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ABSTRACT

ARTICLE HISTORY

More than 60% of people treated for cancer have long-term sexual dysfunction. However, fewer than
25% of those with sexual problems get help from a health professional. Although cancer-related sexual problems usually begin with physiological damage from cancer treatment, a patient’s coping skills
and the quality of the sexual relationship are crucial in sexual rehabilitation. Barriers to care for people
treated for cancer include a lack of discussion with the oncology team. In repeated surveys, fewer
than half of patients recall discussing sex or fertility with their care providers, even during informed
consent. Practice guidelines on sexuality and cancer were published in 2017 by the American Society
for Clinical Oncology (ASCO) and the National Comprehensive Cancer Network (NCCN). Both agree
the following:
 The oncology team should initiate discussions of sexuality and cancer during treatment planning
and at follow-up visits.
 Psychosocial and medical assessment should take place when a concern or problem is identified.
 Referrals should be offered for multidisciplinary treatment, since sexual problems frequently have
both psychosocial and physiological causes.
This article describes a system of care that can meet the guidelines while providing sustainable revenue.
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Prevalence and types of sexual dysfunction after
cancer treatment
Sexual problems are common, severe, and persistent sideeffects of cancer therapy1,2. Their prevalence varies with cancer site and treatment, but averages 50–60%1–3. Damaged
sexual function is almost universal among high-risk groups,
including men treated for prostate cancer4,5, premenopausal
women who become amenorrheic after breast cancer therapy6, or women treated for breast cancer with aromatase
inhibitors7. Rates approach 33% in men and women who
survive childhood or adolescent malignancies8,9 or who have
hematologic cancers10.
Although cancer-related sexual problems often remain
unidentified, patients rank them among their top unmet
needs1. In a survey of cancer survivors with an average age
of 48 years, only 26% of those with sexual problems received
care3. In general, fewer than 25% of adults over age 40 years
with sexual problems in the United States get professional
help11,12. In a survey of 253 patients treated at a major cancer center, 24% of men and 21% of women wanted help for
a sexual problem in the next year13. Sexuality was the third
most common concern among patients in a survivorship program, reported by 27%14.
Most cancer-related sexual dysfunction results from damage to the physiological systems that are necessary for a
healthy sexual response: the reproductive hormone feedback
cycles, autonomic nerves that direct blood flow to the genital area during sexual arousal, the pelvic vascular beds
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themselves, or, less commonly, the sensory nerves that mediate erotic sensation. Tables 1 and 2 summarize the most
common sexual problems seen in men and women, the cancer treatments that increase risk for these dysfunctions, and
the physiologic mechanisms responsible for the damage.
Psychosocial factors also play a role in causing sexual
problems, however, notably inflexible sexual attitudes, poor
sexual communication skills, impaired body image, feeling
stigmatized by having cancer, and conflict and dissatisfaction
in the patient’s intimate relationship1,2,15.

Barriers to providing optimal care for
cancer-related sexual problems
A review of 29 studies from 10 different countries on communication about sexuality and cancer in oncology care settings found that only 60% of men and 28% of women
recalled being informed about potential sexual side-effects of
their cancer treatment16. Only 22% of men and 17% of
women reported that treatment had been offered to them
for a sexual problem. Yet research on sexual rehabilitation
after cancer suggests that not only can sexual function and
satisfaction be improved, but corresponding enhancement of
general quality of life and depression are also common outcomes of successful interventions12,17–20.
Factors that interfere with identifying and treating sexual
problems after cancer include patients’ reluctance to bring
up a personal and potentially stigmatized topic during a
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Table 1. Cancer treatments and risk for sexual dysfunction in women.
Sexual problem

Cancer treatments that increase risk

Mechanism

Loss of desire for sex and
trouble feeling aroused





High-dose chemotherapy
Aromatase inhibitors
Immunotherapy






Genitourinary atrophy, dryness, and pain



Abrupt, premature ovarian failure
(chemotherapy, pelvic X-ray therapy,
gonadotropin-releasing hormone agonist
or antagonist, bilateral oophorectomy)
Exacerbation of normal menopause (aromatase inhibitors)
Pelvic radiation therapy
Genital graft vs. host syndrome



Damage to spinal cord from tumor, surgery or radiation
Loss of erotic breast sensation
Creation of ostomy
Pelvic radiation therapy
Surgery for pelvic cancer




Loss of physiologic sensation
Secondary effects of low desire/arousal and pain





Trouble managing ostomy during sex
Scarring and contraction of organs
Changed anatomy






Mechanism
Possible damage to brain centers
Possible hypogonadism
Secondary endocrine changes
Chronic fatigue, chronic pain syndromes, nausea,
distress, damaged body image

Damage to pelvic autonomic nerve bundles (neurotoxic chemotherapy, pelvic surgery)
Pelvic radiation therapy or total body irradiation






Nerve damage limits blood flow during erections
Venous leakage during erection
Direct loss of blood supply to penis
Penile curvature and scarring




Loss of physiologic sensation
Secondary effects of low desire/arousal and pain





Trouble managing ostomy during sex
Scarring and contraction of organs
Changed anatomy






Difficulty experiencing pleasure and reaching orgasm






Urinary or bowel
incontinence





Possible damage to brain centers
Possible loss of estrogen in brain
Secondary endocrine changes
Chronic fatigue, chronic pain syndromes, nausea,
distress, damaged body image
Severe estrogen deprivation and genitourinary atrophy
Direct scarring, loss of elasticity, and loss of blood
supply to genitals
Scar tissue from pelvic surgery
Inflammation and adhesions from graft vs.
host syndrome

Table 2. Cancer treatments and risk for sexual dysfunction in men.
Sexual problem
Loss of desire for sex and trouble
feeling aroused

Erectile dysfunction







Cancer treatments that increase risk
High-dose chemotherapy
Cranial irradiation
Immunotherapy

Difficulty experiencing pleasure
and reaching orgasm




Damage to spinal cord from tumor, surgery
or radiation
Genital graft vs. host syndrome

Urinary or bowel incontinence





Creation of ostomy
Pelvic radiation therapy
Surgery for pelvic cancer

medical appointment12,16, lack of specific training of oncology professionals on how to discuss and manage sexual dysfunction related to cancer treatment, and concern in hospital
settings that time spent on impromptu sexual counseling
will derail overburdened clinic schedules without being billable to insurers.
Patient education materials are also lacking. Most information on the Internet is superficial and repetitive, offering
few practical suggestions for preventing or overcoming
problems. Self-help books tend to focus on just one cancer
site, such as breast or prostate cancer, and present many
patient anecdotes but few strategies to try as an individual
or a couple.
Patients want help with a broad range of issues related to
sexuality, including feeling attractive, safety of having sex
during and after cancer treatment, and how to cope with
damaged sexual function12,16. Health professionals, however,
tend to view their role narrowly as informing patients of
potential sexual problems that could interfere with accomplishing
heterosexual
penetrative
intercourse21,22.
Furthermore, many clinicians, including primary care physicians, gynecologists, oncologists, and psychologists, view discussing sexual issues as the job of some other health-care
profession21,23–25. Clinicians are even more reluctant to

provide information and advice on sexuality to patients who
are not conventionally heterosexual26 or who come from different cultures or nationalities27. Sexuality becomes the ‘hot
potato’ of clinician–patient communication in oncology.

The role of new practice guidelines on sexuality
and cancer
In 2013, the NCCN issued survivorship practice guidelines,
including one for sexuality28. The guideline was well intentioned but impractical, advocating assessment by oral questionnaire that could take 5–20 min. An identified problem
would trigger immediate sexual history-taking and a set of
laboratory tests and clinical examinations that could easily
add 30–45 min to the visit. No guidance was provided on
how to train clinicians, allocate staff time, or get insurance
reimbursement for these services, offered during a routine
oncology clinic visit.
A 2017 NCCN update29 and a sexuality and cancer guideline from the ASCO30 were both published in late 2017. The
ASCO document was modified from recommendations by
Cancer Care Ontario. The two practice guidelines overlap
considerably. Both agree that the oncology team should initiate a discussion of sexuality and cancer during treatment
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planning and periodically at follow-up visits; that further psychosocial and medical assessment should occur when a concern or problem is identified; and that appropriate referrals
should be offered for multidisciplinary treatment, since sexual problems frequently have both psychosocial and physiological causes.
The ASCO guideline suggests that initial discussion takes
place with the patient alone, including a partner only at the
patient’s discretion. The guidelines only differ slightly on
treatment recommendations for sexual problems. Both
guidelines also agree that the evidence base is limited for
both psychosocial and medical treatments for cancer-related
sexual dysfunctions.

A system to meet practice guidelines and optimize
care for sexual problems
The challenge for institutions in meeting new practice guidelines is how to structure a program that will be sustainable.
In the United States in particular, this includes making sure
that services provided to patients will for the most part be
reimbursed by a variety of public and private insurers in
order to justify the allocation of time from physicians and
allied health professionals. Many clinicians regard sexuality as
purely an issue related to survivorship, but that is an inaccurate view. Not only the guidelines, but also the nature of
oncology care, require that problems with sexual function be
assessed at multiple points in the treatment trajectory starting during treatment planning and continuing during and
after active therapy:
 Concern about damage to sexual function leads some
patients to choose less effective cancer treatments, so the
topic needs to be addressed early.
 Some physiologic damage may be prevented by penile or
vaginal ‘rehabilitation’ starting during or just after cancer
treatment. Making an effort to get sexually aroused or to
use sexual aids such as penile injection therapy, vacuum
erection devices, vibrators, or vaginal dilators may prevent some atrophy of the vascular system in the penis or
vaginal walls and vulva31,32.
 Since cancer treatment is often provided at tertiary care
centers, some patients live beyond commuting distance.
Clinicians may need to provide a large amount of patient
counseling in one session and rely on telehealth followups by telephone or videoconferencing.
 Many patients have problems that are only identified by
health professionals years after cancer diagnosis and
treatment. Although they could have been spared much
suffering by earlier assessment, it may not be too late to
treat the sexual dysfunction successfully.

Identifying sexual concerns and problems
Many oncology practice settings only assess potential sexual
issues by including one or several questions on a checklist
given to each patient to identify various problems affecting
daily quality of life. Unfortunately, this method greatly
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underestimates problems33. Many older men and women are
embarrassed about asking help for a sexual concern related
to cancer34,35. The clinician responsible for reviewing the
checklist may also skip over the questions about sexuality
out of discomfort or minimization of the topic. A better
option is for the oncologist or oncology nurse to ask a verbal
question, putting it into context with a normalizing statement and giving permission to patients to bring up a sexual
concern; that is, ‘Many people worry that cancer treatment
will damage their sex life or fertility. Do you have a question
or concern?’
Rather than having this frontline clinician spend
unplanned time trying to delineate the problem and provide
counseling, each oncology practice setting should train a
‘sex expert’ who can be available for a follow-up assessment
visit. If the patient lives far away, some same-day appointment slots can be kept available. This assessing clinician
should be familiar with the sexual side-effects of the cancer
types and treatments common in the clinic. Training could
be provided through online resources, such as those available on Will2Love.com36, through grant-supported training
programs37, or by attending continuing educational programs sponsored by professional societies such as the
Scientific Network on Female Sex and Cancer38. It is always
helpful to include clinical supervision from an experienced
clinician as part of the learning experience. The assessing
clinician could be an advanced practitioner (advanced practice nurse or physician assistant), which may be optimal for
insurance reimbursement since the visit can be billed and
may include not only a detailed history-taking, but also a
physical examination and ordering of relevant laboratory
tests. A physician would certainly also be an ideal, but more
costly, option. Other possibilities include a clinical or health
psychologist or a nurse navigator.

Outcome of the assessment visit
The assessment visit should lead to a multidisciplinary treatment plan. Some brief counseling on specific treatments for
a sexual problem should be provided to the patient (and
sometimes partner if the initial assessment visit includes the
couple). It is very helpful to give a patient educational materials to use at home that include cancer site-specific information on sexual problems, step-by-step instructions on issues
such as resuming sex after a time of abstinence due to illness, coping with changes in body image, sexual communication skills, ways to enhance sexual desire, use of vaginal
moisturizers and lubricants, medical treatments for erectile
dysfunction, and techniques to cope with incontinence or an
ostomy. For patients who have access to the Internet and a
basic level of health literacy, an optimal way to provide such
education without excessive staff time or expense may be a
web-based intervention17–19. Printed handouts20 or a structured telephone-based program39 are other alternatives.
Most patients also need professional help beyond the
assessment visit. Some may want to utilize self-help programs, but to also schedule a follow-up visit to make sure
problems are resolving. Others can benefit from male or
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female sexual medicine assessment and treatment of sexual
problems28,29,40, including hormonal replacement therapy;
oral, injectable, or surgical treatment of erectile dysfunction;
treatment of genital pain that interferes with sexual pleasure;
or diagnosis and treatment of genital damage such as urethral or vaginal stenosis or scarring and irritation from genital
graft versus host syndrome41,42. Incorporating a new medical
treatment into a couple’s sexual routine often also requires
some help from an expert mental health professional with
sexual communication, body image concerns, and relationship conflict17–20,39.

Developing a referral network to treat cancer-related
sexual problems
Large hospital systems or comprehensive cancer centers may
have expert clinicians on staff who can provide medical, surgical, and mental health treatment of cancer-related sexual
problems. If specialists are available within a large healthcare system, downstream revenue from increased referrals is
an incentive to have a reproductive health and oncology
program, particularly in the United States where hospital revenue is a crucial issue.
It is often necessary, however, to create referral networks
with specialists in the surrounding community. This can be
difficult if the oncology practice is located far from an urban
area. In that case, it may be necessary to meet with local
specialists, such as gynecologists, urologists, or mental health
professionals, and encourage them to get extra training in
managing sexual problems related to cancer, with the advantage of getting more patient referrals.
Specialists who should optimally be available in a local
referral network include:
 Mental health professionals trained in both psycho-oncology and sex therapy;
 Gynecologists trained to treat menopause symptoms and
pelvic pain;
 Urologists or andrologists trained to treat male sexual
problems; and
 Pelvic rehabilitation certified physical therapists.

Conclusions
Oncology care has all too often ignored the importance of
sexual health as an element of quality of life for patients and
partners. New practice guidelines seek to optimize the identification and treatment of cancer-related sexual dysfunction.
If oncology professionals make the effort to rapidly identify
problems and to have a trained ‘sex expert’ clinician available to assess them, appropriate treatment plans can be created. Multidisciplinary treatment may include prescribing
detailed patient self-help programs, providing follow-up
counseling to monitor progress, and referring patients or
couples as needed for sex therapy by a trained mental
health professional and/or medical evaluation and treatment
of sexual dysfunction by a gynecologist, urologist, andrologist, or pelvic rehabilitation certified physical therapist.
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