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Introduction

This guide is written for health care professionals who work with people who have cancer, who are being treated for cancer, or who are cancer survivors.  Our work grew out of the care needs identified by people impacted by cancer. It was also informed by the needs of professionals as expressed during focus groups, three statewide conferences, and nine workshops at cancer centers across the state. We have aimed to be consistent with the guidance of the National Comprehensive Cancer Network [1], the American Society of Clinical Oncology [2], and international oncosexuality approaches like those described in the textbook of the European Society of Sexual Medicine [3].  

In keeping with the Calgary Cambridge model of medical communication, the purpose of sexual health communication in the oncology setting is to reduce patient uncertainty, confusion, anxiety and distress, while improving sexual health outcomes [4]. Reduction of patient apprehension is the responsibility of the cancer care team. It is essential for effective and efficient communication in the medical setting.
Cancer clinics and all members of the patient’s care team can normalize the sexual health conversation regardless of the type of cancer the patient has, the treatment modality(s), or the physical space where cancer care occurs. Patient area table tents and patient brochures can be made readily available in clinic areas. And, members of the healthcare team should share a short informational message about the relationship between cancer and sexual health with all people impacted by cancer. This message should be shared whenever cancer-related quality of life and/or the side effects of cancer treatment are discussed. 

Such a message is a minimum requirement for comprehensive cancer care. However, in order to set expectations and provide appropriate referrals for individual patients, more specific information, including a problem-focused sexual history, is needed. Gathering the necessary information for personalized care requires dedicated time and privacy. 

Sexual health outcomes after cancer will improve as the focus of cancer care shifts away from rehabilitation toward prevention.  This shift is being driven by patient demand and is aided by patient-centered cancer conversations.  Treatment decisions that reflect the integration of individual patient quality of life priorities and pertinent medical information have become the standard of care for prostate cancer, leading to efforts to mitigate surgical morbidity through sexual “pre-habilitation” [5].  However, critical gaps in research, evidence, clinical care, and the availability of sexual aids currently exist at the intersection of oncology and sexual medicine as well as other related fields [6,7, 8, 9,10]. When treatment-related loss of function after a medical intervention is likely or inevitable, the professional’s responsibility to reduce harm is increased, not reduced.  This obligation requires doing everything possible to, a) nurture each patient’s agency over their sexual health and, b) minimize negative outcomes by offering all ethical prevention and treatment options.  

Normalize the Sexual Health Conversation

The first step in implementing or improving sexual health care in the oncology setting is normalizing the conversation. This is done in a variety of ways, including through the images and written information in the clinic space and consistent messaging about the relationship between cancer and sexual health, including that it is a valid healthcare concern, by all members of the care team. The impact of cancer and its treatment on sexual health should be brought up at every visit where quality of life and treatment side effects are addressed. 

National guidance aside, most oncologists and cancer surgeons will be limited by time, physical environment, other work duties, and training when challenged to provide sexual health care.  For them, providing a basic 30-Second Message with six key points about the relationship between cancer and sexual health and referring the patient to another team member for further sexual health care may be all that time allows.  When this type of internal referral does not occur, patients present to their primary care providers, internists, urologists, and gynecologists [11,12], sometime after years of sexual and relationship problems. On the other hand, when a deliberate division of labor occurs at the time of diagnosis, oncology nurses and advanced practice professionals are well positioned to provide sexual health care. Every oncology visit where sexual health is addressed, no matter the location or length of time, will aid in normalizing the sexual health conversation.

1) Assure the clinical environment is emotionally safe and welcoming 

a) Create a clinic space that is inclusive and non-judgmental

i) Display messaging that supports diversity – this may include but is not limited to race, ethnicity, sexual and gender minorities, socio-economic status, generational variety, literacy level
			Supplemental Tools = Patient Brochures in English and Spanish

ii) Display messaging, art and imagery that highlights sexual health, cancer, cancer treatment side effects or some combination of these
			Supplemental Tool = Table Tent

iii) Consider art/imagery created by people impacted by cancer and/or cancer care staff

iv) Identify multiple locations for messaging, art and imagery which may include the exam rooms, counseling spaces, waiting rooms, and the reception area

b) Offer ‘frequently asked questions’, wording and terminology to help patients formulate their questions about sexual health and cancer [13,14,15,16,17,18,19]

i) In exam rooms

ii) In counseling spaces

iii) In the reception area and waiting rooms								
2) Develop and maintain a clinic culture of inclusion and support

a) Provide diversity, implicit bias, and Adverse Childhood Experiences training to all staff that interact with patients. Tie clinic culture to patient access, reduction of anxiety for patients and staff, more effective and efficient healthcare communication, and cancer/quality of life outcomes.

b) Include continuing education topics that improve access and care for marginalized groups. For example:

i) Ending systemic racism in medicine in general and sexual health care specifically
		Supplemental Tools = 2021 Conference, Systemic Racism and Sexual Health Care, 			Lynette Cooper, DNP, ARNP, FNP-C; Systemic racism and sexual health care 			reading list

ii) Understanding gender and gender expression: improving access for trans* people
		Supplemental Tools = LGBTQ Patients: Cancer Risk Factors, Screening and Pre/Post Cancer Sexuality Concerns by Susan Kaliszewski; The Gender Unicorn; Queering Consent Zine

iii) Adopting a trauma-informed approach to patient care
		Supplemental Tool = Trauma-Informed Care PowerPoint 
		
3) Provide a general, non-specific 30-second introductory message about the impact of cancer and its treatment on sexual health to every patient	
					                   
a) Create a short ‘introductory script’ to initiate the conversation about sexual health and sexual health side effects with every person impacted by cancer
		Supplemental Tools = 30-Second Message Video- Module 1; 30-Second Message 			Worksheet; 3x3 Provider Pocket Card 

i) Include all six parts of the 30-second message

ii) Do not hesitate to raise the topic when the individual is accompanied by a partner, support person, family member, or when they are in a group treatment setting
	
b) Use this ‘script’ at an early cancer care visit, striving for the first visit, before treatment [2].

c) Bring up sexual health whenever quality of life [20] and/or the side effects of cancer and its treatment are discussed.

d) Raise the topic of sexual health effects at every clinic visit and as early in the clinic visit as possible

i) Inquire about sexual health effects whether or not the individual is currently sexually active

ii) Discuss subsequent physical, mental, and emotional consequences along with future situations that may be impacted

e) Advise the patient that there will be future opportunities to continue and expand the discussion of cancer and sexual health

f) Encourage questions about cancer and sexual health

g) Encourage all team members to get comfortable sharing a 30-Second Message about sexual health and cancer, emphasizing that it can be used with any patient impacted by cancer 

h) Identify content experts within your institution who are willing to support staff with questions about sexual health and cancer
i) Consider group sexual health care (e.g. Centering Pregnancy group prenatal care model) as needed to address patient volume and/or reimbursement issues [21].	

4) Offer patient information in various formats and languages

a) Provide patient brochures in languages likely to be spoken in your area
		Supplemental Tools = Patient Brochure in English and Spanish

b) Display and provide hard copies of sexual health information which individuals may take home without asking the provider in locations like the reception area, waiting rooms, counseling spaces, exam rooms
		Supplemental Tools = Patient Brochure in English and Spanish

c) Provide information individuals can share with their partner(s) to enhance communication about sexual health (i.e. body image issues, fatigue, etc.)
		Supplemental Tool = For Partners Handout

d) Develop and use auto-texts about sexual health resources specific to the patient’s cancer type and/or treatment type, adding them to the after visit summary

e) Include www.allofmeiowa.org as a patient resource on materials displayed in patient care areas and with discharge information 
		Supplemental Tools = Patient Brochure in English and Spanish											
f) Display information about local support groups and reliable national websites about sex and cancer where other patient information is displayed. 
											 
Set Expectations

The second step in implementing or improving sexual health care is setting expectations for the patient. The anticipated sexual health effects of the specific cancer type and treatment(s) must be shared. The role of the provider is to be proactive in sharing information, guiding the person impacted by cancer by setting realistic expectations of altered sexual health, function, and pleasure.  One way this may occur is by providing vocabulary that allows clear communication about physical, mental, and emotional changes.  Teaching aids and patient handouts can further support understanding and clarity. 

In order to provide this type of personalized anticipatory guidance, providers will need dedicated time, a private clinic setting, and the authority to schedule return appointments and initiate referrals for sexual health concerns.  In this section, we assume providers will apply the usual communication skills used during typical office visits (e.g. establishing rapport, picking up on patient cues) [4]. We emphasize only those considerations that are particularly important for sexual health conversations related to setting expectations for patients in the oncology setting.
1) Prepare for the visit									                  	
       a) Ascertain a location where few interruptions will occur and where privacy, if needed or 	desired by the patient and/or their support person, can be provided

       b) Review the patient’s cancer diagnosis, treatment(s), pertinent medical history, 	medications, and the 	assessment and plan from their last visit.

       c) Regard the person impacted by cancer and their sexual behaviors with unconditional 	positive regard [22], as defined by Mearns & Thorne. 
		`Unconditional positive regard is the label given to the fundamental attitude
		of the person-centred counsellor towards her client. The counsellor who holds 				this attitude deeply values the humanity of her client and is not deflected in that 			valuing by any particular client behaviours. The attitude manifests itself in the 				counsellor’ s consistent acceptance of and enduring warmth towards her client.’ [23]

        d) Laminate and have a set of patient teaching aids on hand
		Supplemental Tools = Female Pelvic Anatomy and Basson’s Model; Vaginal 			Changes of Menopause and Vulvar Anatomy; The Web of Female Sexual 				Dysfunction and The Web of Female Sexual Dysfunction with Cancer; Dilators & 			Collision Barriers; Male Pelvic Anatomy, M&J Model, and Stages of Erection; 			Four-Square Model of Oncological and Functional Results After Radical 				Prostatectomy

        e) Have a set of patient handouts about common treatments on hand
Supplemental Tools = Prevention & First Line Treatments in Females; Non-				Hormonal Treatments in Females; Hormonal & Non-Hormonal Treatments in 			Females;   Treatment of Low Libido in Females; Yoga for Pelvic Pain; Treatment of 			Erectile Dysfunction; Treatment of Androgen Deprivation in Males; Vacuum Erection Device Handout

2) Initiate the conversation	[4,24,25]																					          
       a) If necessary or desired (e.g. cultural norm, personal request), offer the option to invite a 	support person to current or future discussions. The sexual history obtained will be	influenced by who is present
       b) Assure the patient of confidentiality and encourage an open conversation
		Supplemental Tool = 15 Ways to Get the Support Person Out of the Exam Room

       c) Ask the patient if the sexual health impact of their cancer and treatment has been 	brought up at previous visits
									
	i) If yes, ask them to share what they remember 

	ii) If no, start with the 30-second message

       d) Provide a brief overview of the sexual health topics you would like to cover at this visit

       e) Inquire about any concerns the patient wishes to cover during this visit
 
f) Negotiate a plan for what will be covered, given the time available

3) Discuss how cancer and cancer treatment impact sexual health

a) Counsel the patient about the usefulness of obtaining a pertinent sexual history

b) Inquire about current, past, planned, or expected sexual activity (e.g. partner(s), gender(s) of partner(s), other means of sexual pleasure)

c) Inquire verbally about sexual function and pleasure
		Supplemental Tools = NCCN 1.2022 Brief symptom checklist for women, NCCN 			1.2022 Inventory for men, NCCN Distress Thermometer

d) Review anatomical terms and typical sexual response models as needed 				Supplemental Tools = Female pelvic anatomy and Basson’s model of female 	sexual response; Male pelvic anatomy, M&J model, and Stages of Erection; 	Affirming Primary Care for Intersex People; Intersex Resources

e) Explain, using plain language, possible disruptions to sexual response			Supplemental Tools = Web of female sexual problems and web of female sexual 	problems with cancer; Vaginal Changes of Menopause and Vulvar Anatomy; 	Treatment of Erectile Dysfunction; Treatment of Androgen Deprivation in Males; 		DSM-5 Sexual Disorders 

f) Briefly list cancer-related changes, ask the patient how much information they prefer, and about which topics they would like more information. 
		Supplemental Tools = Brief Introduction to Setting Expectations for Workshop 			Facilitators; Set Expectations Video- Module 4 

i) Anatomy
		Supplemental Tool = Female Pelvic Anatomy and Basson’s Model; Male Pelvic 			Anatomy, M&J Model, and Stages of Erection; Affirming Primary Care for Intersex 		People; Intersex Resources
				
ii) Hormones

iii) Fertility- Oncofertility is beyond the scope of this framework and requires consideration immediately after diagnosis, before treatment [26,27]
		 
iv) General physical health and fatigue
		Supplemental tool = NCCN 1.2022 Guidelines, Cancer-Related Fatigue; NCCN 			1.2022 Survivorship Guidelines, Fatigue

v) Effects of cancer type [3]
		Supplemental tool = Conceptual Model for Setting Expectations				
vi) Effects of cancer treatment(s) [3,28,29,30,31,32,33,34,35,36]
		Supplemental tools = Conceptual Model for Setting Expectations; Vaginal 			Changes of Menopause and Vulvar Anatomy; Dr. Brad Erickson’s Prostate Cancer 			Treatment PowerPoint; Four-Square Model of Oncological and Functional Results 		After Radical Prostatectomy
				
vii) Medications
		Supplemental Tool = Medications That Can Cause Sexual Dysfunction or 				Depression

viii)  Body image [33,36]

ix) Self-esteem

x) Relationships and roles [33,36,37]

xi) Sexual scripts
		Supplemental Tool = For Partners handout

xii) Financial concerns [38]

4) Individualize counseling about sexual health, function, and pleasure for each patient 	impacted by cancer, considering the following								Supplemental Tool = Conceptual model for setting expectations

a) Direct and indirect impact(s) 

b) Short-term and long-lasting impact(s) 

c) Individual and partner and/or intimate relationship(s) impact
 
5) Offer the following types of information where appropriate
 
a) Institutional or health care system information [39,40]

b) Information about area providers including local referral resources

c) State or regional organizations including All of Me Iowa [41]

d) National or international organizations offering patient information [42,43,44,45]

e) Peer support and/or advocacy groups [46,47]

f) General science/research data 

g) Let the patient know what other patients have found helpful 

6) Appraise at each visit, if patient has questions, concerns or needs more information

a) Assess for changes since previous visit in																           		           i) Sexual health, function, and pleasure																		          ii) Mental, emotional, and relationship health

      b) Ask the patient about any questions or concerns 
													i) After reviewing provided literature
													ii) Partner(s) concern(s)

      c) Advise patient that there will be future opportunities to address sexual health effects and 	concerns

7) Offer the patient information about the prevention of common sexual problems [5]
		Supplemental Tool = Prevention and First Line Treatments for Females

8) Offer the patient information about the treatment of common sexual problems
		Supplemental Tool = Prevention and First Line Treatments for Female; Dilators 			and Collision Barriers; Non-Hormonal Treatments for Females; Hormonal and 			Non-Hormonal Treatments for Females; Treatment of Low Libido in Females; 			Yoga for Pelvic Pain; Treatment of Erectile Dysfunction; Treatment of Androgen 			Deprivation in Males; Vacuum Erection Device Handout 

9) Offer national provider referral directory links as needed 			                        

a) American Association of Sexuality Educators, Counselors, and Therapists at 	http://www.aasect.org
b) North American Menopause Society at http://www.menopause.org

c) International Society for Sexual Medicine at http://www.issm.org											                   
10) If a female pelvic examination is performed, encourage the patient to assume a semi-    	upright position (Fowler’s), offer a handheld mirror, and point out anatomy and 	findings with a cotton tipped applicator
		Supplemental Tool = Semi-Upright Examination

11) Document each sexual health conversation to guide future conversations; consider 	developing auto-texts to facilitate documentation

a) Response to 30-second message

b) General topics discussed

c) Topics of particular concern to the patient

d) Topics of particular concern to the partner(s)

e) Sexual health changes experienced by the patient

f) Any treatment or referral initiated

g) Plans for future visit; topics not covered today and/or topics that need to be re-visited	
 
Refer as Needed 

Providers may receive sexual health questions and concerns they are unable to address.  Identifying available referral resources as well as areas where referral resources are missing is the beginning of forming a diverse network to support sexual health care for people impacted by cancer.  A variety of resources can provide medical, psychological, and spiritual care including specialists in various fields, informational websites, books, and online or in-person support groups. Appropriate and timely referrals can further refine the patient’s ability to ask questions, communicate concerns, adjust expectations, set personal goals, and accept change or loss.

1) Identify internal & external sexual health champions

a) Identify champions who will support, defend, and campaign for the sexual health of patients impacted by cancer – a champion may be a 

i) Leader who remove barriers to implementation

ii) Subject matter expert who has experience addressing sexual health issues with people impacted by cancer

iii) Any person who regularly interfaces with people impacted by cancer to address     												         (1) Quality of life effects caused by cancer or its treatment																                                
	       (2) Side effects of cancer or its treatment

b) Find collaborators
		Supplemental Tool = Sample Email for Identifying Collaborators for the 				Workshop; Sample Email to Collaborators for Educational Program; Physical 			Therapy Referral Video, Amy Little, DPT; Informational Interviewing; Networking, 		Collaborating, Mentoring, and Leading 			

2) Create an internal provider referral tool, the Roadmap for Referrals 
		Supplemental Tool = Sample Roadmap for Referrals; Multidisciplinary Approach 			to Treatment of Female Sexual Problems

a) Consider your patient population’s diverse needs – current, known, and future/anticipated

b) Include resources that are						                      												                          i. Internal: already exist within the cancer center or health system   														            ii. External: local, regional, and national											
c) Contact colleagues regarding current referral resources

 	i. Create and send out a standardized letter soliciting input from colleagues regarding 	where they currently refer patients for a variety of sexual health and cancer-related 	needs										      				Supplemental tool = Sample Letter to Solicit Referral Resources From Colleagues											                            		ii. Communicate the goals of the Roadmap for Referrals and the referral relationship (i.e. 	define, strengthen, heal, and/or support sexual health in people impacted by cancer)

	iii. Consider attaching an All of Me Patient Brochure

d) Contact the current referral resources provided by colleagues by phone or email										  	   		            i. Create and send out a standardized letter of invitation to current referral providers, inviting them to be listed on the Roadmap for Referrals			      		Supplemental Tools = Sample Letter To Current Referral Providers											           			            ii. Communicate the goals of the Roadmap for Referrals and the referral relationship (i.e. define, strengthen, heal, and/or support sexual health in people impacted by cancer)

	iii. Consider attaching an All of Me Patient Brochure						
	iv. Clarify the pertinent characteristics of the referral resources during a follow up phone 	call or via email 	            												             	  	 	     	      	      					     	      (1) Do they welcome people impacted by cancer with sexual health problems?					
(2) Do they welcome couples?									
(3) How soon can they see a new referral?

(4) Are video visits available?

(5) Are they uniquely designed to assist with any particular cultural, ethnic, racial or sexual diversity?

(6) What types of insurance, if any, do they accept?

(7) Do they have a particular religious affiliation? 

	     (8) What information the referral provider needs from the referring provider 	(e.g. 			patient problem list, most recent clinic visit note, lab results)?  
	
e) Review current referral provider list and identify gaps in referral resources

f) Search for and contact new referral resources									 	       							            i. Create a standardized letter of introduction to possible new referral providers
		Supplemental Tool = Sample Letter to New Referral Providers						       			          				          		             	ii. Communicate the goals of the Roadmap for Referrals and the referral relationship (i.e. 	define, strengthen, heal, and/or support sexual health in people impacted by cancer)	

	iii. Consider attaching an All of Me Patient Brochure			

g) Clarify the pertinent characteristics of the referral resource during a follow up phone 	call or email 	            												             	  	 	     	      	      			            i. Do they welcome people impacted by cancer with sexual health problems?													                ii. Do they welcome couples?								                 											           iii. How soon can they see a new referral?																		          iv. If appropriate, are telehealth visits available?      					                           											           v. Are they uniquely designed to assist with any particular cultural, ethnic, racial or sexual diversity?																					          vi. What types of insurance, if any, do they accept? 					          												         vii. Do they have a particular religious affiliation? 

	viii. What information do they need from the referring provider (e.g. patient problem 	list, most recent clinic visit note, lab results)? 

e) Compile current and new resources into a final draft of the Roadmap for Referrals and share with your institution’s or clinic’s professionals
		Supplemental Tools = Worksheet for Roadmap for Referrals; Template for 				Roadmap for Referrals; Sample Roadmap for Referrals
 
f) Vet the final draft of the Roadmap for Referrals with colleagues
		Supplemental Tool = Sample Email for Vetting of Roadmap

       g) Incorporate comments from vetting into final Roadmap for Referrals and share with your 	institution or clinic’s professionals										
	i. Send to professionals via email									
	ii. Place hard copy in professional’s work areas 

h) Update Roadmap for Referrals annually

3. Create a video to introduce area mental health therapists and social workers to your institution or clinic’s professionals

a) Find collaborators												Supplemental tools = Sample Video Introducing Area Mental Health Therapists 			and Social Workers; Sample Email to Potential Collaborators for Mental Health 			and Social Worker Video

b) Identify and invite possible referral providers to participate							Supplemental tool = Sample Email Invitation to Mental Health Therapists and 			Social Workers to Submit Videos

c) Compile the videos												Supplemental tools = Title Slide for Mental Health and Social Work Provider 			Video; Technical Aspects of Compiling a Mental Health and Social Worker Video

d) Make the video available to your institution or clinic’s professionals as an internal resource to aid with referrals			 

4. Emphasize to all members of the care team the importance of clearly explaining to patients the purpose of each referral

       a) Review communication skills for explaining, planning and ending the sexual health visit
 		Supplemental Tool = Explaining, planning, and ending the sexual health visit 			video-Module 8

b) Review available treatments
 		Supplemental Tools = 	Multidisciplinary Model of Sexual Health Care; Advanced 			Treatment of Female Problems Video, Elizabeth Graf, PA-C; Treatment of Erectile 			Dysfunction Video, Amy Pearlman, MD; Physical Therapy Referral Video, Amy 			Little, DPT																
c) Use teaching aids as needed to explain purpose of referral
		Supplemental Tools = Female Pelvic Anatomy and Basson’s Model; Vaginal Changes of Menopause and Vulvar Anatomy; Dilators & Collision Barriers; Male Pelvic Anatomy, M&J Model, Stages of Erection 

c) Offer mental health, sex therapy, and social work referrals to all people impacted by 	cancer at the first cancer care visit and thereafter whenever sexual health is discussed 
		Supplemental Tools = Sample Introductory Video for Mental Health Therapists 			and Social Workers

d) Address or re-address sexual health and referral resources at future cancer care visits
			
5) Utilize the electronic medical record (EMR) to improve the referral process														           
       a) Where possible/optimal, create information auto-text(s) within the EMR to simplify 	documentation
 
a) Create standard order sets within the EMR that contain common internal and external referrals

b) Make referral an opt-out process by utilizing referral order sets for every person impacted by cancer at the first cancer care visit or at another early cancer care visit


___________________
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