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SIDE EFFECTS

Cancer Treatments:  Surgery - Radiation - Chemotherapy - Hormone

Nerve Damage Infertility 
Loss of Limb Fatigue
Hormone Changes Hair Loss
Intercourse Inability Pain
Weight Gain/Loss          Menopause Symptoms
Mucositis Memory/Focus Issues 
Lymphedema Loss of Sex Organ
Urinary Incontinence Gynecomastia
Erectile Dysfunction Stenosis 
Bowel Incontinence Ostomy
Lymph Node Removal Loss of Sensitivity
Pain with Ejaculation Testicle Reduction
Decreased Stamina

QUALITY OF LIFE

Physical: Dysregulation of sexual cycle, 
restricted movement, ostomy, ED

Hormonal: Medications, chemotherapy

Psychological: Anxiety, depression, self-
esteem, body image, gender perception

Relational: Communication, change in roles 
and expectations, sexual scripts

Social: Isolation, dependence

Cancer and Its Side Effects
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Adapted from Phillips. Am Fam Physician 2000;62(1):127-36

The Web of Female Sexual Dysfunction

Unsatisfying

Encounter

Inadequate
Stimulation  

Painful

Sex

Decreased
Desire

Decreased
Arousal

Decreased 
Orgasm

SEXUAL DISORDERS
& PAIN / PENETRATION 

DISORDERS
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NERVE DAMAGE
VULVOVAG ATROPHY
VAGINAL STENOSIS

INABILITY FOR PENETRATION
PAIN WITH GENITAL TOUCH

VULNERABILITY TO INFECTION
PELVIC FLOOR HYPERTONUS

VAGINISMUS

ANXIETY RELATED TO CANCER
FATIGUE

CANCER RELATED STRESS 
BODY IMAGE PROBLEMS

FEAR OF CANCER CONTAIGIOUS/RECURRENCE
MEMORY AND CONCENTRATION PROBLEMS

PAINFUL SEX

DECREASED DESIRE

PARTNER ROLE/CHANGE CAREGIVING
PARTNER ROLE UNCERTAINTY
PARTNER FEAR OF HARMING

PARTNER STRESS
SEXUAL SCRIP UNCERTAINTY

EXCESSIVE FOCUS ON 
INTERCOURSE/ORGASM

UNRESOLVED RELATIONAL CONFLICT

UNSATISFYING 
ENCOUNTER

DECREASED 
AROUSAL

DECREASED ORGASM

STIMULATION

DECREASED LUBRICATION
HORMONE CHANGE

DECREASED STAMINA
SKIN SENSITIVITY CHANGES
SEXUAL SCRIPT CHANGES

PARTNER SEXUAL DYSFUNCTION
PARTNER COMMUNICATION PROBLEMS LOSS OF GENITAL SKIN SENSIVITY

GENITAL SKIN HYPERSENSITIVITY
PARTNER COMMUNICATION PROBLEMS

NUMBNESS
ANTIDEPRESSANT THERAPY EFFECT

SEXUAL DISORDERS
and

PAIN/PENETRATION 
DIFFICULTIES
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Why This Work is So Important 

Changes in sexual health are some of the most 
prevalent and distressing side effects of cancer 
treatment—yet most patients with cancer may never 
be asked about them.

More than 50% of patients experience sexual health 
concerns –all cancer types

Less than 20% will have these concerns  addressed
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Providers                                                          Patients

• Clinics overburdened/lack of time
• Lack of expertise, knowledge, and 

training
• Embarrassed for self or patient
• Assumptions- (sexual orientation 

marital status, age, religion) 
• Patients are not alone/ privacy 

concerns
• Patients will request help if 

needed
• Sexual health side effects will be 

discussed by another provider
• Lack of a referral network
• Lack of support mandating care  

• Focused on fighting the disease
• Terminology/explanation of the 

problem
• Sexual issues not seen as medical 

issues
• Embarrassed for self and provider
• Fear of being negatively judged
• Believe a care team member will 

bring it up if  appropriate 
• Unsure of who to speak to on care 

team 
• Not sexually active/unaware of 

current changes
• “Perfect patient” syndrome 

Communication Gap
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• Normalize the Conversation

• 30-second message

• Messaging, signage in waiting areas

• Set Expectations 

• Patient brochure

• Patient handouts 

• Refer Patients Timely

• Roadmap - list of internal and external resources to include APPs 
specialized in women’s or men’s health, gynecology, urology, 
PT/pelvic floor therapists, mental health therapists, sex therapists

Implementation Framework



www.aftercancer.co

www.allofmeiowa.org

What Went Wrong and When

• Normalizing the conversation
• Consent for treatment
• Setting expectations
• Refer to sex therapist, sexologist, or 

psychologist
• Refer to physical therapist for ongoing 

dilator use support

What happened to me

Dx……Cx…..Rx…...end Rx...3mo...6mo...9mo..........................................................

What I wish had happened to me

Dx……Cx…..Rx…...end Rx...3mo...6mo...9mo..........................................................

• Refer to gynecologist
• Prescribe estrogen cream
• Discuss systemic estrogen
• Prescribe aqueous Lidocaine
• Dilator instruction
• Refer to gynecologist specializing in sexual 

health and cancer
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A short, introductory 30-second message to patients about sexual 
health side effects as a result of cancer or its treatment

There are six components of the 30-second message:

1. Side effects impacting sexual health are common and expected 

2. Sexual health is an important quality of life issue for most people

3. Tell your care team about treatment-related sexual problems 

4. Support and resources are available

5. Studies show early treatment of sexual health problems may lead 
to better outcomes; sooner is better than later

6. You may not care now, but life is long, and you may care later

It All Starts With a Simple 
30-SECOND MESSAGE
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Provider videos “Normalizing the Conversation”

Communication 30-Second message

Normalizing the 
Conversation:

The 30-Second Message
August 2020

Erin Sullivan Wagner

Leslie Caton

Anya Ogilvie

Veronika Kolder, MD

Normalizing the 
Conversation:

Skills for Challenging 
Scenarios

August 2020

Erin Sullivan Wagner
Leslie Caton
Anya Ogilvie

Veronika Kolder, MD

Challenging scenarios

https://allofmeiowa.org/pilot-programs/st-anthonys/https://allofmeiowa.org
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30-Second message worksheet

www.allofmeiowa.org/pilot-programs/st-anthonys/
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Trifold patient brochure

www:allofmeiowa.org, resources for providers
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Signage for waiting areas- table tents

www:allofmeiowa.org, resources for providers
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3”x 3” Provider pocket card

FRONT BACK

www:allofmeiowa.org, resources for providers
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Roadmap for referrals worksheet

www.allofmeiowa.org, resources for providers
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10 grand rounds and awareness raising 
lectures, 2014-2016

9 half-day accredited workshops with 2 
facilitators and 2 simulated patients,  
2017-2019

2 abstract presentations, Scientific 
Network Female Sexual Health & Cancer 
Network, UC Davis Sacramento, and Duke 
University, Raleigh NC - 2017-2018

3 all-day conferences on sexual health 
and cancer, 2018-2021

2 completed pilot programs, 2020-2021

Work Completed Across Iowa From 2016 to 2021
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Welcome to
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Results

30 providers expressed interest in receiving educational materials. 
Of these:

• 24 completed the pre-pilot survey
• 11 completed both the pre- and post-pilot survey

The 24 respondents who completed the pre-pilot survey were 
grouped by profession:

• Oncology Nurse (6) 
• Social Worker/Mental Health (5)
• Physical Therapist (4) 
• PharmD/RPh (3) 
• ARNP/PA (2)
• One each:  Administrator, Occupational Therapist, Speech Therapist, 

Radiation Dosimetrist
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Results - Perception of importance

Pre-Pilot

19 of 24 respondents (79%) indicated that both providing information about 
sexual health to patients with cancer was very or extremely important, and 
providing information about the potential sexual side effects of cancer 
treatment was very or extremely important

Post-Pilot 

All respondents (11 of 11) indicated that both providing information about 
sexual health and the potential sexual side effects of cancer treatment was very 
or extremely important (p < .05)*

* Wilcoxon signed rank test showed significant increase pre to post importance, p < .05 

Not at all 
important

Slightly 
important

Moderately 
important

Very 
important

Extremely 
important
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Rate your confidence in: % moderately, very, 
or extremely 

confident

n

Giving a short introductory message about sexual 
health  and cancer 

25% 6/24

Knowing what that message should include 21% 5/24

Knowing when to bring up the topic 33% 8/24

Knowledge of sexual health side effects 38% 9/24

Setting expectations about the impact on their 
sexual functioning and intimate relationships

13% 3/24

Knowing when to refer patients 25% 6/24

Knowing where to refer patients 21% 5/24

Not at all 
confident

Slightly 
confident

Moderately 
confident

Very 
confident

Extremely 
confident

Results – Pre-Pilot Confidence (N=24) 



www.aftercancer.co

www.allofmeiowa.org

Rate your confidence in: Pre % n Post % n p- value*

Giving a short introductory message about 
sexual health and cancer 

36% 4/11 100% 11/11 .003

Knowing what that message should include 36% 4/11 100% 11/11 .003

Knowing when to bring up the topic 45% 5/11 91% 10/11 .005

Knowledge of sexual health side effects 36% 4/11 91% 10/11 .007

Setting expectations about sexual 
functioning and intimate relationships

18% 2/11 91% 10/11 .008

Knowing when to refer patients 35% 4/11 100% 11/11 .003

Knowing where to refer patients 27% 3/11 100% 11/11 .003

Not at all 
confident

Slightly 
confident

Moderately 
confident

Very confident Extremely 
confident

*Wilcoxon signed rank test showed significant increase pre to post confidence 

Results – Comparison of Pre- and Post-Pilot Confidence (N=11) 
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Conclusions-Urology UIHC Pilot

The All of Me sexual health care training improved provider 
confidence and feasibility in delivering the “30 second message” 
about sexual health and cancer

Confidence of APPs in knowing what the 30 second message should 
include saw the largest improvement after training (27% to 100%)

Baseline confidence and post-training confidence for nurses/MAs 
was lower than the APP group (20% baseline up to 50% post-
training)
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Conclusions

To our knowledge, this is the largest group of Iowa cancer care providers 
ever surveyed about their perception of the importance of, and 
confidence in, providing sexual health care. 

Results suggest implementation of sexual health care for Iowans 
impacted by cancer may be entering a new phase in which providers are 
aware of, and acknowledge the importance of, such care but may not yet 
have the confidence needed to act. 

The improvement in respondent confidence after this educational 
program lends support to All of Me project plans for converting this 
material to an On-Demand platform. 
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Website Resources

• 30-second message worksheet

• Patient brochures and new patient folders placed in waiting areas. Can also be used as a 
communication aide when giving the 30-second message

• Provider pocket card cheat sheet for professionals, with 30-second message and 
common side effects

• Table tents listing patient questions related to sexual health, to be placed in waiting areas

• Patient handouts in addition to the brochure, in English and Spanish

• Non-hormonal ways to reduce effects of menopause and cancer treatment on the vulva 
and vagina  

• Dilators, vaginal moisturizers, and collision barriers

• Minimize and treat androgen deprivation therapy (ADT) side effects

• Penile rehabilitation using vacuum erection device (VED)

Communication Aids & Patient Handouts
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Quick Introduction to Provider 
Resources 

Erin Sullivan-Wagner, Patient Advocate 
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Normalize the Conversation Session - Your 30-second message (90 Minutes)

Normalize the Conversation Workshop - National guidance, patient stories, create and 
practice your 30-second message in oncology role play scenarios with simulated patients,  
video presentations, how and when to use the patient brochure, developing a referral 
roadmap (4 hours)

All of Me Educational Series – Comprehensive 8-week program containing evidence-based 
learning modules that address normalizing the sexual health conversation with challenging 
scenarios, setting patient expectations, evaluating and treating the patient, and referring to 
other specialists as needed. Self-study, live-stream featured speakers, weekly Q&A sessions, 
and a ‘Build and Sustain’ module (8 weeks) 

Learning Workshops and 
Online Educational Series
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