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Abstract

Sexual health and sexual minority status are often undiscussed during oncology visits. Yet, these
topics should be addressed in older cancer patients in order to help mitigate the sexual side effects
of cancer treatment and to acknowledge — and, at times, help provide — the social support older
patients need during their cancer journey. This paper describes 4 tips on how cancer healthcare
providers can broach the topics of sexual health and sexual minority status in an oncology clinic.
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Why Ask?

Sexual health and sexual minority status appear to be undiscussed topics during oncology
visits, especially when the patient is older. Sexual health is defined as “a state of physical,
mental, and social well-being in relation to sexuality,” and sexual minorities are defined as
individuals who are not exclusively heterosexual and/or who do not exclusively identify with
their assigned gender at birth. To our knowledge, rates at which oncologists ask patients
about sexual health and sexual minority status are unknown, but, in other, clinical settings,
far fewer than 50% of healthcare providers are asking patients about these issues [1-3]. In an
oncology setting where often times the majority of patients are older, this percentage is
likely even lower, suggesting that healthcare providers are ignoring dyspareunia, erectile
dysfunction as well as other important issues in older cancer patients [1-3].

Sex health and sexual minority status should be discussed with older adult cancer patients
for at least two reasons. First, contrary to prevalent assumptions, older patients are sexually
active. A recent survey showed that 40% of individuals between 65 and 80 years of age are
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having sex [4]. This percentage may be lower in older cancer patients who are suffering
from sexual side effects of cancer therapy: hormonal therapies may suppress sexual desire;
the psychological traumas of a cancer diagnosis may diminish libido; the presence of an
ostomy may cause sexual inhibition on the part of a patient or a partner; and prostate cancer
surgery may cause nerve impairment with resulting impotence. All of these can negatively
impact sexual desire and activity and should therefore be the subject of query. Healthcare
providers have an opportunity to improve the quality of life for older cancer patients by
asking about sexual health and sexual minority status and then by managing patients’ sexual
health concerns or referring to the appropriate healthcare providers who are able to do so.

Second, oncology healthcare providers need to know patients’ self-identify as a sexual or
gender minority in order to better address the unique healthcare needs of each and every
patient, as described below. In reality, it remains unknown how many cancer survivors in the
United States identify as sexual and gender minority patients, based on, for example,
definitions from the American Psychological Association because patients are not asked [5].
However, estimates suggest anywhere between half a million to 1 million adults with cancer
identify as belonging to a sexual minority group.

Why Ask (Continued)?

Although the above number might not be viewed as mammoth, belonging to a sexual
minority group, as defined to earlier, has healthcare implications. As one example, the Trans
MetL ife Survey reported that among 384 transgender patients who were 50 years of age or
older, only 63% had disclosed their sexual identify to their physician and, poignantly, only
13% were confident that their healthcare provider would treat them with dignity [6].
Conversely and sadly, the vast majority feared they would not be treated with mutual respect
during the delivery of healthcare.

And, indeed, patients who identify as belonging to a sexual minority group have a
tumultuous cancer journey [7-9]. These patients suffer longer periods of depression and
appear to agonize with more frequent and severe side effects from cancer treatment. These
patients also have poorer social support, or less social and emotional back up from family
and friends. A recent study from the United Kingdom identified that sexual minority patients
report a lack of patient-centered care, less direct involvement in decision-making, and
substantial social isolation [10]. Older cancer patients who identify as sexual minorities —
even in the setting of a legal union -- sometimes contend with an absence of visitation rights
during the hospitalization of their life-partner. They sometimes must contend with direct
challenges with respect to end-of-life decision-making from biological next-of-kin who
question the voice of the patient’s life-partner. Social mores, legal matters, and untoward
circumstances can make a patient’s wish to be close to a life-partner nearly impossible to
realize. For oncology healthcare providers, an awareness of these issues and an ability to
help are markedly limited if oncologists are not asking about sexual health and sexual
minority status.
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Four Tips on How to Ask.

Clearly, healthcare providers should be asking. So, how should they ask? Based on our
group’s previous work that entailed qualitative interviews of patients — some with cancer,
some transgender without cancer, and some with a family member who belonged to a sexual
minority group — as well as interviews of healthcare providers, we derived 4 instructive
recommendations to make it easier and more effective for cancer healthcare providers to ask
patients about sexual health and sexual minority status. These recommendations are
summarized below.

Of note, some medical records “intake forms” ask patients to complete questions about sex
assigned at birth, sexual orientation, and sexual identity; such information enters the
electronic medical record and is available prior to a clinic appointment. Certainly, those
cancer patients who worry about privacy can opt out of form completion. However, even
with the completion of such a form, the need to assess a patient’s comfort in pursuing a
discussion remains; the suggestions below might help to facilitate such discussions.

#1: Gauge a Patient’s Willingness to Talk about It.

Gauge the patient’s willingness to talk about sexual health and sexual minority status with
an instrument familiar to most cancer patients. Healthcare providers frequently ask cancer
patients about pain and about a variety of other symptoms by requesting that they rate the
severity of a specific symptom on a scale of 1 to 10. Hence, it seems reasonable — and
patients report the same — to query patients, “On a scale of 1-10 with 10 indicative of you’re
being really, really comfortable, how comfortable are you in discussing sex-related matters?”
If the patient answers with a 0 to 3, the healthcare provider might want to cautiously retreat
from the discussion based analogously on responses to validated symptom scales [11].
However, if the patient responds with a higher number, that response should be viewed as a
desire on the part of the patient to talk further; and a discussion with the patient about their
sexual health should then ensue.

Again, many oncology healthcare providers have described how patients appear to find it
easier to divulge issues relevant to sex and sexuality with a form that eventually goes into the
medical record. These healthcare providers also describe how they are better prepared at the
time of the face-to-face visit with the patient. Nonetheless, we contend using a form only
complements the use of a scale.

#2: Ask Early and Repeatedly.

The best timing for asking varies from patient to patient. Some patients are overwhelmed
with other information early on, and others wish they had been told about sex-related issues
up front. Furthermore, the patient’s comfort level in having such a discussion can change
over time; not surprisingly, the patient’s need for having such a discussion can also change
over time. In view of this variability, it seems reasonable to attempt to initiate these
discussions early on — again, gauging a willingness to talk with the 1-10 scale. The same
scale can then be used for reassessment over time at certain points: the time of first meeting
with the patient, when talking about side effects of cancer treatment, after completion of one
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component of cancer treatment, and periodically during survivorship care or near the end-of-
life.

#3: Make Yourself Comfortable Talking about Sex.

Asking about sexual health and sexual minority status should not be a source of stress for the
patient and healthcare provider, particularly as these issues impact the quality of life of the
majority of patients with cancer. The American Society of Clinical Oncology reports that as
many as 40-80% of cancer patients report sexual concerns [12]. Thus, encouraging
healthcare providers to acquire training and integrating queries about sex into a routine
checklist during the visit makes it easier for patients to talk about such concerns over time.
Importantly, patients have described to us that healthcare provider demographics, such as
gender and age, are irrelevant when it comes to ease of discussion. However, patients have
also told us that, if a healthcare provider appears ill at ease with these discussions, this sense
of uneasiness permeates the entire conversation and makes it difficult for the patient to voice
concerns or information about sexual health and sexual minority status.

#4:. Use Plain and Direct Language.

Eliminate euphemisms. A healthcare provider’s awkwardness in having these discussions
often triggers euphemisms, such as “sexual health” or “sexual issues.” In our conversations
with patients, these terms often resulted in confusion on the part of patients; and, in turn,
healthcare providers’ appeared to resort to stammering and to time-consuming and
convoluted explanations only to witness patients’ recoil after an initial attempt to describe
their sexual concerns. Direct and simple language -- perhaps, “Could you describe your
sexual activity.” -- appears to make these conversations more effective.

Concluding Comments.

Do older patients struggle with talking about sexual issues more so than younger patients?
To our knowledge, comparative data between older and young patients with cancer are
unavailable. However, in our discussions with older cancer patients both within the context
of the qualitative data alluded to above and within the context of seeing patients over the
years, the age of the patient seems to be a minor factor in determining whether or not these
conversations should take place and in deciding their nature and outcome. It might be the
healthcare provider -- not the older patient -- who stalls the dialogue.

The omission of these conversations results in older patients’ suffering in silence. As cancer
healthcare providers, we have talked with older cancer patients who have suffered vaginal
pain -- sometimes dyspareunia and sometimes unrelenting, frank pain -- while waiting for a
healthcare provider to ask about symptoms and to offer symptom relief, or, at the very least,
to provide a referral to a healthcare provider with expertise in the management of pelvic
symptoms. We have also encountered at least one older transgender patient who struggled to
acquire a gender-affirming, non-gynecology oncology clinic appointment in order that he
might find himself in an acceptable environment to receive cancer care for a life-threatening
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malignancy that arose within a female organ. Similar situations are likely occurring quietly
at cancer centers everywhere.

The more cancer healthcare providers ask all adult patients, regardless of their age, about
sexual health and sexual minority status, the more skilled they will become at doing so and
the more proficient they will be at providing high-quality cancer care to everyone. As one
colleague explained, “You know, we’re sexual beings up until we die.”
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