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What are your patients hoping you’ll discuss with them?
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How do cancer RXs alter sexuality?

Treatment Menopause Vaginal/rectal CIPN Vulvovaginal | Fatigue Body
stenosis/dyspareunia | (including cGVHD Image
genitalia) E
Surgery X X X
Radiation X X X X
Therapy
Chemotherapy X X

Inhibitors of X X X

Estrogen action
or production

ADT X X
HCST X X X X
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Sexual Dysfunction: Common problems

* Fatigue
e Decreased or absent desire

e Physical ability to receive sexual
pleasure

* Thoughts about one’s body image
* Fear, sadness, anger, joy
* Roles and relationships
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Women/ LGBTQ+ with a vagina/cervix

* Dyspareunia

Vaginal dryness

Low sexual desire/arousal

Estrogen depletion
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Men: up to 87% after prostate Ca RX

e Erectile dysfunction
e Ejaculatory dysfunction

* Androgen depletion (d/t
chemo, XRT, opioids, or ADT)
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Specific Challenges: Young adult

Relationships to others

e Engagement in life
e Sexuality
e Intimacy

Sense of self

e |[dentity
e Feeling damaged, physically and emotionally
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Specific Challenges: Partners

* Not included in the sexuality
discussions

 Unaware of what to expect and how
they can be supportive

* Becoming sole parent, caregiver or
wage-earner

* Prone to loss, frustration, isolation,
financial stress, and resentment

* Loss of their “couples” relationship
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Contributors to Sexual Dysfunction

Emotional Changes Social and Interpersonal

Anxiety / Depression

Rather be alone
than vulnerable

Coitus is the only
“real” sex

Patient becomes a
“child” to partner
Loss of self-

confidence/desirability Fertility?
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Positive Changes of Menopause

Less painful No need for birth Better relationship
intercourse control with partner

Surgery may even be
gender affirming—
e.g. mastectomy ~

“top surgery”

Lesbian women may
have less disruption
to their sex lives
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How clinicians can explore concerns:
Initiate and Normalize the Discussion

(A cheat sheet)
Physical : Cultural /
e Premature e Emotional e Couple e Shame
menopause responses dynamics e Guilt
e Body image e Fear of intimacy e Punishment
(mastectomy) e Communication
challenges
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Clinician barriers .

Don’t think it’s top of patient/family list of concerns;.

think they’d bring it up if it were "4

Too sick to engage in sexual activities

e ‘e o e o

We’ve never been trained in how to assess or dISCUSS

sexual or intimacy needs
How will patients, especially of the opposite sex,

from a culture or age different from ours, think aboutlyf;

our bringing this up?
We're just uncomfortable discussing sexuality
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Clinician self — assessment
Comfort level

1. How comfortable do you feel discussing sexual matters?

2. What makes you feel uneasy?
Notice physical tension, body position, eye contact, and facial
expression when listening to specific sexual content.

3. What sexual terms can you comfortably use to describe
sexual fantasies, interest, arousal, orgasm, and behaviors?
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Clinician self — assessment
Attitudes

1. List three values you have about sexual behaviors.

2. How would these values affect the way you would work with
clients/patients whose problems reflect a conflict with your values?

3. List any areas regarding sexuality that are unacceptable to you.

4. What could you do to compensate for your attitudes if a patient presented
something in one of these areas?

Janet Abrahm, MD, FACP, FAAHPM, FASCO ; Amanda Moment, LICSW



Tools, Educational Materials

Formal Assessment Tools Patient Literature

* Female Sexual Function Index (FSFI)  American Cancer Society booklets

* International Index of Erectile e Information sheets with links to NCI
Function (IIEF) or Livestrong’s sexuality pages

e PLISSIT (Permission, Limited
Information, Specific Suggestions,
Intensive Therapy)

 BETTER (Bring up the topic, Explain,
Tell, Time, Educate, Record
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Take on the role of Mutual Explorer — not Expert...

Many people who are dealing with cancer or going through treatment
notice some changes to their sexuality or their ability to be intimate. Is
this something you have noticed or are worried about?

Well, I'm not sure. But | know my wife and | haven’t really been
able to be intimate since this back pain started about three months ago.

Is that different from before the pain started?
Yes. Before my back, we would be intimate at least once a week.
Is this change something you have been able to talk about together?
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... Take on the role of Mutual Explorer — not Expert

e Asyour pain gets better, it is very likely that you will be able to. Most
people are able to resume sexual activity given time, though sometimes
they need to learn how to adapt to the changes brought about by the
cancer or its treatment. As you know, we plan to start chemotherapy
after your radiation therapy is done, and that could affect your sexual
relationship in other ways.

* | will let you know about the aspects | am familiar with (particularly
before beginning any treatment), but | also want to know what changes
you notice as the treatment proceeds. If there are answers | don’t have, |
will try to find them or connect you to colleagues and resources that can
provide you with the information and support you need.
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How to start the conversation

e Ensure privacy from other patients and confidentiality

e Introduce routine sexuality discussions early and throughout treatment
e Stay patient-centered and use neutral language

e Do not use medical jargon

e Refer patients with complex problems

e Listen for entry points to areas of concern

e You do not need to fix everything, just provide support
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Starting the conversation ...

e Along with everything else | will be discussing with you, | would like to
address any questions you may have about how your cancer treatment may
affect your body, your experience of intimacy, and your sex life. I’'m happy to
discuss that with you individually or with a partner.

e Many people find that aspects of their sexuality and intimacy change as a
result of cancer or cancer treatments. Some of these changes can affect
relationships with others and some affect how patients view themselves.
These changes can be just as distressing as pain or nausea, and during our
work together I'll want to know whether you’re experiencing any problems in
this area that you want to discuss with me or members of our team.
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... Starting the conversation ...

e Some people who are going through an illness like yours have been concerned
about how it impacts their sexuality, so | ask everyone: Is this something on your
mind? | want you to feel comfortable discussing these matters with me at any
point, even if you do not have any questions or concerns now.

e Women undergoing this procedure often have questions about how this may
change their intimacy with a partner. Are there any concerns you would like to

talk about?

e Some men taking this medication have problems getting or maintaining an
erection.

What questions can | answer about how your medication will affect your sex life?
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... Starting the conversation ...

e Do you feel that your sexuality or your sense of your identity has changed
since your diagnosis?

e People who are single or dating often describe some worries about how to
cope with the issue of cancer when meeting new partners. Has this happened
for you?

e Since your [surgery / diagnosis / chemotherapy / radiation therapy], do you
feel any different as a [man/woman/in your gender identity]?
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... Starting the conversation

e Some people find that their sexual feelings, or their desire for sex, change
when they go through this treatment. What about you?

e Other women who have been given this treatment have experienced some

pain during intercourse. There are things we can try to help with this if that is
an experience you have.

e Tell me about any sexual changes you have experienced since the
[procedure/intervention].
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Max

* How do you explore their concerns
about effects of therapy on their
sexuality?

 What are the likely effects?

Janet Abrahm, MD, FACP, FAAHPM, FASCO ; Amanda Moment, LICSW



Barriers

e Fear of judgement
e Fear of worse care if partners accompany them

e Choose between their medical care and their
identity

e Clinicians often use non-neutral language or make
heterosexist assumptions about sexual orientation,
marital status, or gender identity

e Intake forms don’t record sex at birth, gender
identity, of preferred name
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Questions to ask patients who are LGBTQ+ / gender fluid

e Are you sexually active?
e Do you have sex with men, women, or both?
e How has your illness affected your close relationships?

e Do you and your partner have any questions for me
about how your intimacy is changing because of the
cancer/treatments?
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Special Concerns of LGBTQ+
patients with a cervix

= C(Clinicians focused discussions only on coital and
penetrative sex practices

» lgnored other types of sexual functioning
and routes to orgasm (e.g. clitoral)

» Made blanket recommendations without
discussion: e.g., vaginal dilators
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Special Concerns of LGBTQ+ Prostate Cancer Survivors

Worse psychosocial trajectory

e Unique sexual characteristics that aren’t part of
heteronormative assumptions/practices

Elements of sexual dysfunction worse for GBM than heterosexual survivors

e ED (40-90%): i.e., erection not rigid enough for anal
penetration

e Impaired ejaculation (loss of the “gift”)

e Urinary incontinence including climacturia

e Anodyspareunia (loss of pleasure or pain)

e ADT exacerbates XRT and produces changes in body image

Janet Abrahm, MD, FACP, FAAHPM, FASCO ; Amanda Moment, LICSW



Wrapping up

e Thank you very much for sharing these things with me. It is important that |
understand all the ways in which this treatment is affecting you so that we can work

on them together.

e | wish we had more time to discuss this right now, but your infusion is in ten
minutes, and we still need to review this paperwork. Would it be OK if we asked

another member of our team to follow up with you about this later in your
appointment today?

e [t seems like the pain from the surgery has continued to make intimacy difficult for
you and your partner. | know this time can be so hard, but | also want you to know
that it won’t always feel this way. The pain should subside within [X time], and you
will begin to feel better. Most patients report being able to return to their daily
activities within a few weeks, and that includes sexual activities
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How do cancer RXs alter sexuality?

Treatment Menopause Vaginal/rectal CIPN Vulvovaginal | Fatigue Body
stenosis/dyspareunia | (including cGVHD Image
genitalia) E
Surgery X X X
Radiation X X X X
Therapy
Chemotherapy X X

Inhibitors of X X X

Estrogen action
or production

ADT X X
HCST X X X X
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Medical interventions

Women / people with vaginas Men with ED

* Moisturizers daily to reverse vaginal ¢ Oral Medications (PDE-5

dryness inhibitors)*
* Twice weekly vaginal hormone RX * Intracavernous injection (if vascular
e Lubricants or nerve damage)*
o I 1 X
e Vaginal dilator therapy — after XRT Vacuum erection devices
e Pelvic floor exercises * Transurethral alprostadil
« Neuropathic pain RX (topical,oral) * Behavioral and psychological Rxs

e [Testosterone]
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Identify/Develop Expertise in your Practice

* Discuss the effects of illness on sexual functioning

* Make suggestions on resuming sex comfortably and
improving sexual communication

e Advise how to mitigate the effects of physical
changes—such as having an ostomy—on sexuality

* Provide self-help strategies to overcome specific
sexual problems, such as pain with intercourse or
loss of sexual desire

* Counseling regarding fertility, hormone
replacement therapy, and support around the =
emotional impact of changes to self or
relationships.
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”You don’t need to fix it, but
you do need to let patients
know it’s ok to talk about it.”

Dr. Sharon Bober
Assoc Prof Psychiatry, HMS
Director, DFCI Sexual Health Program

Refer out!
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Integrative Team

* Urologist

* Gynecologist

* Endocrinologist
 Cardiologist

* PCP

* Pelvic Floor Physical
Therapist

* Psychologist
e Social Worker
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Palliative Care Resources
www.JanetAbrahm.com

Pain and Symptom Communication with End of Life and Special Topics
Management Patients and Families Bereavement
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