalances in the patient-physician dynamic, and to 
developing mutually beneficial and nonpaternalistic clinical 
and advocacy partnerships with communities on behalf of 
individuals and defined populations” (114). Structurally, 
the overall clinical culture needs to be welcoming, with the 
clinical team being advocates to address barriers affecting 
high quality, care across each and all populations (115).

At the structural level, there may be a cultural divide 
that needs to be recognized. According to the AUA 
census, 91% of urologists in the US are male, 84% white, 
96% non-Hispanic, 73% aged over 45 years, and they 
disproportionately work in the Southeast (116). From 
discussions with residency directors, the specialty may 
disproportionately attract students who are most interested 
in and comfortable with being good technologists, 
preferring the excitement of surgery and technological 
advances over talking with patients and follow-up care. 
Unfortunately, an older, white, heterosexual, male dominant, 
technology-focused profession may be structurally ill-
equipped to advance the treatment needs of minorities. 
This suggests that urology-as-a-culture may need to evolve 
as the proportion of SGM patients increases. The culture 
has made significant advances in cultural sensitivity to racial 
and ethnic groups. Now, it needs to broaden those successes 
to include the groups discussed in this article.

Training is a key component to this (117). To advance 
cultural humility training in the care of SGM prostate 
cancer patients, it is insufficient to simply provide a basic, 
introductory “SGM 101” seminar or case review of an SGM 
patient. Residency, fellowship, and continuing education 

training needs to be evidence-informed, as summarized in 
this paper. Revision of medical school curricula to include 
the health care needs of SGM is essential to producing 
patient centered physicians. A recent survey demonstrated 
only 31 percent of medical students currently receive such 
training (118). 

As defined in the introduction, the goal of evidence-
informed, culturally relevant care is a health care system 
and workforce that can deliver the highest quality of care 
to every patient by tailoring treatment to that patient’s or 
population’s needs. While the differences in provision of 
minority versus majority care can seem overwhelming at 
first, it also makes clinical practice more varied and exciting. 
Ultimately, if patients are clinician’s best teachers, then 
diverse patients have the greatest potential to improve 
clinical practice both for individual providers and ultimately 
for the specialty as a whole. 
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