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ABSTRACT 

ELIZABETH BOATMAN 

 

DEVELOPMENTALLY APPROPRIATE SEXUAL HEALTH CONVERSATIONS 

WITH ADOLESCENT AND YOUNG ADULT ONCOLOGY PATIENTS 

 

DECEMBER 2020 

 

 Cancer and its treatments have a significant impact on reproductive functioning, 

sexual health, and relationships. Because major developmental goals for adolescents and 

young adults are both sexual and social development, a diagnosis of cancer and its 

treatments can greatly disrupt adolescent and young adult (AYA) development and 

quality of life. Current AYA research supports the need for developmentally appropriate 

treatment interventions. The purpose of this study is to create guidelines for providers on 

the developmentally appropriate sexual health conversations that should take place with 

AYAs. This was accomplished by using the Delphi method of creating consensus among 

AYA oncology experts by taking into account the developmental phase and the specific 

sexual health needs of this particular population. The Delphi panelists concluded that 

developmentally appropriate sexual health information for AYAs should be determined 

by considering several patient and provider characteristics. Additionally, panelists 

expressed overall agreement on the necessary content of sexual health information that 

should be provided to AYA patients 
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CHAPTER I 

 INTRODUCTION 

Every year, approximately 70,000 Americans between the ages of 15 and 39 are 

diagnosed with cancer (National Cancer Institute, 2018). This patient population is 

collectively known as the adolescent and young adult (AYA) population, and the 

diagnosis rates are approximately six times the rate of pediatric cancer diagnoses in the 

United States (National Cancer Institute, 2018). AYA oncology as a discipline really 

began after the Survivor Transition Task Force from the Children’s Oncology Group 

(COG) created an AYA Committee to explore obstacles faced by the AYA population 

(Kinahan et al., 2015). Much progress has been made over the last 15 years, and AYA 

cancer has become a recognized and well-researched field of oncology. 

The increase in survival rates among cancer patients has greatly increased due to 

modern advances in medicine and improved patient care protocols (Siegel et al., 2019). 

Although many AYAs will become long-term survivors of cancer, this particular age 

group has not benefited as greatly from the increase in survival rates as compared to the 

pediatric and older adult oncology populations (Barr et. al., 2016; Hughes & Stark, 2018). 

This has sparked additional clinical research and the implementation of specialized 

integrated care teams with this particular population and their families. 

AYAs have specific medical and psychosocial needs that vary from their pediatric 

and adult counterparts due to their developmental stage and how the illness impacts their 

quality of life. Examples of this include family dynamics in treatment, increased social 
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support and building relationships, financial difficulties of treatment, and sexual health 

and reproduction concerns. Research suggests mental health and physical concerns due to 

the illness itself, treatment, and side effects are more prevalent among AYAs than with 

pediatric and older adult patients (Barnett et al., 2016; Quinn et al., 2015). Romantic 

relationships and fertility preservation have been cited as some of the top five unmet 

needs for adolescent cancer patients, along with health, work/school, and close friends 

(Klosky et al., 2015). Sexual and reproductive health needs are especially pertinent to this 

population due to the developmental phase of these patients. 

Background  

Cancer and its treatments have a significant impact on reproductive functioning, 

sexual health, and relationships. Because major developmental goals for adolescents and 

young adults include both sexual and social development (Bornstein & Lamb, 2010; 

Newman & Newman, 2015), a diagnosis of cancer and its subsequent treatments can 

greatly disrupt AYAs’ development and social life (Murphy et al., 2015; Pugh et. al., 

2018). AYAs, in particular, have unique sexual health needs that have an impact on 

quality of life. These unique needs include, but are not limited to: fertility, sexual identity 

development, body image, sexuality, dating/marriage, and problems associated with 

sexual health risk behaviors and contraception (Barnett et al., 2016; Murphy et al., 2015). 

Additionally, AYA oncology patients of sexual minority (i.e., LGBT+) and ethnic 

minority could be at a greater risk for reproductive and sexual health problems (Murphy 

et al., 2015; Quinn et. al., 2019; Wheldon et al., 2018). One way to mitigate all of these 

risks and increase health outcomes is by providing patients and their families with 
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information, resources, and social support specific to sexual health. Both AYA patients 

and providers agree that sexual and reproductive health conversations should be a 

standardized part of oncology health care practices for this particular population (Carter 

et al., 2018; Geue et al., 2015; National Comprehensive Cancer Network, 2018). 

While consensus exists among professionals that reproductive health 

conversations should be happening with AYA patients and their families, research 

indicates that providers may not be putting best care practices in place (Benedict et al., 

2016; Sporn et al., 2015; Ussher et. al., 2018). Providers consistently report barriers that 

inhibit effective and informative discussions with patients and their families. Major 

communication barriers include sexual and reproductive health as a low priority, 

difficulties with parents/caregivers, clinician and/or patient discomfort, lack of 

knowledge/experience, and time constraints (Frederick et al., 2018; Nobel Murray et al., 

2016; Vadaparampil, et. al., 2013). 

Current AYA research supports the need for developmentally appropriate 

treatment interventions (Barnett et. al., 2016; D’Agostino et. al., 2011). However, care 

guidelines have yet to address how sexual health information should change based upon 

the developmental stage of the patient (i.e., adolescent versus young adult). The few care 

guidelines that have been recommended are inadequate due to being limited in focus or 

not developmentally appropriate (Bolte & Zebrack, 2008). Specifically, because AYA 

comprises two distinct developmental stages, there exists a growing need for detailed 

care guidelines to be specific in order for collaborative care teams to have effective 

reproductive and sexual health conversations with AYAs and their families.  

https://paperpile.com/c/1mmOWC/GhbS
https://paperpile.com/c/1mmOWC/edmr
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Problem Statement 

Cancer and its treatment have a clear impact on reproductive and sexual health for 

AYA patients (Mitchell et al., 2018). Current guidelines have been developed to address 

fertility issues in the AYA population. However, guidelines to explore sexual functioning 

and health specifically rule out patients who have been diagnosed with pediatric cancer, 

which could include anyone under the age of 18, as well as young adults diagnosed at an 

earlier stage in life. Essentially, a gap exists that is inclusive of all AYAs on what 

developmentally appropriate sexual health discussions need to take place with this 

population.  

Not only does cancer and its treatment affect sexual functioning and relationships, 

but as AYAs begin to navigate their sexual identity and make the choice to be sexually 

active, more clinical support is needed to normalize and ask about sexual health 

(Rosenberg et al., 2017). A call for developmentally appropriate care and further research 

into AYA sexual and reproductive health has been made by several teams of researchers 

(D’Agostino et al., 2011; Murphy et. al., 2013; Nahata et. al., 2016; Quinn et. al., 2013). 

Specifically, Nahata et al. (2016) and Quinn et al. (2013) recommend that a team of 

interdisciplinary experts develop specific guidelines regarding reproductive and sexual 

functioning for pediatric and adolescent populations. A clear and pressing need exists for 

integrated care teams to engage in developmentally appropriate sexual health discussion 

with their AYA patients. Mitchell et al. (2018) state that AYA sexual health guidelines 

would be of significant value to healthcare professionals who work with this population. 

https://paperpile.com/c/1mmOWC/JawD
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However, no current developmentally appropriate guidelines on sexual health and cancer 

exist to include all AYAs. 

Purpose Statement 

Oncology care teams and health care professionals already face many barriers to 

starting sexual and reproductive health conversations with patients and need clear 

guidance on providing this type of care (Barlevy et. al., 2017). The purpose of this study 

will be to assist by creating guidelines for providers concerning the developmentally 

appropriate sexual health conversations that should take place with AYAs. This will be 

accomplished by using the Delphi method (Hassan et al., 2000) of creating consensus 

among AYA oncology experts by taking into account the development phase and the 

specific sexual health needs of this particular population. The major objective of a Delphi 

study is to acquire a reliable consensus of the opinions of experts by a series of 

questionnaire rounds informed by controlled feedback (Linstone & Turoff, 1975).  

Theoretical Framework 

The Biopsychosocial Theory 

The biopsychosocial theory (BPS) is an approach first developed by Dr. George 

Engel in 1977 as a response to the biomedical model, which focused solely on the 

biological and physiological processes associated with disease and injury. Engel 

criticized the biomedical model for its narrow focus and leading clinicians to dehumanize 

patients by regarding them as objects instead of complex beings (Borrell-Carrió et. al., 

2004). BPS theory highlights the importance of understanding human health and illness 
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within the context of multiple complex and interacting systems by systematically 

considering biological, psychological, and social influences.  

Engel (1977) described three major systems which include biological, 

psychological, and social systems. The biological system includes all the processes that 

are necessary for physical functioning and mental activity. The psychological system 

includes the individual processes that are central to a person’s ability to create meaning 

out of experiences and take action (e.g., emotion, memory, perceptions, etc). The social 

system includes a person’s sense of identity as it relates to relationships with others. This 

theory makes the assumption that the subjective experience of the patient is vital, and 

recognizes the importance of relationships as central to providing quality health care. 

Medical Family Therapy (MedFT) continues to utilize the BPS model as a foundational 

theory to inform collaborative and integrative care practices (McDaniel et al., 2013). 

Because sexual health is a state of biological, psychological, and social well-being 

in relation to sexuality (World Health Organization, 2010), it is vital to use a theoretical 

approach that takes each facet into account when creating guidelines for the sexual health 

of AYAs. Currently, the vast majority of the literature on sexual health for AYAs focuses 

on the biological aspects. For example, specific guidelines have been created on fertility 

issues within this community. However, these guidelines do not generally discuss how to 

address fertility complications having an impact on the emotional and social health of the 

patient, and focus solely on the biological effects that cancer and its treatment have on 

fertility. This same technique will be broadened to other topics of sexual health such as 

sexually transmitted infections (STIs), sexual dysfunction, intimate relationships, and 
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sexual identity. Using the BPS model as a framework of understanding will ensure that 

all aspects of sexual health are explored, and the created guidelines will recognize the 

importance of both psychological health and relationships as central to providing quality 

care.  

Theory of Development 

 Erik Erikson (1993) proposed eight stages to psychosocial development across 

the lifespan. Adjusting to the various demands of the social environment at each 

developmental stage involves what Erikson called the “psychosocial crisis.”  The 

developmental stage with each corresponding psychosocial crisis is as follows: 

1. Birth/baby - Trust versus Mistrust 

2. Toddler - Autonomy versus Shame and Doubt 

3. Early childhood - Initiative versus Guilt 

4. School age - Industry versus Inferiority 

5. Puberty and adolescence - Identity versus Role confusion 

6. Young adulthood - Intimacy versus Isolation 

7. Adulthood - Generativity versus Stagnation 

8. Maturity - Ego integrity versus Despair 

Over time, these stages of life have been defined using approximate age ranges. It 

is important to note Erikson’s theory assumes that transitions from stage to stage are not 

instantaneous, but happen more gradually based upon the individual, social environment, 

and culture. Each stage of life is associated with several developmental tasks that 
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contribute to increased growth and mastery of the surrounding environment. The stages 

can also be viewed as a continuum throughout the lifespan. As individuals work through 

each psychosocial crisis they land somewhere on a continuum between unresolved and 

fully resolved. Individuals who land closer to the unresolved end are at a disadvantage 

compared to those who land closer to the resolved end whom are in a better position 

entering the next stage (Erikson, 1993). This is of particular importance to this study 

because how providers address sexual health topics with their patients could impact how 

the patient resolves the developmental crises which could impact how the individual 

enters subsequent stages going forward. 

The two major stages highlighted in this research are as follows: 1) Adolescence - 

Identity versus Role Confusion (12-18 years of age) and 2) Young Adulthood - Intimacy 

versus Isolation (18-34 years of age). The psychosocial crisis for the adolescent phase of 

development can be described as exploring independence and beginning to develop a 

sense of self/identity within their social world. The developmental tasks for adolescents 

include physical maturation, emotional development, membership in a peer group, 

autonomy from parents, gender identity, career choice, formal operations, internalized 

morality, and exploring romantic/sexual relationships. The psychosocial crisis for young 

adults is described as forming intimate and loving relationships with others. The 

developmental tasks for young adults include exploring intimate relationships, 

childbearing, adapting to the world of work, and lifestyle (i.e., “organizing time and 

prioritizing the use of resources” [Newman & Newman., 2015, p. 436]).  
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Developing a single set of sexual health assessment guidelines for both adolescent 

and young adult oncology patients can be problematic. This is because AYAs make up 

two distinct developmental phases that have different yet overlapping sexual health 

needs. Utilizing Erikson’s theory of psychosocial development as a framework of 

understanding will assist in creating developmentally appropriate sexual health guidelines 

to better serve the needs of the patients and their families.  

Definition of Terms 

Adolescents  

Adolescence is a transitional phase of physiological, cognitive, and social 

development that occurs between childhood and adulthood (Newman & Newman., 2015). 

Although adolescence is generally marked by phases of development rather than a 

specific age range, this study will define adolescents as any person between the ages of 

15 and 18 years old for simplicity and clarity. 

Developmentally Appropriate 

Developmentally appropriate care and information suits the patient's stage of life 

and includes age-appropriate developmental messages. This type of care should meet the 

patients cognitive, emotional, and social needs at various stages of life.  

Experts 

 Avella (2016) reports panel membership criteria such as years in specific practice and/or 

holding specific credentials or certification are appropriate criteria for choosing 

“experts.” For the purpose of this study, the following inclusion criteria will be used to 
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identify experts in the field of AYA oncology. An expert on the panel for this study must 

meet at least one of the following four inclusion criteria: 

1. Clinical or other professional expertise working directly with five or more 

patients from this specific population within the past calendar year. 

2. Primary investigator or co-investigator of a project/study or grant in AYA 

oncology. 

3. Authored or co-authored at least one published peer-reviewed article about 

the AYA oncology population. 

4. Facilitated at least one training or presentation on AYA oncology at a state 

or national conference that provided continuing education credits within 

the past calendar year. 

Oncofertility 

This term describes a subfield in medicine that bridges the gap between oncology 

and reproductive endocrinology. This field was created and continues to be studied in 

order to increase and improve fertility outcomes for cancer patients and survivors 

(National Institute for Health and Clinical Excellence, 2013).  

Sexual Health  

The term reproductive health and oncofertility often encompass sexual health in 

the AYA literature. However, fertility and reproduction (i.e., the production of offspring) 

is emphasized over a broader definition of sexual health. This study will utilize the World 

Health Organization definition of sexual health which states:  
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Sexual health is a state of physical, mental and social well-being in relation to 

sexuality. It requires a positive and respectful approach to sexuality and sexual 

relationships, as well as the possibility of having pleasurable and safe sexual 

experiences, free of coercion, discrimination and violence. (World Health 

Organization, 2010) 

Young Adults  

A young adult is generally a person ranging in age from the late-teens to the late 

20s or early 30s (Newman & Newman, 2015). This study will reflect the current AYA 

oncology literature and utilize the age range of 19-39 years old.  

Objectives  

The purpose of this study is to create consensus among AYA oncology experts on 

the developmentally appropriate sexual health conversations they believe should be 

taking place with AYA patients. By creating consensus across different expert 

stakeholders, the researcher hopes to provide greater support for systemic treatment 

frameworks for allied health professionals (e.g., Medical Family Therapists) and medical 

providers in collaborative care teams. This researcher hopes to enhance the current 

framework of understanding for AYA sexual health conversations to further the 

development of guidelines for developmentally appropriate treatment protocols. These 

guidelines could then be tested and utilized by integrative care teams to increase quality 

of life and health outcomes for this specific population.  

The following two questions will be explored in this study: 
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1. What are the sexual health topics of conversations that should take place 

with AYAs? 

2. How do the conversations on these topics vary for the adolescent versus 

the young adult patient? 

Summary 

 Cancer and its treatments have a significant impact on reproductive functioning, 

sexual health, and relationships. Adolescents and young adults have major developmental 

goals related to sexual and social development. Because of these developmental goals, a 

diagnosis of cancer and its treatments can greatly disrupt AYA development and quality 

of life. Engel’s BPS theory and Erikson’s theory of psychosocial development will be 

utilized as a framework of understanding for this research. The purpose of this study is to 

create guidelines for providers on the developmentally appropriate sexual health 

conversations that should take place with AYAs. 
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CHAPTER II  

REVIEW OF LITERATURE 

Current Adolescent and Young Adult Research 

This chapter includes a review of the literature for AYA biopsychosocial sexual 

health, patient perspectives on information needs, developmentally appropriate 

guidelines, and barriers to care.  To begin, existing research on how cancer and its 

treatments have an impact on AYA biopsychosocial sexual health will be discussed, 

followed by a brief review of what patients report as their information needs. Existing 

guidelines and models of care on reproductive health are then reviewed for inclusion of 

developmentally appropriate sexual health topics, as well as a brief discussion on barriers 

that hinder providers from discussing sexual health with AYAs. Finally, the relationship 

among all of these variables will be summarized. 

Impact of Cancer on AYA Sexual Health  

 Prevalence rates of sexual difficulties due to cancer and its treatment are 

estimated to be between 40% and 100% depending upon cancer type, treatment modality, 

and type of sexual difficulty (Carter et al., 2018). Sexuality issues can include a wide 

array of biological, psychological, and social challenges in the developing and 

maintaining of relationships with others. Difficulties can include, but are not limited to, 

body image, intimacy in relationships, reproduction problems, sexual functioning, sexual 
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satisfaction, low desire, exhaustion, and hormonal changes (Jacobs & Pucci, 2013). 

Adolescents and young adults need additional support due to sexuality being an important 

developmental task during this phase of life. 

Biological/Physical Effects 

Cancer and its treatments have had a long-lasting impact on the physical aspects 

of sexual health for the AYA patient. Research and guidelines related to fertility health 

and preservation are prevalent in the literature due to oncofertility being a major 

consequence of cancer. This literature review will focus on reproductive and sexual 

health issues, outside of physical fertility challenges, that may arise from cancer and its 

treatments for AYAs.  

A special consideration for physical sexual health issues in AYAs that should be 

taken into account is how risky health behaviors can complicate cancer and its treatments. 

Because pregnancy during cancer can cause major complications in receiving treatment, a 

pregnancy test prior to treatment as well as the consistent use of contraceptives is 

recommended (National Comprehensive Cancer Network, 2018). However, data on AYA 

use of contraceptive and sexual activity may suggest an urgent and present risk. 

Rosenberg et al. (2017) completed a mixed-methods cohort study of 42 active cancer 

patients ages 14 to 25 years old to determine the frequency of potentially risky behavior 

including sexual activity, alcohol use, and illicit drug use. Over one third of the 

participants reported current sexual behavior, but less than half consistently used 

hormonal birth control, long acting reversible contraceptives, or barrier methods. This 
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would suggest a need for providers to open the door to discussion about sexual health, 

condom use, and to assess for sexual behavior. 

At least 75% of pediatric cancer survivors experience at least one late effect of 

cancer and its treatment that has an impact on their overall quality of life (American 

College of Obstetricians and Gynecologists [ACOG], 2018). Endocrine dysfunction is a 

common late effect of cancer or chemotherapy that has a major impact on sexual 

development. Due to the prevalence of issues in the pediatric survivor and AYA cancer 

populations, ACOG developed a committee opinion paper on treatment of gynecological 

issues in pediatric and adolescent cancer survivors. ACOG’s (2018) list of concerns for 

health care providers to be aware of include, “pubertal concerns, menstrual irregularities, 

heavy menstrual bleeding and anemia, sexuality, contraception, ovarian function 

(including fertility preservation), breast and cervical cancer screening, hormone therapy, 

and graft-versus-host disease” (p. 67). Although “sexuality” is included in the list of 

concerns, it is important to note that sexuality can be an incredibly broad term used to 

describe sexual activity, gender identity, sexual beliefs/values, sexual pleasure, etc. 

(World Health Organization, 2010).  

Long term physical genital functioning can also be impacted by cancer and its 

treatments. Ritenour et al. (2016) contacted participants from the Childhood Cancer 

Survivor Study of survivors diagnosed from 1970 to 1986. Brothers of survivors were 

also included as a comparison group to the participants. Participants included 1,622 

survivors and 274 siblings who responded to the survey to better understand fertility and 

sexual functioning in male pediatric cancer survivors. Results showed survivors were at 
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greater risk for erectile dysfunction (ED) than their sibling counterparts, and survivors 

that had testicular radiation, surgery on the spinal cord or nerves, and prostate or pelvic 

surgery had significantly higher rates of ED.  

Sexual functioning issues are not solely isolated to genital or pelvic cancers. In a 

separate study on male long-term survivors of childhood lymphoblastic leukemia, 

Haavisto et al. (2016) surveyed the sexual reproductive health of 56 survivors and 

compared results to a control group. Results showed survivors had significantly poorer 

functioning in orgasm, libido, arousal, and sexual behavior. Interestingly, frequency of 

masturbation, sexual fantasies, and engaging in erotic media (e.g., pornography) was the 

same in both groups. Results also showed that survivors were more likely to lose their 

erection during sexual intercourse, but not during masturbation which may suggest sexual 

anxiety. Additionally, survivors had less frequency in kissing, petting, and other forms of 

erotic activity that proceeds intercourse with partnered sex than the control group. All of 

these physical changes could have a lasting impact on a survivor and couple potentially 

contribute to a loss of sexual identity and desire.  

Psychological and Social Effects 

Several studies have been completed to explore young adult survivors' experience 

with psychosexual issues and their cancer journey. An interesting qualitative study 

examined the sexual issues faced by young adult survivors of childhood cancer 

(YASCC). Frederick et al. (2016) interviewed participants who had completed treatment 

approximately 9 years earlier with an average age of 22 years old. Results revealed major 

themes were associated with emotional distress and psychological concerns. The 
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concerns included sexual performance anxiety, medical anxiety getting in the way of 

sexual arousal, body consciousness, worry about disclosure of medical history, and fear 

or guilt related to fertility status. Lastly, lack of clinical support and a delay in 

making/sustaining relationships were also found. The themes that emerged from this 

research exhibit how sexual issues can be directly related to the emotional and 

developmental health of the patient.  

Jervaeus et al. (2016) completed a similar study in which researchers collected 

data from online focus groups of YASCC about their views on sex and sexual 

experiences. Participants included 133 YASCC between the ages of 16 and 25 years old 

approximately 5 years after initial diagnosis. Although both physical and emotional 

problems were expressed by the participants, many of them did not relate their sexual 

issues to previous cancer treatment. The emotional issues that did arise in this research 

were body image, delay in starting relationships, and anxiety. Additionally, the theme of 

wanting more provider support for sexual health was also made apparent. 

Emotional and mental health issues being correlated with sexual issues was also 

explored by Zebrack et al. (2010). Participants included a large sample size of 599 

YACCS (age of diagnosis was 21 years or younger) who completed surveys related to 

sexual functioning and quality of life. Women expressed a greater amount of sexual 

issues, but men experienced a greater level of distress due to their sexual issues. 

Additionally, having sexual dysfunction issues was associated with worse mental health 

and physical functioning.  

http://paperpile.com/b/1mmOWC/3zcv
https://paperpile.com/c/1mmOWC/3zcv
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With the delay and concerns in psychosexual development for AYAs, comes the 

possibility of delays and issues within social developmental tasks such as peer and 

romantic relationships. Wengenroth et al. (2014) argued this possibility further in a study 

that directly compared life partnerships (i.e., marriage, cohabitation, and other life 

committed relationship arrangements) between childhood cancer survivors, their siblings, 

and the general public. Participants included a large sample size of 1,187 childhood 

cancer survivors and 500 of their siblings as a control population. Average age of 

participants at the time of the study was 26 years of age. Overall, the results showed that 

fewer survivors had life partners/spouses as compared to their siblings and the general 

population.  

Another study that explored sexual and social functioning for young adults was 

completed by van Dijk et al. (2008). Cancer survivors with an average age of 24 years old 

completed quantitative questionnaires related to both sexual and social functioning. This 

study showed a delay in psychosexual development for adolescents and a significant 

delay in romantic relationships. Over 40% of participants expressed difficulty feeling 

sexually attractive, experienced low sexual attraction to others, and had low satisfaction 

with their sex lives. Additionally, aproximately one fifth of participants attributed that the 

limits in their sex life was due to their illness history because of scars, body 

consciousness, fertility issues, and difficulty expressing emotions. 

Patients Want Information 

Exploring sexual and reproductive health issues with adolescents can be 

challenging due to the presence of parents in the treatment room. Stinson et al. (2015) 
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explored the parent-adolescent dynamic and their opinions on information given about 

dating, sex, and fertility. Participants included adolescents between the ages of 12 and 17 

years old that had a diagnosis of cancer and parents of an adolescent with cancer. Results 

from the qualitative data analysis showed parents and adolescents do agree that access to 

information about sexual and reproductive health is important. However, opinions 

differed on the amount of information provided directly to the patient. This research 

highlights that what the adolescent wants in terms of information about sexual and 

reproductive health is often at odds with what the parent thinks is appropriate. This 

research posits that parents may worry discussions about sexual and reproductive health 

will be a greater emotional burden on their child and parents may want to relieve them of 

this concern. 

AYA cancer patients and survivors want and need greater information about the 

impact of cancer treatment on their sexual health. Scanlon et al. (2012) conducted a 

longitudinal cohort study of patients receiving treatment at the University of Minnesota 

Masonic Cancer Center. Participants included 104 women with a diagnosis of cancer, 

with almost half (47%) of the participants falling into the AYA patient category. When 

participants were asked about their attitudes about sexual health discussions with 

providers, only 31% believed it was important to have discussions about cancer 

treatments' impact on fertility, and 82% reported actually having fertility discussions with 

their providers. Additionally, 55% of participants believed it was important to have 

discussions on how treatment impacted general sexual health, but only 40% actually had 

a discussion with their provider about sexual health. This discrepancy between what 
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patients want and what they actually received in regards to sexual health information 

from providers was exacerbated by type of cancer (more likely to discuss sexual health in 

gynecological cancer) and gender of oncologists (female oncologists more likely to have 

discussions).  

Unmet information needs were also explored by Benedict et al. (2016). The 

researchers surveyed 346 young adult female survivors of cancer (average age of 29 

years old) in a study to understand how decisional regret related to fertility treatments 

was impacted by unmet information needs. At least 60% of participants felt they did not 

have enough information on fertility issues such as early menopause, infertility risks, 

options to preserve fertility, and options to assess fertility. At least 30% of participants 

reported they did not pursue pre-cancer treatment fertility preservation because they 

simply did not know it was an option. Benedict et al. discussed that fertility counseling 

alone is not enough, and suggested a more comprehensive approach to providing 

reproductive health information.  

During the development of a sexual function measure, Flynn et al. (2012) 

collected information from 16 focus groups with 109 cancer survivors on communication 

with oncology providers about sexual issues. Over 74% of participants reported sexual 

health discussion as important to care, but actually receiving these discussions from 

providers varied widely by cancer type. Men and younger patients thought the 

conversation was more important than women and older participants. Prostate cancer 

patients were most likely to receive sexual health communication, because they were also 

found to be most likely to start a conversation with a provider. This study highlights the 
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importance of providers starting conversation with all patients, specifically younger 

patients and women, regardless of cancer type.  

Geue et al. (2015) surveyed 99 AYA cancer patients (average age 33 years old), 

who were in a romantic relationship, about their intimate relationships, sexuality, and 

sexuality supportive care needs. Although 76% of participants reported satisfaction in 

their relationships, a significant number (64%) of participants reported sexual issues such 

as dissatisfaction with frequency of sex, feelings of physical attractiveness, and their own 

physical sexual functioning. Overall, female AYA participants reported greater sexuality 

support needs than men and their highest need for support was changes in sexual feelings 

(body image, desire, exhaustion, etc.). AYA patients clearly experience sexual health 

issues as a result of cancer care and are in need of discussions and information for 

support. 

Guidelines and Models of Care 

 Since the development of the AYA oncology as a discipline, more research and 

resources have been dedicated to understanding and providing treatment to major issues 

facing this community. This is especially true of the development of guidelines and 

models of care that address reproductive health concerns and oncofertility care. A recent 

literature review (Anazodo, Laws et al., 2018) noted that at least 20 high-level guidelines 

or models of care (MOC) currently exist to steer practice on effective ways to deliver 

oncofertility care. According to Anazoda, Ataman-MIllhouse et al. (2018), oncofertility 

care can include discussions related to fertility preservation as well as biopsychosocial 

complications related to sexual health. However, even within the existing guidelines and 
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MOCs, topics of sexual health are generally left out or only briefly mentioned. Of the 20 

articles mentioned, 16 were reviewed due to three of the articles not being available in an 

English translation and one being older than 10 years. These guidelines were reviewed 

for the inclusion of biopsychosocial sexual health issues and developmentally appropriate 

care.  

 The American Academy of Pediatrics Committee on Bioethics Section on 

Hematology Oncology and Section on Surgery made guidance recommendations for the 

counseling of parents and patients about fertility preservation options in children and 

adolescents with cancer (Fallat et al., 2008). The recommendations are strictly related to 

fertility preservation (e.g., preservation of tissue, financial cost, ethical concerns) and do 

not include recommendations on other biopsychosocial sexual health and or romantic 

relationship issues. Although the recommendation focus is on child and adolescent cancer 

patients, the two are not distinguished from one another and young adults are not 

mentioned.  

 Recommendations for fertility preservation in women were developed by the 

FertiPROTEKT network which is a collaboration of an estimated 70 cancer centers in 

Germany, Switzerland, and Austria (von Wolff et al., 2011). The recommendations are 

strictly related to fertility preservation (e.g., fertility protections techniques, risks, and 

success rates) and do not include recommendations on other sexual health and or 

romantic relationship issues. These recommendations suggest that all women between the 

ages of 14 and 40 who receive chemotherapy should be given fertility preservation 
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options, but it does not distinguish between various developmental stages or age-

appropriate care.  

 Several pieces of literature discussing guidelines and MOCs for oncofertility were 

published in 2013. The first of these was commissioned by the National Institute for 

Health and Clinical Excellence (2013). This document is inclusive of all fertility issues 

and is not cancer specific, but it does have a separate section on people with cancer who 

wish to preserve fertility. This document does not cover recommendations on other 

biopsychosocial sexual health issues and only includes information related to study 

outcomes of types of fertility tissue preservation. The guideline development group 

highlighted the importance of fertility discussion with patients, especially young adults, 

however it does not make recommendations between adolescent versus young adult 

patients.  

National clinical guidelines were developed for the long-term follow-up of 

survivors of childhood cancer by the Scottish Intercollegiate Guidelines Network (2013). 

This set of guidelines covers fertility issues, cardiac effects, bone health, metabolic 

syndrome, cognitive and psychosocial outcomes, growth problems, thyroid dysfunction, 

and long-term follow-up. Evidence of sexual dysfunction following cancer treatment is 

briefly mentioned for both males and females under the fertility issues chapter. 

Additionally, low self-esteem and lower rates of marriage are brought up as concerns in 

the psychosocial outcomes sections. However, it is important to restate this guideline is 

for childhood survivors of cancer and does not include AYAs. This guideline does not 
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give direction on patient/provider communication but merely states that the above issues 

are present in the survivor population.  

 A summary of a 2013 Barcelona consensus meeting (Martínez et al., 2013) 

discusses fertility preservation techniques for young cancer patients. The 

recommendations are strictly related to fertility preservation (e.g., fertility protections 

techniques, effects of treatment on fertility, and in vitro maturation) and does not include 

recommendations on other sexual health and or romantic relationship issues. However, 

this is the first set of guidelines that specifically mentions epidemiology of cancer in 

childhood and young adults and also recommends that counseling/discussions should 

offer support for understanding emotional needs, predictors of distress, and methods of 

coping.  

 The American Society of Clinical Oncology Clinical Practice updated their 

guidelines in 2013 based upon the review of 222 publications between 2006 and 2013 

(Loren et al., 2013). This update encourages providers to talk with patients about 

potential threats to fertility upon diagnosis to increase fertility preservation options. A 

study whose emphasis is on having a conversation with patients (and guardians of 

children) is the first one like this reviewed. The guidelines also discuss age appropriate 

care by indicating special fertility preservations for children and adolescents but does not 

mention young adults. The recommendations are strictly related to fertility preservation 

and do not include recommendations on other biopsychosocial sexual health issues.  

 Peccatori et al. (2013) discusses the European Society for Medical Oncology 

(ESMO) clinical practice guidelines for diagnosis, treatment, and follow-up of pregnancy 
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and fertility issues related to cancer. After reviewing the EMSO website, the 2013 

version is the most recent version of these guidelines. They include clinical and treatment 

recommendations for pregnancy across stages of cancer and fertility preservation. No 

mention of the age of the patient is considered or discussed. However, it is assumed that 

patients are of reproductive age which is inclusive of the AYA population, but nothing 

distinguishing care for adolescents versus young adults exists in these guidelines. The 

recommendations are strictly related to reproduction and do not include recommendations 

on other sexual health issues.  

Last updated in June 2014, the Clinical Oncology Society of Australia (2014) 

summarized recommendations for fertility preservation for AYAs diagnosed with cancer. 

These recommendations include topics related to discussing fertility, managing the 

fertility preservation process, the impact of treatments on fertility, options for 

preservation, and long- term follow-up care. These recommendations do not distinguish 

adolescent from young adult needs and the extent to recommendations about 

psychosexual health is only covered in the following two sentences:  

“All AYA cancer survivors should have access to systematic long-term follow-up 

of their reproductive, endocrine and sexual health” (p. 5). 

“Survivors should be offered fertility counseling and psychological support for 

the psychosocial impact of fertility issues and sexual health issues” (Clinical 

Oncology Society of Australia, 2014, p. 6). 

In 2015 literature and guidelines specific to the AYA population began to become 

more prevalent. Roberts et al. (2015) discussed practice guideline recommendations for 
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fertility preservation in AYA (i.e., reproductive-age) women facing gonadotoxic (i.e., 

having a harmful effect on the gonads) treatments. This study reviewed the existing 

evidence at the time and made recommendations on facilitating referrals, medication 

prior to treatment, and recommended methods of cryopreservation. However, only one 

sentence in the piece distinguishes adolescent versus young adult treatment 

recommendations: “Ovarian tissue cryopreservation is the most hopeful option for 

children and young adolescents who are otherwise limited by their reproductive 

immaturity” (Robert et al., 2015, p. 297). The recommendations are also strictly related to 

reproduction and do not include recommendations on other biopsychosocial sexual health 

issues.  

 Kinahan et al. (2015) reviewed the evolution of AYA oncology care, discussed 

three models of cancer survivorship programs, and an overview of factors that may 

increase success for AYA survivor programs in each program. The models are as follows: 

1. Oncology led: Follow-up care occurs in a cancer center, an oncology team, or a 

specialized survivorship clinic [within an oncology setting]. 

2. Primary Care Physician led: Follow-up care is provided by the patient's primary 

care physician, nurse practitioner, or family practice physician.  

3. Shared-care model: Care from an oncologist and primary care physician 

throughout the cancer journey in order to address the patient's need for regular 

engagement with an integrated care team.  

Kinahan et al. (2015) reviewed and discussed the advantages and disadvantages of each 

model and emphasized that the primary goal of any survivorship program should be 
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consistent with the specific needs of the AYA population. This includes “education and 

guidance with fertility, sexuality, contraception, self-management, and 

psychosocial/emotional risk factors” (p. 7). Although these models of survivorship care 

are essential, Kinahan et al.’s research does not provide specific direction on topics of 

sexuality that should be discussed, and how they differ among developmental groups. 

This article is the first to mention the COG Long-Term Follow-Up Guidelines for 

Survivors of Childhood of Adolescent and Young Adult Cancers, the American Society 

of Clinical Oncology (ASCO) Cancer Survivorship Compendium, and the National 

Comprehensive Cancer Network (NCCN) Clinical Practice Guidelines in Oncology 

(NCCN Guidelines) for AYA Oncology. These three guidelines are reviewed more in-

depth further on in the review due to continued updated revisions. 

 A Canadian review of literature (Ramphal et al., 2016) made recommendations 

for principles of care and changes to the healthcare system in regards to the most 

prevalent AYA roadblocks. Medical issues, psychosocial issues, and research issues 

arose as the three major problems facing AYA patients. In regards to sexuality, the 

following recommendations were made:  

1. Opportunities should be created for AYAs to have open and direct discussions 

about sexual identity, sexual practices, unintended pregnancies, contraception 

options, and sexually transmitted infections.  

2. Communication should be age-appropriate in order for AYAs to fully understand 

discussions.  
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3. Support groups should be facilitated regularly so AYAs can share their common 

experiences of difficult topics (e.g. social isolation, body image, intimate 

relationships).  

4. Institutions should ensure providers have education on the latest fertility 

preservation options, options are offered in a timely manner, and coordination of 

fertility treatments should be streamlined.  

Ramphal et al. (2016) clearly brings up several topics of sexuality that should be 

discussed with AYAs (e.g., sexual identity, sexual practices, body image, intimate 

relationships, unintended pregnancies, contraception options, and sexually transmitted 

infection) and recommends that communication be age-appropriate. However, the topics 

are still very broad (i.e., sexual practices) and details are not given on how these 

conversations should change with the adolescent versus the young adult.  

 The British Fertility Society published policy and practice guidelines for fertility 

preservation for medical reasons in girls and women (Yasmin et al., 2018). Yasmin et al. 

(2018) aim to provide evidence-based direction to providers involved in fertility 

preservation for girls and women. These guidelines discuss the current literature, benefits, 

and risks to embryo and oocyte cryopreservation, ovarian tissue cryopreservation, GnRH 

agonist suppression, and ovarian transposition. The authors recommend using a 

multidisciplinary approach to counseling women and girls about fertility awareness, risks, 

and available techniques, and psychosocial support is highlighted to assist patients with 

the decision-making process. Although the guidelines distinguish women from girls by 

stage of menarche, this does not adequately mirror the current medical AYA definition 
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(15-19 year old adolescent versus the 20-39 year old adult). Since the average age of 

menarche in women is around 13 years old, one can conclude that recommendations in 

this guideline are the same for As and YAs. Yasmin et al. (2018) briefly discussed how 

vaginal irradiation leads to dryness and vaginal stenosis but does not give 

recommendations on discussions of sexual side effects with patients or other sexual 

health matters outside of fertility. 

The COG Long-Term Follow-Up Guidelines for Survivors of Childhood, 

Adolescent and Young Adult Cancers version 5.0. (2019) is a resource designed to assist 

health care providers in ongoing care for survivors of pediatric cancer. The website states 

these guidelines are “appropriate for asymptomatic survivors of childhood, adolescent, or 

young adult cancer” (COG, 2019, para. 1) presenting for routine medical follow-up 

exams. These guidelines are very similar to the 2013 Scottish Intercollegiate Guidelines 

Network and covers fertility issues, cardiac effects, bone health, metabolic syndrome, 

dental issues, pulmonary, gastrointestinal, cognitive/psychosocial (educational and 

emotional health issues), endocrine, and reproductive system issues. Female and male 

reproductive system health issues include the following topics: 

Female: Male: 

1. Failure to enter puberty 1. Failure to enter puberty 

2. Amenorrhea and/or Premature 

menopause 

2. Azoospermia and/or oligospermia 

3. Lack of female hormones 3. Lack of male hormones 

4. Infertility  4. Infertility 

5. Pregnancy risks  
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Interestingly, both the female and male guidelines on reproductive systems briefly 

mention that annual check-ups should include evaluation of sexual functioning. However, 

sexual functioning issues (e.g., vaginal stenosis, body image issues, erectile dysfunction, 

anorgasmia, etc.) are not discussed in either document. The recommendations for 

reproductive follow-up care do not include other BPS sexual health issues or intimate 

relationship issues.  

 The NCCN updated (version 1.2019) their clinical practice guidelines in AYA 

Oncology in 2018. The document clearly states that addressing fertility and sexual 

health/functioning should be an essential part of AYA management and care. Like other 

guidelines and MOCs previously reviewed, the guidelines discuss in detail fertility 

concerns and preservation methods. Additionally, as it relates to sexual health, the 

document also states that providers should:  

● Discuss fertility implications and sexuality during and after treatment. 

● Evaluate the patient’s sexual orientation. 

● Provide education on how treatment will impact sexual health. 

● Provide preventative health education about safe sex practices, pregnancy 

prevention, and STIs (NCCM, 2018).  

The NCCN guidelines are the first to recommend assessing a patient’s sexual 

orientation, and clearly recommend that topics of sexual health be discussed with AYAs. 

Although clarity is brought to some topics (pregnancy prevention, STIs, fertility), the 

topic of “sexual health” is left open for the provider to determine the definition. These 

guidelines also state in several places that information and treatment should be both age 
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and developmentally appropriate. However, the guidelines do not discuss how sexual 

health and reproductive information should change based upon age or development of the 

patient.   

Additionally, the NCCN (2019) has a separate set of guidelines specifically for 

survivorship updated as version 1.2019. These guidelines give screening, evaluation, and 

treatment recommendations for common survivorship issues (e.g., physical and mental 

states, health behaviors, identity, sexuality, and financial issues) and provide a framework 

for general care. Although these guidelines specifically state the focus is on the adult 

cancer survivor, recommendations on sexual functioning and relationships are discussed 

at length. An entire section on sexual functioning screening questions for male and 

female sexual functioning, symptoms (physical, emotional, and relational), treatment 

options, and follow-up care including referrals to couples counseling/sex therapy. Even 

though the guidelines are intended for providers who work with adult-onset cancer during 

post treatment, an age range is never identified and the guidelines reference the NCCN 

AYA Guidelines for working with “younger populations.” 

ASCO (n.d) develops and publishes clinical practice guidelines on a wide array of 

oncology topics. These continually updated guidelines provide evidence-based 

recommendations to assist oncology professionals in providing appropriate methods of 

treatment. ASCO provides 13 clinical categories to choose from and under each category 

is additional related guidelines. Categories include different cancer types, survivorship, 

resource availability, and assays/predictive markers. It is important to note that ASCO 

does not have a specific AYA set of guidelines but refers to the NCCN AYA guidelines 
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for that purpose. However, in each guideline, ASCO states the “target population” of the 

guideline and details who it is meant for.  Two guidelines in particular stand out for this 

researcher and will be discussed below.  

The first is the ASCO Fertility Preservation in Patients With Cancer (Oktay et al., 

2018). These guidelines are written for the purpose of giving recommendations on 

fertility preservation options for the target population of patients who receive anticancer 

treatments. Although there is a “special consideration” section for prepubertal children, 

adolescent versus young adult considerations are not distinguished in these guidelines. 

The recommendations are strictly related to fertility and does not include 

recommendations on other biopsychosocial sexual health issues including preventative 

sexual health education.  

The second is the ASCO Interventions to Address Sexual Problems in People 

With Cancer (Carter et al., 2018). These guidelines are written for a target population of 

adults (18 years of age or more) of any gender and of all sexual orientations living with 

any type of cancer. These guidelines specifically state, “for the purposes of this guideline, 

men and women who were previously treated for childhood cancer were not included” 

(Carter et al., 2018, p. 493). However, these guidelines do give a large amount of 

information on how to talk about sexual health issues and when. It also discusses each 

specific sexual health issue for both men and women, how to treat, and when to refer. 

Issues for women included are body image, sexual response, intimacy/relationships, 

sexual functioning and satisfaction, vasomotor symptoms, and genital symptoms. Issues 

for men covered are sexual response, genital changes, intimacy/relationships, sexual 
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functioning and satisfaction, and vasomotor symptoms. Information about preventative 

health education topics, such as safe sex practices, pregnancy prevention, and STIs, is not 

included in either of these guidelines. Though these guidelines are incredibly helpful in 

terms of starting sexual health conversations, the guidelines specifically exclude any 

individual who was diagnosed with cancer under the age of 18.  

Barriers to Conversations 

Although research and guidelines suggest that discussion about sexual health and 

fertility should be taking place with AYA cancer patients, many providers have yet to 

make best care practices as part of their standard practice. Several studies have explored 

the barriers to sexual health and oncofertility discussions with patients. A study of 38 

health care professionals in hematology/oncology were given semi-structured interviews 

about their experiences in communicating about sexuality with patients and their partners 

(Ussher et al., 2013). The study found that almost all participants reported sexual 

discussions as difficult due to the sensitive and personal nature of the topics. Overall, 

three themes were identified as major barriers to discussing sexuality with patients. The 

first barrier identified was the providers’ absence of knowledge, confidence, and comfort. 

Interestingly, when a provider had the knowledge but did have personal discomfort 

and/or lack of confidence, they were still reluctant to have sexuality conversations with 

patients. The second theme was assumptions made by providers about patients’ sexual 

health needs. Patients who were “elderly,” had non-reproductive cancers, and not in an 

intimate relationship were positioned as less in need of sexual health discussions. The last 
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barrier identified was the limitations of the clinical visit (e.g., lack of time, presence of a 

loved one, prioritizing other medical issues).  

In an effort to provide primary care physicians with more information about the 

assessment and treatment of sexual health complications due to cancer, Zhou et al. (2015) 

explored the existing literature related to sexual health discussion barriers in a practice 

setting. Through exploring the literature at the time, the authors discovered three major 

themes as barriers to providers starting and maintaining conversations about sexual health 

with cancer patients.  

1. Provider characteristics: Negative attitudes about sex, lack of training or 

knowledge, and unclear on whose responsibility it is to start the 

conversations.  

2. Patient characteristics: patient’s health prognosis, and certain 

demographics such as; single/unpartnered, racial/ethnic minority, LGBT 

identified, older age, and a woman.  

3. Challenges of the medical system: overloaded patient schedules, short 

appointment times, lack of resources, and lack of referrals/specialists 

(Zhou et al., 2015). 

Ussher et al. (2016) published a mixed-methods study on health care professionals 

perspectives on fertility discussions within the context of cancer. Participants included 

263 hematology/oncology doctors, nurses, and allied health professionals (AHP; e.g., 

social workers, psychologists, etc.) reported that fertility is an “important concern” for 

patients and their families. However, the results showed that only 50% of doctors and 
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nurses and 24% of AHPs reported they always addressed this issue in clinical 

discussions. Participants reported barriers to discussions as the following: patient 

prognosis (if death is imminent no point in discussing), patient gender (less likely to be 

discussed with men), age (not appropriate for elderly), time constraints during clinical 

appointments, and absence of appropriate resources and materials. Providers reported 

wanting a list of appropriate referrals sources, facts sheets or information booklets, and a 

fertility consultation checklist or online resource.  

In a study of 116 oncology nurses, researchers (Nobel Murray et al., 2016) found 

that providers strongly believe that patients should explore fertility preservation options 

prior to the start of cancer treatments. However, nurses reported confusion about their 

role and often deferred the conversation to the primary oncologist. Additionally, several 

barriers to engaging in these discussions with patients also arose in the data. Nurses were 

less likely to discuss fertility preservation with patients they perceived as being less 

mature, having a strong religious identity, having less ability to afford fertility treatments, 

and patients who were already experiencing emotional unrest.  

Most recently, in a 2018 study by Frederick et al. (2018), pediatric oncology 

physicians, nurse practitioners, and physicians assistants participated in qualitative 

interviews to explore attitudes and barriers to sexual and reproductive health conversation 

with AYAs. Major themes of perceived barriers included lack of knowledge/experience, 

lack of resources/referrals, low priority due to other medical needs, parents in the room, 

insufficient time during appointments, lack of rapport with patients, and patient and/or 
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clinician discomfort. Clinicians reported wanting formal education, educational materials 

for patients, and referral lists for experts.  

Summary  

The BPS aspects of sexual health are important to quality of life in all cancer 

populations. This is especially true for AYA patients as they are going through specific 

developmental phases that have an impact on sexual identity and intimate relationships. 

Several cancer care guidelines have indicated that sexual health discussions should be 

taking place with this population. However, the only clear guidelines for AYA are on the 

topic of oncofertility, and the only clear guidelines on sexual health specifically rule-out 

those diagnosed with pediatric cancers (i.e., ASCO). Although it was stated previously 

that oncofertility guidelines are inclusive of sexual health, the research clearly does not 

include BPS aspects of sexual health and relationships for AYA patients. Sexual health 

considerations seem to relegate reproductive sexual health to the adolescent patient, and 

sexual functioning and relationships to the adult patient. Due to the many barriers that 

stand in the way of providers having sexual and reproductive health conversations, a 

more concise and developmentally appropriate guideline on sexual health conversation 

with AYAs must be explored. 
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CHAPTER III  

METHODOLOGY 

Procedure for Collection and Treatment of Data 

The purpose of this study is for a panel of multidisciplinary AYA experts to arrive 

at a consensus in regards to the developmentally appropriate sexual health discussions 

that should be communicated to AYA’s. The results from this study may be useful for 

integrative healthcare teams to enhance quality of life and health outcomes for AYAs. 

The Delphi method was selected for use in this study because it is designed to collect 

informed judgment from experts on issues that are largely unexplored, context and 

expertise specific, and to create a general agreement about a particular topic. 

The Delphi Method 

 The Delphi method first originated from a Cold War study that involved the 

RAND corporation attempting to identify and predict the impact of technology on 

warfare by gathering related intelligence from experts and using their judgements as 

systematically as possible (Helmer-Hirschberg, 1967). This study used pooled 

intelligence of experts in the field to capture a consensus without having all these people 

gathered together in a single room. This style of study reduces cost, builds opinion 

consensus between a variety of multidisciplinary experts in the field, and has the ability 

to provide a broader logistical reach. The major objective of a Delphi study is to acquire 
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the most reliable consensus of opinion of a group of experts by a series of questionnaire 

rounds informed by controlled feedback (Linstone et al., 1975). Although the Delphi 

method has been used across various fields of research, it is perhaps most commonly 

utilized in health related research (de Villiers et al., 2005). Since its initial use during the 

Cold War to predict future outcomes, a variety of Delphi methods have been created to 

explore various purposes such as identifying best practices, defining difficult concepts, 

and determining priorities (Fletcher & Marchildon, 2014). 

 There are three main variants of Delphi methodology: (a) conventional Delphi, 

which consists of a series of open-ended and anonymized questionnaires followed by 

multiple consensus-seeking rounds; (b) policy Delphi, which creates a forum where ideas 

are presented to decision-makers, who then choose the best possible solution; and (c) 

“real-time” Delphi, in which multiple rounds are combined to happen within a single 

meeting (de Villiers et al., 2005). This study will be using the conventional Delphi 

method by creating a series of questionnaires about AYA sexual health communication 

that will take place over the course of two rounds. In a Delphi study, the number of 

rounds chosen (two or three rounds) depends upon the amount of time available, the 

questions chosen, and research fatigue (Hasson et al., 2000). In this research, consensus 

was reached after the second round, which indicated a third round was not necessary.  

Location of Self and Assumptions 

I became interested in AYA oncology and sexual health as an extension of my 

education in sexuality and family systems. I have a master’s degree in human sexuality 

education, and I am a certified sex educator supervisor through the American Association 
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of Sexuality Educators Counselors and Therapists. I was asked to present for the Cook 

Children’s Hematology and Oncology grand rounds on November 29, 2016 on “Difficult 

conversations: Assessing sexual health with patients” after I had completed a similar 

training for Cancer Care Services of Fort Worth, Texas. I was initially contacted because 

of my certification in sex education. Although I did not have direct experience with the 

AYA population, I had worked with several cancer survivors with specific sexual health 

issues in my clinical practice as a licensed marriage and family therapist.  

While preparing my presentation for grand rounds, I noticed a great lack of 

information in the research about how and what integrative care teams should be 

discussing in terms of sexual health with AYA patients. What did exist specific to AYAs 

was general guidelines about fertility conversations, but not about psychosexual 

development, intimate relationships, sexual side effects of treatment, or sexual risk 

reduction as it related to cancer treatments. Although these additional topics popped up in 

the literature as being impacted by cancer and its treatments, there was a lack of direction 

on how to go about discussing it and what exactly to say. There appeared to be a gap in 

literature and current research where experts could collaborate to provide the best care for 

AYAs sexual health. After the grand rounds presentation, I was asked to perform a nurse 

in-service at Cook Children’s on the same topic, and present at the Annual Texas AYA 

oncology conference. Clearly a need exists for professionals in this area, and research has 

yet to fully answer this call. 

Most families, including my own extended family (grandmother, maternal aunt, 

paternal uncle) have been touched by cancer in one way or another. A few of my friends 
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have also gone through pediatric cancer as children or adolescents and we have discussed 

their struggles related to family relationships, infertility, and general survivorship. 

However, I have never personally had cancer and there is not a person in my immediate 

family group (parents, siblings, spouse) who has had cancer. Although I have not had 

cancer myself, my secondary experience with cancer does have an impact on my 

compassion and drive to seek research and answers for this population. These 

experiences may cause me to gravitate toward certain themes (i.e., a more comprehensive 

approach to sexual health information) or to look for evidence that supports my position, 

which could possibly have an impact on validity of the outcomes found.  

Research Questions 

This research explored the following: What are the sexual health topics of 

conversations that should take place with AYAs, and how do the conversations on these 

topics vary for the adolescent versus the young adult patient? 

Participants  

 Participants in this research included experts in the field of AYA oncology who 

met at least one of the following four inclusion criteria: 1) Clinical or other professional 

expertise working directly with five or more patients from this specific population within 

the past calendar year; 2) Primary investigator or co-investigator of a project/study or 

grant in AYA oncology; 3) Authored or co-authored at least one published peer-reviewed 

article about the AYA oncology population; and 4) Facilitated at least one training or 

presentation on AYA oncology at a state or national conference that provided continuing 
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education credits within the past calendar year. Those who were involved in this research 

were medical professionals, mental health professionals, other AHPs and/or policy and 

community advocates. All participants were at least 18 years or older with a highest 

degree earned of a bachelor’s (2 participants), master’s (3 participants), and doctoral (3 

participants).  

 Participants were selected based upon the above inclusion criteria and ability to 

take part in both round one and round two of the online surveys. The primary investigator 

contacted several local and nationwide cancer facilities, community cancer resources, and 

online social support groups to disseminate the research announcement through websites, 

social media, email lists, and discussion boards. Appendix B is a detailed list of each 

facility and organization that were contacted directly by email by the researcher. A 

recruitment flyer (see Appendix C) in email form was sent to community gatekeepers 

who play key roles in their organizations to be forwarded to other experts. This study 

utilized purposive sampling by identifying the specific community gatekeepers, and 

snowball sampling by having them forward the survey to other providers in the field. The 

number of participants affected the potential for ideas to be generated, data handling, and 

data analysis. Hasson et al. (2000) suggest having more than 15 respondents, but fewer 

than 60, particularly with a qualitative first round. Due to the limited number of qualified 

providers in this specialized area of expertise, this research aimed to meet the minimum 

recruitment goal of recruiting at least 15 respondents.  
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Risks and Benefits to Participants 

A possible risk in this study was discomfort with the questions since the surveys 

will ask questions about sexual health conversations with AYA oncology patients. 

Participants were able to take breaks as needed and could stop answering questions at any 

time and exit the survey. Another risk in this study was loss of confidentiality. 

Confidentiality was protected to the extent that is allowed by law. The researcher utilized 

PsychData, an online research tool, as a platform for the questionnaire rounds. The data 

was electronically stored and password protected to reduce the risks associated with data 

loss or tampering. Only the researcher, the advisor, and a secondary data reader read the 

answers to the questionnaires. There is also a potential risk of loss of confidentiality in all 

email, downloading, electronic meetings, and internet transactions. The researcher 

attempted to prevent any problems that could happen because of this research. A benefit 

from this research was the participant knowing they were providing an important 

contribution to the field of AYA research.  

 This study was approved by the Texas Woman’s University Institutional Review 

Board prior to the study being conducted (see Appendix A). All efforts were made to 

protect the rights of the study participants. Participation in the study was voluntary and 

confidential, and the participants could withdraw from the study at any time. The primary 

investigator and any additional researchers that assisted with data analysis in the study 

had up-to-date human subjects training. The survey data were electronically stored and 

password protected to reduce the risks associated with data loss or tampering. Participant 

emails and identifier numbers were handwritten with pencil and paper, and stored 
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separately from the survey data in a locked fireproof safe. Only the primary investigator 

had access to this document. The paper document containing participant emails and 

identifier number will be destroyed 3 years post study completion. At this time, the 

primary investigator will double shred the paper document with private information. 

Overall, there is minimal risk since participants are adults, experts in their field and the 

questionnaires were anonymous. 

Data Collection and Analysis 

 The researcher utilized PsychData, an online research tool, as a platform for both 

of the Delphi questionnaires. The study website was included on the recruitment email, 

and after reading the recruitment email, the participant clicked on the link provided to 

proceed to Round 1 (R1) survey. The purpose of this was to discourage attrition and 

maximize research participation. The survey requested the participant’s email in order to 

enable the primary investigator to send periodic reminders to panelists who had not yet 

responded to the initial email. Due to the collection of emails, which often have names in 

them, this study was quasi-anonymous because respondents’ emails were known to the 

primary researcher, but participant opinions and generated responses remained strictly 

anonymous to other participants. This type of quasi-anonymity allows participants to 

react to ideas without feeling pressured by the presence of other panel members (Hassan 

et al., 2000). 

The initial distribution of the R1 occurred and received 21 initial responses. 

However, 10 participants did not respond to the short answer portion of the questionnaire 

so the researcher sent two follow-up emails over the course of 6 weeks in order to remind 
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them of completion and encourage them to forward the link on to other potential 

participants. During the next 10 weeks, a total of three additional emails were sent to the 

initial community gatekeepers to encourage them to forward and share the study to gain 

more participants. After the 10 weeks, the questionnaire for R1 was closed and the link to 

R2 was emailed to the existing 11 participants who had completed all parts of the R1 

questionnaire. Because three participants from R1 had not completed the R2 

questionnaire, two follow-up emails were sent in the hopes they would complete the R2 

questionnaire. Once no more participants had completed the study for 6 weeks after the 

R2 questionnaire was initially sent out, data analysis began and the R2 questionnaire was 

closed. The time span from the initial study link being sent to the closure of the study was 

a total of 16 weeks.  

Thematic content analysis was used to analyse the R1 data. This process began by 

reviewing Creswell and Creswell’s (2018) research design text sections on qualitative 

data analysis. The first step in the process is to organize and prepare the data for analysis. 

The data were anonymized by removing the email and replacing it with a participant 

number. It was then organized into a single spreadsheet and 10 incomplete responses 

were eliminated due to the open-ended questions section being left blank. This ultimately 

gave a resulting sample of 11 participants for analysis in the first round. The second step 

is a general review of all the data for general ideas and impressions. A meeting was held 

between the primary investigator and the secondary doctoral level coder. The meeting 

reviewed the coding process and procedures to follow outlined in the Creswell and 

Creswell (2018) text that provided guidance on content analysis. The rough data were 
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then sent to the secondary coder to be reviewed separately for general impressions and 

ideas. The last step is to start coding into themes by bracketing the data into similar 

groups and labeling the categories with in vivo terms. Using the initial general 

impressions, both the primary investigator and the secondary coder separately reviewed 

the data at least five times and began lumping the data into groups to identify emerging 

themes using in vivo terminology. Another meeting was held to compare the emerging 

themes and come to an agreement upon terminology and groups. The themes identified 

will be discussed and explored in detail in the results section of this project.  

Questionnaire I 

The purpose of R1 was to gather demographic information on the participants and 

begin the first round of the Delphi study. After clicking the link embedded in the email, 

the participants were directed to the front page of the study, which  included the purpose 

of the study, the inclusion criteria, and an explanation of the 30-minute time commitment 

to complete the R1 survey. The next page of the study included a copy of the consent 

form (see Appendix D) in which the participant indicated that they had read the document 

and they were consenting to be a participant in the study by clicking “continue” at the 

bottom of the page. The R1 included five demographic items and three open-ended 

questions. Details of both the demographic and open-ended questions are included in 

Appendix E. Once the demographic questions were completed, the participants advanced 

to the R1 survey. Although a word limit was not given on the question responses, the 

participants were encouraged to be concise and efficient in conveying their opinion. R1 

began with open-ended but carefully phrased questions to generate ideas and allow the 
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experts total freedom in their answers (Hasson et al., 2000). The questions included in the 

R1 were as follows: 

1. Sexual health is defined by the World Health Organization as “a state of 

physical, mental, and social well-being in relation to sexuality.'' Please list 

more than 4 but less than 10 sexual health topics of conversation you 

believe providers should address with the adolescent (15-18 years old) and 

young adult (19-39 years old) cancer patient? 

2. Please take a minimum of 4 of the topics you listed in the previous 

question and briefly discuss how the focus of conversation would differ 

for the adolescent (15-18 years old) versus the Young Adult (19-39 years 

old) patient? 

3. Is there anything you would like to add about developmentally appropriate 

sexual health conversations with AYAs which may be omitted from the 

above 2 questions?  

After completion of the R1 survey, all data were transferred into a separate 

spreadsheet by questions and anonymized participant numbers. Numbers were assigned 

based upon when the surveys were submitted. For example, the first person to submit the 

survey was identified as Participant 1, the second person to submit was identified as 

Participant 2 and so forth. Thematic content analysis was then utilized to explore themes, 

merge, and categorize responses. For the integrity of the study, each participant’s original 

wording and ideas were preserved as much as possible in the second round process 
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because Delphi studies are meant to facilitate a conversation among experts (Linstone et 

al., 1975).  

As discussed previously, one additional PhD level researcher external to the study 

provided feedback on the categorization process throughout the thematic content analysis 

to increase reliability in comparison. The themes that recurred were grouped and 

redundant statements were collapsed into the seven categories. The deduction and 

distillation of participant words to find consensus has been criticized as a problematic 

aspect of the Delphi method (Fletcher & Marchildon, 2014). Due to this criticism, all 

themes organized from R1 were included in the R2 questionnaire even if they did not 

reoccur so that participants could critique and determine significance to the 

corresponding question. Hassan et al. (2000) state that omitting infrequently occurring 

items goes against the very nature of a Delphi study and participants themselves should 

choose whether each item is significant or not.  

Questionnaire II 

 The R2 questionnaire was generated based upon the participants’ responses to the 

R1 survey and involved the participant rating the themes generated in R1 by level of 

importance using a Likert scale. The statements were grouped to their specific questions 

and placed in random order to reduce bias in participant responses. The 5-point Likert 

scale used for collecting ordinal level data included the following: 1 = Strongly disagree, 

2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. The higher end of the Likert 

scale indicated the highest level of agreement, while the lower end of the scale indicated 

the lowest level of disagreement (Sprenkle & Piercy, 2005).  
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 A link to the online R2 survey (see Appendix F) was emailed to the 11 

participants who completed the R1 survey. As stated previously, the primary investigator 

sent periodic email reminders to panelists who had not yet completed the R2 

questionnaire. After all data were received and completion of R2 was reached, SPSS was 

used to analyze the data from R2 to establish consensus among participants. Different 

Delphi studies have decided consensus among participants at different rates. Generally, 

consensus is met when agreement among respondents is met in the range of 51-80% 

(Hasson et al., 2000). Consensus among participants was indicated when responses 

converged around a central tendency. Disagreement was indicated when there was a 

larger level of dispersion.  

Reliability and Validity  

There is no evidence of reliability in the Delphi method. Hassan et al. (2000) 

state, “the existence of consensus does not mean the correct answer, opinion, or 

judgement has been found” (p. 1013). However, it does mean that this study identified 

areas that the expert panel of AYA oncology experts found important to providing quality 

patient centered healthcare to AYAs. Based on the Hassan et al. (2000) article that 

outlines research guidelines developed in healthcare settings for Delphi studies, it is 

suggested the researcher use two or three rounds of questioning and use expert 

participants to ensure a meaningful sample. Because consensus was met at two rounds of 

questioning for this project, a third round was found unnecessary. Additionally, careful 

consideration was given to the inclusion criteria to participate in this study. Although this 
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strict inclusion criteria likely narrowed down the field of possible research participants, it 

was vital to ensure meaningful sample results.  

The guidelines also state that the biggest threats to validity in Delphi research are 

the pressure for everyone to agree and come to a consensus, and the rate of participant 

responses (Hassan et al., 2000). These two risk factors were mitigated by ensuring the 

participant’s identities were anonymous to other respondents, and sending multiple 

reminder emails in hopes the participants completed each round of questioning. In order 

to increase the likelihood of the interpretations of the qualitative findings being reliable, 

transcripts were double checked to make sure they do not contain obvious mistakes that 

took place in the process of transferring data to a spreadsheet. A secondary data reader 

was also used and results were derived independently and then compared for agreement. 

Summary 

 This research explored experts' opinions on sexual health topics of conversations 

that should take place with AYAs, and how these conversations on these topics vary for 

the adolescent versus the young adult patient. The use of the conventional Delphi method 

was selected because it is designed to collect informed judgment from experts on issues 

that are largely unexplored, context and expertise specific, and to create a general 

agreement about a particular topic. Participants in this study were considered an expert in 

their field according to carefully selected inclusion criteria. While the major risks to this 

study were discomfort with the topics and sharing personal emails, all efforts were made 

to protect the rights of the study participants. The purpose of R1 was to gather 

demographic information on the participants and begin the first round of the Delphi 
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study. R1 began with open-ended but carefully phrased questions to generate ideas and 

allow the experts total freedom in their answers. The R2 questionnaire was then 

generated based upon the participants’ responses to the R1 survey and involved the 

participant rating the themes generated in R1 by level of importance using a Likert scale. 

Although a Delphi study cannot ensure reliability due to the nature of the methodology, 

steps were taken to ensure meaningful data was gathered, and the threats to validity 

mitigated. 
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CHAPTER IV  

RESULTS 

 The purpose of this study was to create consensus guidelines for oncology 

providers concerning the developmentally appropriate sexual health conversations that 

should take place with AYA oncology patients. This was accomplished by using the 

Delphi method of creating consensus among AYA oncology experts by taking into 

account the development phase and the specific sexual health needs of this particular 

population. This study required two rounds of data collection, which was gathered 

electronically via PsychData. R1 was analyzed by thematic content analysis to explore 

themes, merge, and categorize responses. R2 data were analyzed by using measures of 

central tendency and levels of dispersion.  

Characteristics of The Delphi Panel 

 The first round initially generated 21 participants between August 7 and October 

2, 2019. Data for all of the participants’ professional demographics were analyzed using 

descriptive statistics. Eleven participants chose to complete the R1 qualitative questions 

while 10 participants chose to leave the qualitative questions blank. It is unknown why 

the 10 participants did not complete the questionnaire. As stated previously, attempts 

were made to reach out to these 10 participants to complete the questionnaire, and 

attempts were also made to recruit additional participants due to the almost 50% 

incomplete questionnaire rate. Thematic content analysis was used to analyze the 

qualitative data from the 11 participants who completed the R1 questionnaire. For R2 of 
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data collection, eight of the initial 11 participants chose to continue their participation in 

the study. Information was not gathered for three participants because they chose to drop 

out of R2. Professional demographic information for experts who started R1 (but did not 

complete the qualitative questions), participants who completed R1, and the sample for 

R2 are reported in the following section.  

 While the demographic questionnaire did not specifically ask participants to 

identify their geographic location, based upon email identifiers, this researcher concluded 

that participants came from multiple nationwide institutes and organizations. Expert 

status, highest degree earned, and license/certification held was also collected as 

demographic. This information is detailed further in Table 1. Additionally, responses to 

three qualitative questions were also collected during R1 of this study. The 11 

participants who completed the R1 questionnaire identified their titles or role within their 

organization as the following: 

● Assistant Professor of Pediatrics; Leader, Young Adult Oncology Psychosocial 

Program 

● Professor and Vice-Chair Research 

● Hospital Programs and Services Manager 

● Executive Director 

● Director of Hospital Programs and Services 

● Client Connection Manager at Cancer Care Services 

● AYA Child Life Specialist 

● AYA Nurse Navigator (2) 
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● Nurse Practitioner 

● Oncology and Palliative Care Nurse Practitioner (acute care) 

Table 1 

 

Expert Panel Member Professional Characteristics 

________________________________________________________________________ 

                      R1 original         R1 completed   R2 completed 

(21)         (11)             (8) 

________________________________________________________________________ 

 

Expert Qualifications 

 Working directly w/ ≥ 5  

AYA patients w/in the past   18         8   5 

year. 

 

 PI/CI of a project/study/grant  

in AYA oncology.   5         3   3 

 

 Authored ≥ 1 peer-reviewed   

article in AYA oncology.  7         5   4 

 

 Facilitated ≥ 1 AYA oncology 

training/presentation at a  

state/national conference    8         5   5 

providing CE credits  

w/in the past year. 

 

Highest Degree Earned 

 Bachelor’s    6   4  2 

 Master’s    11   4  3 

 Doctorate    4   3  3 

 

License/Certification 

 None identified   4   3  1 

 Registered Nurse   4   2  2 

 Licensed Clinical Psychologist 2   1  1 

 Licensed Graduate Social Worker 1   -  - 

 Licensed Clinical Social Worker 3   -  - 

 Certified Child Life Specialist 2   2  2 

BioEthics Certification  1   1  1 

 Physician’s Assistant   1   -  - 

 Nurse Practitioner   1   1  1 
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 Pediatric Nurse Practitioner  2   1  - 

________________________________________________________________________ 

 

Content Analysis 

 After the R1 questionnaire was completed and closed, all data were downloaded 

from PsychData and transferred onto a single Excel spreadsheet. The spreadsheet was de-

identified by removing participants' email and replacing it with an assigned participant 

number. After the data spreadsheet was anonymized, the spreadsheet was shared with an 

external doctoral level researcher with experience in qualitative design to increase 

reliability on thematic findings for comparisons. The themes that re-occurred were 

grouped and then redundant statements collapsed into three major themes. All themes 

organized from R1 were included in the R2 questionnaire so that participants could 

critique and determine significance to the corresponding question. Table 2 reviews the 

emergent themes found in the RI analysis. 

Table 2 

 

Emergent Themes Related To Developmentally Appropriate Sexual Health Conversations 

With Adolescent And Young Adult Cancer Patients 

________________________________________________________________________ 

Theme 1: Patient characteristics to determine developmentally appropriate care 

1. Emotional development 

2. Cognitive development 

3. Health status/history 

4. Gender identity (or questioning) 

5. Sexual orientation (or questioning) 

6. Current relationship status (i.e. thinking about dating, partnered, married, married 

with kids, etc.) 

7. Current support system, both inside and outside the home. 

8. Current sexual activity/sexual debut discovery. 

 

________________________________________________________________________ 
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________________________________________________________________________ 

Theme 2: Provider’s knowledge/awareness to provide developmentally appropriate care 

1. With 18 year old or younger patients, confidentiality and limits must be reviewed 

and parents should be involved, but offering privacy for the patient is still 

important.  

2. Patient’s/family values and beliefs. 

3. Patient’s current and future goals in regards to sexual health and relationships. 

4. Provider’s personal bias and how it affects patient outcomes. 

5. Provider’s responsibility to start and maintain the conversation about sexual 

health. 

6. How the provider’s assumptions could be detrimental to patient outcomes. 

7. Importance of validating and normalizing patient experiences and feelings. 

 

Theme 3: Sexual health topics that providers should be addressing 

1. Sexual Health Assessment should include the following: 

a. Informed consent for under 18 years old 

b. Current sexual activity 

c. Brief sexual history interview 

d. Gender identity 

e. Sexual orientation 

2. Sexual Health Education should include the following: 

a. Contraceptives 

i. Review options 

ii. Review how to use 

iii. Review cancer specific risks of pregnancy 

b. Sexually transmitted infections (STIs) 

i. Prevention options and how to use 

ii. Review cancer specific risks of STIs 

iii. Specific HPV discussion 

c. Dispelling common myths 

3. Sexual Health Prognosis should include 

a. How both cancer and its treatment affect fertility. 

b. How both cancer and its treatment affect intimate relationships. 

i. Dating 

ii. Maintaining intimate relationships 

iii. Benefits and risks to sexual activity during treatment 

________________________________________________________________________ 
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________________________________________________________________________ 

c. How both cancer and its treatment affect sexual functioning. 

i. Pain 

ii. Libido/desire 

iii. Physical functioning 

iv. Late effects 

d. How both cancer and its treatment affect emotional health. 

i. Anxiety and depression 

ii. Body image 

iii. Sexual self esteem 

4. Sexual Health referrals to provide, if appropriate, should include: 

a. Fertility counseling and preservation 

b. Mental health counseling  

c. Group and social support programs 

d. Relationship therapy/sex therapy 

5.  Sexual health reading material to have available should include: 

a. Getting back to dating 

b. Strategies to help with intimate relationship challenges 

c. Strategies to help optimize sexual health after cancer 

d. Coping with sexual dysfunction as a result of treatment 

e. Cosmetic options and prosthetics 

f. Coping with disability and/or prosthetic medical devices 

______________________________________________________________________ 

Results 

Round 1 

 The 11 panel members who completed all parts of Round 1 generated 30 

paragraph responses for the three initial research questions. This broke down into 11 

paragraph responses for the first question, 11 paragraph responses for question number 

two, and eight paragraph responses for the last question. Three major themes emerged 

from the qualitative data analysis for the R1 questionnaire:  

● The first theme was identified as, “patient characteristics to determine 

developmentally appropriate care.” with eight subthemes that fell under this topic.  
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● The second theme was, “provider’s knowledge/awareness to provide 

developmentally appropriate care” with seven subthemes under this topic.  

● The last major theme was, “sexual health topics that providers should be 

addressing” and ended up being the most extensive of all the themes with five 

subthemes, 22 secondary themes, and 16 tertiary themes  

Overall, these themes were turned into 50 total questions for the R2 questionnaire, 

which were grouped under seven major question categories. Two of the seven categories 

were related to determining developmentally appropriate care and five were related to 

sexual health information provided to patients.  

Round 2: Ranking of Mean Scores 

SPSS was used to calculate the mean and standard deviation for each of the 50 

questions to determine consensus among the R2 participants. A summary of missing data 

was also completed in SPSS and showed that 97.79% of the data were accounted for. 

This conclusively means that only 2.206% of the values were missing from the 

questionnaire. This data was excluded from statistical analysis. Table 3 outlines the 

details of the statistical analysis for the statement responses. There were eight statements 

about patient characteristics and seven statements about provider characteristics that 

related to the second qualitative question: “...briefly discuss how the focus of 

conversation would differ for the adolescent (15-18 years old) versus the young adult 

(19-39 years old) patient?” There were five statements about sexual health assessment, 

eight statements about sexual health education, 11 statements about sexual health 

prognosis information, five statements about referrals, and six statements about sexual 
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health reading material. These statements made up the content of the sexual health 

conversation and related to first question of R1: “... list more than 4 but less than 10 

sexual health topics of conversation you believe providers should address with the 

adolescent (15-18 years old) and Young Adult (19-39 years old) cancer patient?” 

Table 3 

 

Central Tendency And Levels Of Dispersion 

________________________________________________________________________ 

 

_______________________________________________N______Mean_______SD___ 

Question Category #1 

"Developmentally appropriate" care should be determined by considering the 

following patient characteristics. 

Cognitive development     7 5.00  0.00 

Emotional development     8 4.63  .74 

Current relationship status (i.e. Thinking about   8 4.00  1.31 

   dating, partnered, married, married with kids, etc) 

Health status/history      8 4.00  1.20 

Gender identity (or questioning)    8 3.88  1.25 

Sexual orientation (or questioning)    8 3.88  1.25 

Current support system both inside and    8 3.88  1.25 

   outside the home 

Current sexual activity/sexual debut discovery  8 3.88  1.25 

 

Question Category #2 

To provide developmentally appropriate information/conversation, the provider 

must have an understanding of the following: 

Importance of validating and normalizing    8 4.88  0.35 

   patient experiences and feelings. 

Providers personal bias and how it affects    8 4.88  0.35 

   patient outcomes. 

With 18 year old or younger patients,  

   confidentiality and limits must be reviewed  

   and parents should be involved, but offering   8 4.63  0.52 

   privacy for the patient is still important.  

Providers responsibility to start and maintain   8 4.75  0.71 

   the conversation about sexual health. 

________________________________________________________________________ 
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________________________________________________________________________ 

How the providers assumptions could be    8 4.75  0.46 

   detrimental to patient outcomes. 

Patient’s current and future goals in regards    8 4.50  0.76 

   to sexual health and relationships. 

Patient’s/family values and beliefs.    8 4.38  0.74 

 

Question Category #3 

Sexual Health Assessments should include the following: 

Informed consent for under 18 years old   8 4.63  0.52 

Current sexual activity     8 4.50  1.07 

Brief sexual history interview     8 4.38  1.06 

Gender identity      8 4.13  1.46 

Sexual orientation      8 4.13  1.46 

 

Question Category #4 

If determined developmentally appropriate, sexual health education given by a 

provider should include the following: 

Contraceptive options      7 5.00  0.00 

How to use contraceptives     7 5.00  0.00 

Sexually Transmitted Infections (STIs)    7 5.00  0.00 

   prevention options 

How to use prevention options for STIs   7 5.00  0.00 

Dispelling myths      7 5.00  0.00 

Cancer specific risks of STIs     7 4.71  0.49 

Specific HPV discussion     7 4.71  0.76 

Cancer specific risks of pregnancy    7 4.29  1.26 

 

Question Category #5 

If determined developmentally appropriate, Sexual Health prognosis discussions 

given by a provider should include the following: 

Sexual health late effects     8 5.00  0.00 

How cancer and its treatment affect Fertility   8 5.00  0.00 

How cancer and its treatment affect Maintaining   8 4.88  0.35 

   Intimate Relationships 

How cancer and its treatment affect Sexual Pain  8 4.88  0.35 

How cancer and its treatment affect Body Image  8 4.88  0.35 

________________________________________________________________________ 
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________________________________________________________________________ 

How cancer and its treatment affect Libido/Desire  8 4.75  0.46 

How cancer and its treatment affect     8 4.75  0.46 

   Physical Sexual Functioning Issues 

How cancer and its treatment affect Emotional Health 8 4.75  0.46 

How cancer and its treatment affect Sexual Self Esteem 8 4.75  0.46 

Benefits and risks to sexual activity during cancer  8 4.75  0.46 

How cancer and its treatment affect Dating   8 4.63  0.52 

 

Question Category #6 

If the need is determined, Sexual Health referrals given by a provider should 

include the following: 

Fertility counseling and preservation    8 5.00  0.00 

Mental health counseling     8 4.75  0.71 

Group and/or social support programs   8 4.63  0.74 

Sex Therapy       8 4.50  0.76 

Couples Counseling      8 4.50  0.76 

 

Question Category #7 

Sexual health reading material to have available for patients should include the 

following: 

Strategies to help optimize sexual health after cancer 8 4.88  0.35 

Coping with sexual dysfunction as a result of treatment 8 4.88  0.35 

Getting back to dating      8 4.75  0.46 

Strategies to help with intimate relationship challenges 8 4.75  0.46 

Coping with disability and/or prosthetic medical devices 8 4.75  0.46 

Cosmetic options and prosthetics    8 4.63  0.74 

________________________________________________________________________ 

 

As shown in Table 3, participants expressed an overall agreement with the eight 

statements related to the Question Category 1 of the R2 questionnaire (i.e., 

"Developmentally appropriate" care should be determined by considering the following 

patient characteristics). The highest level of agreement attained was for the statement on 

cognitive development. All participants rated this statement as “extremely agree.” 

Additionally, there were four statements where participant responses converged around a 
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more neutral response (M = 3.88, SD = 1.246). These statements included gender identity 

(or questioning), sexual orientation (or questioning), current support system both in/out 

of the home, and current sexual activity/sexual debut discovery.  

Participants also expressed an overall agreement with the statements related to 

Question Category 2 of the R2 questionnaire (i.e., To provide developmentally 

appropriate information/conversation, the provider must have an understanding of the 

following”). The highest level of agreement (M = 4.88, SD = 0.354) was for the two 

following statements: “Providers’ personal bias and how it affects patient outcomes,” and 

“Importance of validating and normalizing patient experiences and feelings.” All the 

statements for this question converged at a mean of 4.38 or higher which indicates full 

consensus for the rest of the statements for this question.  

Question Category 3 of the R2 questionnaire focused on what should be included 

in a sexual health assessment given by a provider. Although the participants expressed an 

overall agreement with statements related to this item, gender identity and sexual 

orientation both converged at a mean of 4.13. This result was the lowest for the five 

statements, and is consistent with the gender and sexual minority statements of Question 

Category 1. Question Category 4, which focused on sexual health education, had the 

highest rate of agreement among all seven question categories. Results showed five out of 

eight of the statements converging on a mean of 5.00. However, it is important to note 

that one of the eight participants failed to complete these statements.  

Lastly, participants expressed an overall agreement with statements related to 

Question Categories 5, 6, and 7 of the R2 questionnaire. The statements for these 
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categories focused on sexual health prognosis, referrals, and reading material 

respectively. The converging mean never dropped below a 4.5 for all 22 statements under 

these categories. 

Summary 

 This chapter reviewed the Delphi panel member characteristics and results from 

each round of the study that was designed to explore expert opinions on developmentally 

appropriate sexual health conversations with adolescent and young adult oncology 

patients. A total of 11 participants completed R1, and eight of those 11 completed R2. All 

participants fit at least one of the qualifications of being an expert in the field of AYA 

oncology. Additionally, participants represented a broad range of health professionals 

including both medical providers and allied health professionals that work within 

integrative health care systems.  

Three major themes, 1) Patient characteristics to determine developmentally 

appropriate care, 2) Provider’s knowledge/awareness to provide developmentally 

appropriate care, and 3) Sexual health topics providers should be addressing emerged 

from the data analysis. The data analysis also found Theme 3, sexual health topics 

providers should be addressing, to have five sub-themes grouped within it. These were 

identified as follows: sexual health assessments, sexual health education, sexual health 

prognosis, sexual health referrals, and sexual health reading material (i.e., resources).  

The three major themes and five sub themes identified were developed into a 

questionnaire for R2 that contained 50 questions/statements. The level of importance of 

each statement was then rated by the participants. Overall, there was general agreement 



 

 

63 

 

with all 50 statements in R2. The statements that represented the highest amount of 

disagreement were those in Question Category 1 (i.e., "Developmentally appropriate" 

care should be determined by considering the following patient characteristics) on sexual 

orientation, gender identity, current support system, and current sexual activity. However, 

even the convergent means for these statements came to 3.88, which displays the general 

agreement among participants.  
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CHAPTER V  

DISCUSSION 

Oncology care teams and health care professionals face many barriers to starting 

sexual and reproductive health conversations with patients and need clear guidance on 

providing this type of care (Barlevy et al., 2017). The purpose of this research was to 

create consensus guidelines for providers regarding the developmentally appropriate 

sexual health conversations that should take place with AYAs. This study used the 

conventional Delphi method of creating consensus among AYA oncology experts by 

taking into account the specific sexual health needs of this particular population. The 

following two research questions were assessed:  

1.) What are the sexual health topics of conversations that should take place with 

AYAs?  

2.) How do the conversations on these topics vary for the adolescent versus the 

young adult patient?  

The panel initially comprised of 21 health professionals that included registered 

nurses, licensed psychologists, licensed social workers, physicians assistants, child life 

specialists, nurse practitioners, and research professors from various AYA healthcare 

settings across the United States. Only eight of the health professionals followed the 

study to its completion. The panel of AYA experts generated a number of responses over 

the course of two rounds. Overall, there was general consensus with all 50 statements in 

the final round of the study as evidenced by all responses converging around a central 
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tendency. This chapter is a discussion of the results found by the Delphi panel of AYA 

experts. Additionally, this chapter discusses the implications of these findings on 

integrative care teams working with AYAs impacted by a cancer diagnosis, and present 

initial guidelines on sexual health conversations with AYA patients. Limitations to this 

Delphi study as well as recommendations for future research are also presented. 

Discussion of Findings 

Cancer and its treatment have a clear impact on reproductive and sexual health for 

AYA patients (Mitchell et al., 2018). As AYAs begin to navigate their sexual identity and 

make the choice to be sexually active, more clinical support is needed to normalize and 

properly assess sexual health (Rosenberg et al., 2017). Although guidelines have been 

developed to address fertility issues in the AYA population, current guidelines on 

addressing sexual health issues specifically rule out patients who have been diagnosed 

with pediatric cancer, which could include anyone under the age of 18, as well as young 

adults diagnosed at an earlier stage in life. Mitchell et al. (2018) state that AYA sexual 

health guidelines would be of significant value to healthcare professionals who work with 

this population. A clear gap exists that is inclusive of all AYAs impacted by cancer on 

what developmentally appropriate sexual health discussions need to take place with this 

population. The Delphi panel sought to explore this gap to inform the initial creation of 

consensus guidelines (see Table 4).  

Table 4  

 

Consensus Guidelines on developmentally appropriate sexual health discussions with 

Adolescent and Young Adults (defined as ages 15-39) impacted by cancer. 

________________________________________________________________________ 
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________________________________________________________________________ 

A. "Developmentally appropriate" care should be determined by considering the 

following patient characteristics. Note: Not strictly by age.  

● Emotional development      

● Cognitive development 

● Health status/history 

● Gender identity and sexual orientation (or questioning) 

● Current relationship status (i.e. Thinking about dating, partnered, married, married 

with kids, etc.) 

● Current support system both inside and outside the home 

● Current sexual activity/sexual debut discovery 

 

B. To provide developmentally appropriate information/conversation, the provider 

must have an understanding of the following: 

● With patients younger than 18 years of age, confidentiality and limits must be 

reviewed and parents should be involved but offering privacy for the patient is 

still important.  

● Patient’s and/or family values and beliefs.     

● Patient’s current and future goals in regards to sexual health and relationships. 

● Providers own personal bias and how it affects patient outcomes. 

● Providers responsibility to start and maintain the conversation about sexual 

health. 

● How the providers assumptions could be detrimental to patient outcomes. 

● Importance of validating and normalizing patient experiences and feelings. 

 

C. Providers should include the following sexual health information and assessments 

in their work with AYAs: 

C1. Sexual Health Assessments done by the provider should include the 

following: 

➔ Informed consent for under 18 years old 

➔ Current sexual activity 

➔ Brief sexual history interview  

➔ Gender identity and sexual orientation 

C2. If determined developmentally appropriate, sexual health education 

given by a provider should include the following: 

➔ Contraceptive options (specific to cancer diagnosis) and how to use them 

➔ Cancer specific risks of pregnancy     

➔ Sexually Transmitted Infections (STIs) 

________________________________________________________________________ 
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________________________________________________________________________ 

➔ Prevention options for STIs and how to use them 

➔ Cancer specific risks of STIs 

➔ Specific HPV discussion      

➔ Dispelling myths 

C3. If determined developmentally appropriate, Sexual Health prognosis 

discussions given by a provider should include the following: 

➔ Benefits and risks to sexual activity during cancer. 

➔ Sexual health late effects.   

➔ How cancer and its treatment affect fertility.  

➔ How cancer and its treatment affect dating. 

➔ How cancer and its treatment affect maintaining intimate relationships. 

➔ How cancer and its treatment affect sexual pain. 

➔ How cancer and its treatment affect libido/desire.  

➔ How cancer and its treatment affect physical sexual functioning issues. 

➔ How cancer and its treatment affect emotional health. 

➔ How cancer and its treatment affect body image. 

➔ How cancer and its treatment affect sexual self-esteem. 

C4. If the need is determined, Sexual Health referrals given by a provider 

should include the following: 

➔ Fertility counseling and preservation 

➔ Mental health counseling 

◆ Sex therapy 

◆ Couples counseling 

◆ Individual counseling 

◆ Group and/or social support programs 

C5. Sexual health reading material to have available for patients should 

include the following: 

➔ Getting back to and/or starting to date  

➔ Strategies to help with intimate relationship challenges 

➔ Strategies to help optimize sexual health after cancer 

➔ Coping with sexual dysfunction as a result of treatment 

➔ Cosmetic options and prosthetics 

➔ Coping with disability and/or prosthetic medical devices 

________________________________________________________________________ 
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The experts on the Delphi panel identified three major themes for 

developmentally appropriate sexual health conversations. These included: 1) patient 

characteristics to determine developmentally appropriate care, 2) provider’s 

knowledge/awareness to provide developmentally appropriate care, and 3) sexual health 

topics providers should be addressing. Additionally, the data analysis also found that the 

last theme (i.e., sexual health topics) broke down into five sub-themes. These were 

identified as sexual health assessments, sexual health education, sexual health prognosis, 

sexual health referrals, and sexual health reading material (i.e., resources).  

It is important to note, opening up terminology about sexual health seemed to be 

vital to the process of the expert panel developing and discussing sexual health as a 

broader term. As discussed in the literature review in Chapter 2, early research and 

professional dialogue on the topic of AYA sexual health seem to focus solely on fertility 

and reproduction. When the expert panel was given the World Health Organization 

(2010) definition of sexual health as “a state of physical, mental, and social well-being in 

relation to sexuality” as a baseline of comprehension, the responses were inclusive of all 

BPS quality of life topics related to sexual health that should be included in discussions 

with AYAs.  

Identifying developmentally appropriate sexual health discussions has proven to 

be a challenge for several reasons. First, the AYA community makes up two distinct 

developmental phases that have different, yet overlapping, sexual health needs. Secondly, 

simply deciding what information to give based upon age is clearly not appropriate since 

individual patients may be at different stages and have different needs. Age was brought 
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up in the context of getting informed consent and managing privacy when 

parents/caregivers are with the patient. However, many of the expert panel members 

specifically mentioned that using age alone could be problematic in the process of 

determining developmentally appropriate care. For example, below are several 

participant’s responses in regards to using age as a determinate for conversation content. 

●  “The focus of the conversation should not necessarily be tailored to the 

chronological age of the patient, but to their developmental level, 

relationship status, relevant social network (e.g., living at home versus 

with a partner), and desired degree of involvement in medical decision-

making. Because biological and behavioral shifts occur at different 

chronological ages and rates for all AYAs” 

● “I believe that each patient, regardless of their age, should be provided 

with the same information.” 

●  “I think focusing on chronological age alone is dangerous. It is important 

to get to know your patient and understand where they are 

developmentally as well.” 

● “Just to remember that age doesn't equal experience or knowledge. Get to 

know your patients and understand where they are coming from.” 

● “Overall, I don't think that I would alter the focus of the conversation as 

much based upon the age group (Adolescent vs Young Adult) but would 

rather tailor the conversation to the specific individual patient.” 
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Many other patient characteristics, as seen in Table 4, were listed as factors to 

consider in determining patient centered sexual healthcare. When asked about 

developmentally appropriate sexual health information, the expert panel discussed 

provider characteristics as a major theme to be included in the guidelines. Although 

provider characteristics were not explicitly asked about in the original research questions, 

a majority of the panel members brought up several factors that may impact the providers 

ability to deliver adequate care. These included providers' own personal bias and 

assumptions, their responsibility to start and maintain the conversation about sexual 

health, and the importance of validating and normalizing patient experiences and 

feelings. Additionally, the expert panel agreed that providers must also have an educated 

understanding of how to offer privacy and respect for patients under the age of 18 while 

also involving the caregivers, understanding the patient’s and/or family values/beliefs, 

and understanding of the patient’s current and future goals in regards to sexual health and 

relationships.  

This major theme of provider characteristics having an influence on the ability to 

deliver adequate developmentally appropriate care is consistent with the current research. 

For example, Ussher et al. (2013) found that two out of three identified barriers to having 

sexual health discussion with patients were related to providers’ absence of 

knowledge/comfort, and assumptions made by providers about the patient’s sexual health 

needs. In a research study that interviewed oncology nurses about sexual health 

discussion, Nobel Murray et al. (2016) found that nurses’ assumptions about patient 

maturity, religious identity, emotional state, and ability to afford care reduced their 
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willingness to start sexual health conversations. Zhou et al. (2015) also identified 

provider characteristics (i.e., negative attitudes about sex, lack of training or knowledge, 

and lack of clarity on whose responsibility it is to start the conversations) as major 

barriers to having sexual health discussions.  

Along with identifying patient and provider characteristics that impact 

developmentally appropriate sexual health discussions, the expert panel members also 

identified and agreed upon the content of the sexual health discussions. This includes 

developmentally appropriate discussions related to sexual health assessments, sexual 

health education, and sexual health prognosis as it specifically relates to the patient’s 

cancer diagnosis and quality of life. Additionally, a list of referrals and resources to have 

readily available upon patient need or request was also identified. This is consistent with 

the literature that reports providers wanting a list of appropriate referral sources and 

educational materials/resources for patients related to sexual health and cancer (Frederick 

et al., 2018; Ussher et al., 2016). Surprisingly, none of the expert panel members brought 

up the use of pelvic physical therapy (PPT) as a necessary referral source. The ASCO 

Interventions to Address Sexual Problems in People With Cancer (Carter et al., 2018) 

refer to PPT as an evidenced based way to treat pelvic pain caused by cancer and its 

treatments. A referral to a pelvic physical therapist seems to be an important part of care 

that is missing from the results of this research. Table 4 is a complete version of the 

guidelines created by the panel of experts. This is also available as a single pdf document 

(see Appendix G) at the end of this document. 
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Theoretical Perspective 

 Outcomes of this research study directly reflect several theories of development 

that can be used to further understand providing developmentally appropriate sexual 

health information. This is vital to the care of AYAs since research has shown that young 

people impacted by cancer express a clear desire for age-appropriate information on 

important health behavior topics including, but not limited to, sexual and reproductive 

health (Pugh et al., 2018). 

Theory of Psychosocial Development Applied  

Part A of the guidelines fit nicely with Erik Erikson’s stages of psychosocial 

development. Although Erikson’s model has been modernized to utilize specific age 

ranges for each psychosocial stage, the expert panel created a more patient-centered care 

approach, and determined that age alone should not be used as a determinate for 

developmentally appropriate health information. Instead, the panel listed several patient 

characteristics that would be helpful in assisting the provider in determining where the 

individual patient is developmentally, and what particular health information needs the 

patient may have. Although providers are not necessarily using Erikson’s stages 

specifically, there are clear parallels between the patient characteristics listed in the 

guidelines and how the providers are evaluating the patient for development.  

Two major stages of Erikson’s theory are highlighted in this research. The first 

major stage is Identity versus Role Confusion (12-18 years of age). The psychosocial 

crisis for the adolescent phase of development can be described as exploring 

independence and beginning to develop a sense of self/identity within their social world. 
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The developmental tasks for adolescents include physical maturation, emotional 

development, membership in a peer group, autonomy from parents, gender identity, 

career choice, formal operations, internalized morality, and exploring romantic/sexual 

relationships. The patient characteristics listed in the consensus guidelines of emotional 

development, gender identity and sexual orientation (or questioning), current support 

system, and sexual debut discovery belong in this psychosocial stage.  

The second stage highlighted in this research is Intimacy versus Isolation (18-34 

years of age). The psychosocial crisis for young adults is described as forming intimate 

and loving relationships with others. The developmental tasks for young adults include 

exploring intimate relationships, childbearing, adapting to the world of work, and how 

the individual organizes their life (Newman & Newman, 2015). The patient 

characteristics listed in the consensus guidelines of current relationship status (i.e., 

thinking about dating, partnered, married, married with kids, etc.), current support 

system, and current sexual activity belong in this psychosocial stage.  

Additionally, this researcher determined that one of the patient characteristics 

chosen by the panel (i.e., cognitive development) was more of an appropriate fit for 

Erikson’s Industry versus Inferiority psychosocial task stage. This stage is most often 

associated with the earlier age range of 5-13 years old. Inclusion of an earlier 

psychosocial stage for providers to consider is appropriate because research suggests that 

children and young adults with cancer can be somewhat more psychosocially delayed as 

compared to their peers (van Dijk et al., 2008). Essentially, when applying Erikson’s 

theory of psychosocial development to Part A of the guidelines, the AYA oncology 
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providers are informally evaluating the patient’s success at the psychosocial crisis to 

determine what sexual health information is appropriate for each individual patient.  

Medical Family Therapy & Integrated Care Applied 

McDaniel et al. (2013) discuss several personal development issues specific to 

illness that could impact a medical family therapist’s ability to provide quality care. 

These issues include uncertainty and loss, family-of-origin health beliefs, illness 

experiences, and personal and current family illness experiences. The authors state that 

special attention should be given to these Self of the Medical Family Therapist topics in 

order to maintain “the capacity for empathy and manage their own reactions to death and 

threatened loss” (McDaniel et al., 2013, p. 97).  

Self of the Therapist work often focuses on topics or past experiences that are 

unresolved and/or bring up discomfort for the therapist. According to Aponte et al. 

(2009) the first step to achieving this concept is the therapist must truly know their 

personal challenges. Secondly, the therapist must be able to exercise good judgment 

about these personal challenges. And lastly, the therapist should have the ability to use 

their personal challenges to “identify and differentiate themselves from their clients” 

Aponte et al., 2009, p. 382). Perhaps the Self of the Therapist concept could be applied to 

all providers on an integrated care team as “Self of the Provider,” and the special issues 

could focus specifically on sexual health since the discomfort of this topic has been 

shown to be a barrier to care (Frederick et al., 2018). The sexual health issues that need 

special attention for the Self of the Provider could include sexual topics that prompt 
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uncertainty and/or bias, family-of-origin sexual health beliefs, sexual health knowledge 

and experiences, and personal and current family sexual health experiences.  

Part B of the guidelines details several important provider characteristics that 

could be addressed through Self of the Provider work. These include the following four 

points:  

● Provider’s own personal bias and how it affects patient outcomes.  

● Provider’s responsibility to start and maintain the conversation about 

sexual health.  

● How the provider’s assumptions could be detrimental to patient outcomes.  

● Importance of validating and normalizing patient experiences and feelings. 

By paying special attention to Self of the Provider issues that focus on sexual 

health, providers can possibly improve patient outcomes and quality of life by increasing 

empathy and managing their reactions to patient sexual health needs and concerns.   

Biopsychosocial Theory Applied 

MedFT continues to utilize the BPS model as a foundational theory to inform 

collaborative and integrative care practices (McDaniel et al., 2013). BPS theory 

highlights the importance of understanding human health and illness within the context of 

multiple complex and interacting systems by considering biological, psychological, and 

social influences (Borrell-Carrió et al., 2004). Because sexual health is a state of 

biological, psychological, and social well-being in relation to sexuality (World Health 

Organization, 2010), it is vital to use a theoretical approach that takes each concept into 

account. This was aptly reflected in Part C (i.e., Providers should include the following 
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sexual health information and assessments in their work with AYAs) of the consensus 

guidelines developed by the expert panel. BPS theory makes the assumption that the 

subjective experience of the patient is vital, and recognizes the importance of 

relationships as central to providing quality health care. This has essentially become the 

foundation for patient centered care.  

Sections C1 through C5 in the developed guidelines include sexual health 

information that have all three aspects of Engel’s BPS theory. It is important to note that 

some line items fit into two or more categories of the model. For example, “strategies to 

optimize sexual health” could include pelvic physical therapy (biological), mental health 

counseling (psychological), and/or peer support group (social). The following section 

summarizes in detail how this researcher determined each item in Part C of the guidelines 

fits into the biopsychosocial perspective: 

● Biological system (processes that are necessary for physical functioning 

and mental activity) 

○ C1: Informed consent for under 18 years old, current sexual 

activity, brief sexual history interview, and gender identity. 

○ C2: Contraceptive options (specific to cancer diagnosis) and how 

to use them, Cancer specific risks of pregnancy, Sexually 

Transmitted Infections (STIs)Prevention options for STIs and how 

to use them, Cancer specific risks of STIs, specific HPV 

discussion, dispelling myths. 
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○ C3: Benefits and risks to sexual activity during cancer, sexual 

health late effects, how cancer and its treatments affect fertility, 

sexual pain, desire/libido, and sexual functioning.  

○ C4: Fertility counseling and preservation. 

○ C5: Strategies to help optimize sexual health after cancer, cosmetic 

options and prosthetics. 

● Psychological system (i.e., processes that are central to a person’s ability 

to create meaning out of experiences and take action): 

○ C1: Gender identity and sexual orientation. 

○ C2: Dispelling myths. 

○ C3: Benefits and risks to sexual activity during cancer, sexual 

health late effects, how cancer and its treatment effects emotional 

health, body image, and sexual self-esteem.  

○ C4: Mental health counseling, which includes individual, couples, 

and sex therapy.  

○ C5: Strategies to help optimize sexual health after cancer, coping 

with sexual dysfunction, disability, and/or prosthetics/devices.  

● Social system (i.e. person’s sense of identity as it relates to relationships 

with others): 

○ C1: Brief sexual history interview. 

○ C2: Dispelling myths. 
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○ C3: Benefits and risks to sexual activity during cancer, how cancer 

and its treatment affects dating and maintaining intimate 

relationships. 

○ C4: Mental health counseling, which includes individual, couples, 

sex therapy, and group and/or social support programs.  

○ C5: Getting back to/and starting to date, strategies to help with 

intimate relationship challenges, and strategies to help optimize 

sexual health after cancer. 

 It is clear that addressing all three aspects of the biopsychosocial system are 

important to AYA health. However, the social system stands out as a particular 

importance to AYAs due to their development focusing increasingly on their social 

environment during this stage of life. Social support is vital to both health behavior 

change and self-efficacy in the care of AYA patients (Pugh et al., 2018).  

Implications 

This research highlights several implications for existing AYA patient centered 

practice for integrated care teams within the oncological setting. First, providers must be 

aware of the psychosocial development of each individual patient in order to be able to 

provide them with appropriate sexual health information. Clearly, this is a judgement call 

on the part of the provider and will vary from clinician to clinician. Reliability could be 

improved by continued research in AYA oncology sexual health and patient provider 

communication.  
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Second, in order to address Part B of the guidelines, providers on integrated 

health care teams should participate in Self of the Provider training and education that 

includes sexual health. This could be accomplished by attending training, workshops, or 

getting involved in sexuality organizations (e.g., The Scientific Network on Female 

Sexual Health). Ideally, sexuality and sexual health education should be included in the 

standard curriculum for both medical and allied health professionals. However, many 

post graduate education opportunities exist to improve sexual health competency. An 

example of an existing educational opportunity is the American Medical Student 

Association’s online Sexual Health Leadership Course. This course could be essential in 

helping providers both broaden their knowledge on sexual health and become aware of 

any biases they may have.  

Lastly, information about sexual health given to patients should be current, 

inclusive, evidence based, and easily accessible. A singular online database that addresses 

each line item in Part C of the guidelines should exist to provide oncology institutions 

accurate information for their integrated care teams and their patients. Currently, sexual 

health information is spread widely across various websites and some of it is inaccurate 

and biased even among reputable institutions. Having a singular home for evidence-based 

information, resources, printable handouts, and assessments would be vital in providing 

AYAs with the accurate sexual health information they need and desire.  

As stated previously, AYA oncology providers report several barriers that inhibit 

effective and informative discussions with patients and their families. These include 

sexual and reproductive health as a low priority, difficulties with parents/caregivers, 
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clinician and/or patient discomfort, lack of knowledge/experience, and time constraints of 

the medical setting (Frederick et al., 2018; Nobel Murray et al., 2016; Vadaparampil et 

al., 2013). Consistently using the consensus guidelines created by the expert panel in this 

research could help to address many of these barriers faced by integrated care teams.  

Medical Family Therapists 

Medical family therapists with special training in sexual health are perfectly 

positioned to directly address and assist in providing developmentally appropriate sexual 

health information to AYA oncology patients. Although these guidelines could be 

essential in reducing barriers, they do not adequately address the difficult family system 

dynamic of dealing with parents and/or caregivers of AYA patients. The intense family 

systems training and knowledge possessed by medical family therapists makes them ideal 

candidates for helping families through difficult conversations and situations. Having a 

medical family therapist positioned within oncological integrated care teams is vital to 

removing all barriers that exist for providers and patients. This approach will help AYAs 

and their family systems receive quality patient-centered care and improve treatment 

outcomes and quality of life. 

Study Limitations 

It is important to mention that several limitations were observed in this study. 

First, the attrition rate throughout this study was a threat to the internal validity. A total of 

13 participants dropped out of the study (i.e., did not finish the questionnaires) between 

the first and second round, leaving a final number of eight participants who completed all 
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rounds. This is below the original research goal of the panel having a recommended 

minimum of 15 members, and although participants were not contacted to ask the reason 

for not completing the questionnaires, research fatigue has been noted as a common 

problem with Delphi studies (Hasson, et al., 2000). For example, the design of the study 

being online could have caused technical issues or lack of patience with technology by 

the participants depending upon their Wi-Fi signal, the device they were using (cell 

phone versus computer), and other various uncontrollable factors. However, this online 

design did allow for providers’ opinions from a broader geographic range to be included 

in the results which could be considered a strength. A second limitation of this study is 

there does appear to be a bit of a ceiling effect happening in the results. However, that is 

a likely outcome whenever you present a list of topics generated by experts and then ask 

those same experts if they think these are worthwhile topics. Overall, this is a general 

limitation of using the Delphi methodology. 

 The qualifications to participate in this study (i.e., the experts) were carefully 

selected with purpose to collect data from medical and other allied health experts who 

have a wealth of knowledge and experience working with this population. Debate exists 

over the term “expert” and how to identify participants for a Delphi panel. Hassan et al. 

(2000) suggests that Delphi participants should be professionals with adequate experience 

who are committed to and interested in the research topic. However, the term “expert” 

could be defined in a multitude of various ways, and this definition could have an impact 

on research outcomes. It is possible that other important “experts” on developmentally 
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appropriate sexual health conversations with AYAs are those that have actually 

experienced cancer during this sensitive developmental phase in their life.  

Recommendations for Future Research 

A focus of future research should be to ask similar questions about 

developmentally appropriate sexual health information to both adolescents and young 

adults that have been impacted by cancer. The results from this study could then be 

compared and combined with the AYA expert panel member study to develop a more 

inclusive and comprehensive set of guidelines that features the voices of those that the 

guidelines impact the most. This Delphi study provides significant information that may 

be useful in guiding oncology clinicians and allied health professionals in having 

important conversations about sexual health with AYA patients. However, other research 

questions remain that could be answered with further investigation.  

Family members and caregivers/parents of AYA patients might also be engaged 

in a Delphi panel to gain their input into various factors to provide sexual health 

information for their loved ones and how it impacts family functioning. A challenging 

aspect of the integrative care teams responsibilities in working with AYAs is managing 

patient privacy and health information while having parents/caregivers involved in care. 

Exploring caregivers and family members opinions of the guidelines may provide some 

insight into managing these difficult conversations.  

Although there was agreement among panel members for all areas of the 

developed guidelines, the topics that showed the most disagreement were those 
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surrounding sexual orientation and gender identity. Further research should explore why 

the disagreement exists and how the guidelines need to be altered to provide culturally 

competent care specifically for sexual orientation and gender minority patients (i.e., 

LGBTQ/Queer community). This is especially important because sexual and gender 

minority populations experience a range of cancer related health disparities, and many 

cancer treatment institutions lack specific policies and guidelines on patient center care 

for the Queer community (Wheldon et al., 2018).  

The next step in this research would be to introduce and utilize these guidelines in 

National Cancer Institute designated cancer centers or other cancer centers that utilize an 

integrative and patient-centered approach to care. Having these guidelines in place as an 

institutional policy would allow researchers to measure the efficacy of using the 

guidelines by exploring the sexual health outcomes of AYA patients as compared to 

institutions that lack specific AYA sexual health guidelines.  

Summary 

AYAs impacted by cancer have specific medical and psychosocial needs that vary 

from their pediatric and adult counterparts due to their developmental stage and how the 

illness and its treatments make an impact biologically, psychologically, and socially. 

Sexual and reproductive health needs are especially pertinent to this population due to the 

psychosexual developmental phase of these patients. Many barriers currently exist that 

hinder AYA integrated care teams from having open, appropriate, and evidenced based 

conversations with their patients. The purpose of this study was to create consensus 

guidelines for providers on the developmentally appropriate sexual health conversations 
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that should take place with AYAs. This was accomplished by using the Delphi method of 

creating consensus among AYA oncology experts by taking into account the 

development phase and the specific sexual health needs of this particular population.  

The Delphi expert panelists concluded that developmentally appropriate sexual 

health information for AYAs should be determined by considering several patient 

characteristics and having an understanding of how the provider themselves impacts care. 

Additionally, panelists expressed overall agreement on the necessary topics of sexual 

health information that should be provided to patients based upon their developmental, 

psychosocial, and individual illness needs. These consensus guidelines could assist in 

creating a foundational understanding of how to assess for developmental 

appropriateness, awareness of provider impact, and exactly what topics (i.e., education, 

referrals, and resources) should be given to patients and their loved ones. Reducing 

barriers for this challenging topic could help to improve patients outcomes by providing 

AYAs with sexual health information that could improve their overall health and quality 

of life amidst a cancer diagnosis.  
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List of AYA facilities and organizations contacted 

1. Cook Children’s Medical Center Adolescent and Young Adult Program, 

Fort Worth, Texas 

2. Fort Worth Adolescent and Young Adult Oncology Coalition 

3. Cancer Care Services and Cancer Support Community of North Texas 

4. Alliance for Fertility Preservation 

5. Paul Allen Gill Center for Cancer and Blood Disorders at Children’s 

Health, Dallas Texas 

6. University of Texas Southwestern Moncrief Cancer Institute 

7. Moffitt Cancer Center Adolescent and Young Adult Program 

8. UNC Lineberger Comprehensive Cancer Center Adolescent and Young 

Adult Cancer Support Program 

9. Dana Farber Cancer Institute Sexual Health Program 

10. University of Toronto Hospital for Sick Children 

11. Teen Cancer America Organization 

12. Pediatric Hematology/Oncology UT Health San Antonio 

13. UT Health Austin LIVESTRONG Cancer Institute 

14. Scientific Network for Female Sexual Health and Cancer 

15. University of Texas MD Anderson Cancer Center   
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Recruitment Email 

Greetings, 

My name is Elizabeth Boatman, a PhD candidate at Texas Woman’s University. As a 

healthcare professional, you are being asked to participate as a member of a panel of 

experts for an important Delphi study. The study’s focus is developmentally appropriate 

sexual health conversations with Adolescent and Young Adult (AYA) oncology patients. 

In order to participate in this completely online panel, you must meet 1 of these 4 

inclusion criteria: 

1. Clinical or other professional expertise working directly with 5 or more AYA 

oncology patients within the past year. 

2. Primary investigator or co-investigator of a project/study or grant in AYA 

oncology. 

3. Authored or co-authored at least one published peer-reviewed article about the 

AYA oncology population. 

4. Facilitated at least one training or presentation on AYA oncology at a state, 

regional, or national conference that provided continuing education credits 

within the past year.  

Your participation will be at your own pace, completely online, and take no more than a 

total of one hour (2 rounds at <30 minutes per round). After you complete Round 1, I’ll  

contact you 6 weeks later for Round 2. Only data from those participants completing both 

rounds will be used in the final analysis. Your participation is completely voluntary, you 

may drop out of the study at any time, and your name will be known only to me. Please 

click on the link below for the Round 1 survey and additional information. 

https://www.psychdata.com/s.asp?SID=186639 

Please contact me by email at eboatman@twu.edu with any questions you may have. If 

you do not meet the criteria for participation, please consider passing this email on to 

another interested professional. 

Sincerely, 

Beth Boatman 

PhD Candidate 

Texas Woman’s University 

mailto:eboatman@twu.edu
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TEXAS WOMAN’S UNIVERSITY (TWU) 

CONSENT TO PARTICIPATE IN RESEARCH 

Title: Developmentally appropriate sexual health conversations with adolescent and 

young adult oncology patients. 

Principal Investigator:  Elizabeth Boatman eboatman@twu.edu 512-981-9567 

Faculty Advisor: Elizabeth McCarroll, PhD emccarroll@twu.edu (940) 898-2736 

Summary and Key Information about the Study 

You are being asked to participate in a research study conducted by Ms. Elizabeth 

Boatman, a doctoral student at Texas Woman’s University, as a part of her dissertation. 

The purpose of this research is for a panel of multidisciplinary AYA oncology experts to 

arrive at a consensus in regards to the developmentally appropriate sexual health 

discussions that should be communicated to AYA’s. As a participant, you will be asked 

to take part in at least 2 online surveys regarding your expert opinion on developmentally 

appropriate sexual health conversations with AYA patients. These online surveys will be 

confidential and your name will not be used in this research. This study will be quasi-

anonymous because you will be known to the researchers, but your opinions and 

generated responses will remain strictly anonymous to other participants. The total time 

commitment for this study will be approximately 1 hour, about 30 minutes for each 

survey. The greatest risk of this study includes potential loss of confidentiality. We will 

discuss these risks and the rest of the study procedures in greater detail below. 

mailto:eboatman@twu.edu
mailto:emccarroll@twu.edu
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Your participation in this study is completely voluntary. If you are interested in 

learning more about this study, please review this consent form carefully to decide 

whether or not you want to participate. Please feel free to ask the researcher any 

questions you have about the study at any time. 

Description of Procedures 

As a participant in this study you will be asked to spend a maximum of one hour 

of your time (30 minutes per round) completing the study. By participating in the Round 

1 questionnaire you are consenting to be sent a follow-up email and reminder to 

participate in the Round 2 questionnaire. If you do not or are unable to participate in both 

rounds, none of your answers will not be used in the final data analysis. The researcher 

will ask you questions about the sexual health topics of conversation that need to take 

place with Adolescent and Young Adult cancer patients and how these differ based upon 

developmental phase. In order to be a participant in this study, you must be at least 18 

years of age or older, take part in both questionnaire rounds, and identify with at least one 

of the following statements.  

1. Clinical or other professional expertise working directly with 5 or more 

patients from this specific population within the past year. 

2. Primary investigator or co-investigator of a project/study or grant in AYA 

oncology. 

3. Authored or co-authored at least one published peer-reviewed article about 

the AYA oncology population.  
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4. Facilitated at least 1 training or presentation on AYA oncology at a state 

or national conference that provided continuing education credits within 

the past year. 

Potential Risks 

The surveys will ask you questions about sexual health conversations with 

adolescent and young adult oncology patients. A possible risk in this study is discomfort 

with the questions you are asked. If you wish to take breaks you may as needed.  You 

may also stop answering questions at any time and exit the survey.  

Another risk in this study is loss of confidentiality. Confidentiality will be 

protected to the extent that is allowed by law. The researcher will utilize PsychData, an 

online research tool, as a platform for the questionnaires rounds to take place. A number, 

not your real name, will be used during the collection of data to identify participants 

answers. No one but the researchers will know your name. The primary researcher will 

collect your email contact information in the Round I survey to send you a reminder 

email to participate in the second round questionnaire. 

The data will be electronically stored and password protected to reduce the risks 

associated with data loss or tampering. Only the researcher, her advisor, and a secondary 

data reader will read the answers to the questionnaires. The answers to the questionnaires 

and consent form will be destroyed within three years after the study is finished. The 

results of the study may be reported in scientific magazines or journals but your name or 

any other identifying information will not be included. There is a potential risk of loss of 

confidentiality in all email, downloading, electronic meetings and internet transactions. 
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The researchers will try to prevent any problems that could happen because of this 

research. You should let the researchers know at once if there is a problem and they will 

try to help you. However, TWU does not provide medical services or financial assistance 

for injuries that might happen because you are taking part in this research. 

Participation and Benefits 

Your involvement in this study is completely voluntary and you may withdraw 

from the study at any time. Benefits from this research is knowing you are providing an 

important contribution to the field of AYA research. If you would like to know a 

summary of the results of this study we will email them to you at your request. 

Questions Regarding the Study 

If you have any questions about the research study you should ask the researchers; 

their contact information is at the top of this form. If you have questions about your rights 

as a participant in this research or the way this study has been conducted, you may 

contact the TWU Office of Research and Sponsored Programs at 940-898-3378 or via e-

mail at IRB@twu.edu. 

If you have read and understand the above statements, please click on the 

"Continue" button below to indicate your consent to participate in this study.  

mailto:IRB@twu.edu
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Round I Survey 

This study: 

Please be prepared to spend approximately 30 minutes of your time and to complete this 

survey all in one sitting.  The purpose of this study is for a panel of multidisciplinary 

AYA oncology experts to arrive at a consensus in regards to the developmentally 

appropriate sexual health discussions that should be communicated to AYA’s.  You will 

be asked to do the following in this round: 

1. Review the informed consent form. 

2. Answer 5 demographic questions. 

3. Answer 3 open ended questions to the best of your ability.  

At a later date, after answers from all participants are submitted and summarized, you 

will be sent an email to participate in Round 2. Participation in both rounds of this study 

is important for adequate results. Although there is no word limit for your answers, please 

be concise in your wording. 

Demographic Questionnaire: 

1. Which of the following do you qualify for? Please choose all that apply. 

a. Clinical or other professional expertise working directly with 5 or 

more patients from the AYA (15-39 years old) population within 

the past calendar year. 
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b. Primary investigator or co-investigator of a project/study or grant 

in AYA oncology. 

c. Authored or co-authored at least one published peer-reviewed 

article about the AYA oncology population. 

d. Facilitated at least 1 training or presentation on AYA oncology at a 

state or national conference that provided continuing education 

credits within the past calendar year. 

2. What is your title and role within your organization? 

3. What is the highest degree that you hold? 

4. What licenses or certificates do you hold? 

5. What email would you like to use to be contacted for the Round 2 survey? 

Round I Questionnaire: 

1. Sexual health is defined by the World Health Organization as “a state of physical, 

mental, and social well-being in relation to sexuality'' (pa. 4). Please list more 

than 4 but less than 10 sexual health topics of conversation you believe providers 

should address with Adolescent (15-18 years old) and Young Adult (19-39 years 

old) oncology patients?  

2. Please take a minimum of 4 of the topics you listed in the previous question and 

briefly discuss how the focus of conversation would differ for the Adolescent (15-

18 years old) versus the Young Adult (19-39 years old) patient?  
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3. Is there anything relevant you would like to add about developmentally 

appropriate sexual health conversations with AYAs which you feel may have 

been omitted from the above 2 questions?  
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Round II Survey 

This study: 

Please be prepared to spend approximately 20 minutes of your time and to complete this 

survey all in one sitting.  The purpose of this study is for a panel of multidisciplinary 

AYA oncology experts to arrive at a consensus in regards to the developmentally 

appropriate sexual health discussions that should be communicated to AYA’s. 

Participation in both rounds of this study is important for adequate results. You will be 

asked to do the following in this round: 

 

1. The following statements were generated based upon all panel members’ 

responses to the R1 survey. You will be asked to rate each statement by level of 

agreement using a 5 point Likert scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

By clicking on the link to continue to the Round II survey, you are consenting to 

participate in this research.  

Round II Survey 

Question Category #1 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

"Developmentally appropriate" care should be determined by considering the 

following patient characteristics.  

Emotional development     1     2     3     4     5   

Cognitive development     1     2     3     4     5  

Health status/history      1     2     3     4     5  
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Gender identity (or questioning)    1     2     3     4     5  

Sexual orientation (or questioning)    1     2     3     4     5  

Current relationship status (i.e. Thinking about   1     2     3     4     5  

   dating, partnered, married, married with kids, etc) 

Current support system both inside and    1     2     3     4     5  

   outside the home 

Current sexual activity/sexual debut discovery  1     2     3     4     5  

 

Question Category #2 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

To provide developmentally appropriate information/conversation, the provider 

must have an understanding of the following: 

With 18 year old or younger patients,  

   confidentiality and limits must be reviewed  

   and parents should be involved, but offering   1     2     3     4     5  

   privacy for the patient is still important.  

Patient’s/family values and beliefs.    1     2     3     4     5  

Patient’s current and future goals in regards    1     2     3     4     5  

   to sexual health and relationships. 

Providers personal bias and how it affects    1     2     3     4     5  

   patient outcomes. 

Providers responsibility to start and maintain   1     2     3     4     5  

   the conversation about sexual health. 

How the providers assumptions could be    1     2     3     4     5  

   detrimental to patient outcomes. 

Importance of validating and normalizing    1     2     3     4     5  

   patient experiences and feelings. 

 

Question Category #3 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

Sexual Health Assessments should include the following: 

Informed consent for under 18 years old   1     2     3     4     5  

Current sexual activity     1     2     3     4     5  

Brief sexual history interview     1     2     3     4     5  

Gender identity      1     2     3     4     5  
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Sexual orientation      1     2     3     4     5  

 

Question Category #4 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

If determined developmentally appropriate, sexual health education given by a 

provider should include the following: 

Contraceptive options      1     2     3     4     5  

How to use contraceptives     1     2     3     4     5  

Cancer specific risks of pregnancy    1     2     3     4     5  

Sexually Transmitted Infections (STIs)    1     2     3     4     5  

   prevention options 

How to use prevention options for STIs   1     2     3     4     5  

Cancer specific risks of STIs     1     2     3     4     5  

Specific HPV discussion     1     2     3     4     5  

Dispelling myths      1     2     3     4     5  

 

Question Category #5 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

If determined developmentally appropriate, Sexual Health prognosis discussions 

given by a provider should include the following: 

Benefits and risks to sexual activity during cancer  1     2     3     4     5  

Sexual health late effects     1     2     3     4     5  

How cancer and its treatment affect Fertility   1     2     3     4     5  

How cancer and its treatment affect Dating   1     2     3     4     5  

How cancer and its treatment affect Maintaining   1     2     3     4     5  

   Intimate Relationships 

How cancer and its treatment affect Sexual Pain  1     2     3     4     5  

How cancer and its treatment affect Libido/Desire  1     2     3     4     5  

How cancer and its treatment affect     1     2     3     4     5  

   Physical Sexual Functioning Issues 

How cancer and its treatment affect Emotional Health 1     2     3     4     5  

How cancer and its treatment affect Body Image  1     2     3     4     5  

How cancer and its treatment affect Sexual Self Esteem 1     2     3     4     5  
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Question Category #6 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

If the need is determined, Sexual Health referrals given by a provider should 

include the following: 

Fertility counseling and preservation    1     2     3     4     5  

Mental health counseling     1     2     3     4     5  

Group and/or social support programs   1     2     3     4     5  

Sex Therapy       1     2     3     4     5  

Couples Counseling      1     2     3     4     5  

 

Question Category #7 

Please select your level of agreement with each statement using the following Likert 

scale.  

1 = Strongly disagree, 2 = Disagree, 3 = Neutral, 4 = Agree, 5 = Strongly agree. 

 

Sexual health reading material to have available for patients should include the 

following: 

Getting back to dating      1     2     3     4     5  

Strategies to help with intimate relationship challenges 1     2     3     4     5  

Strategies to help optimize sexual health after cancer 1     2     3     4     5  

Coping with sexual dysfunction as a result of treatment 1     2     3     4     5  

Cosmetic options and prosthetics    1     2     3     4     5  

Coping with disability and/or prosthetic medical devices 1     2     3     4     5  
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Guidelines on Developmentally Appropriate Sexual Health Discussion with AYAs 

Impacted by Cancer 
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Consensus guidelines on developmentally appropriate sexual health discussions with 

Adolescent and Young Adults (defined as ages 15-39) impacted by cancer. 
__________________________________________________________________________________ 

A. "Developmentally appropriate" care should be determined by considering the following 

patient characteristics. Note: Not strictly by age.  

● Emotional development      

● Cognitive development 

● Health status/history  

● Gender identity and sexual orientation (or questioning)  

● Current relationship status (i.e. Thinking about dating, partnered, married, married with 

kids, etc) 

● Current support system both inside and outside the home 

● Current sexual activity/sexual debut discovery   

 

B. To provide developmentally appropriate information/conversation, the provider must 

have an understanding of the following: 

● With patients younger than 18 years of age, confidentiality and limits must be reviewed 

and parents should be involved, but offering privacy for the patient is still important.  

● Patient’s and/or family values and beliefs.     

● Patient’s current and future goals in regards to sexual health and relationships. 

● Provider’s own personal bias and how it affects patient outcomes. 

● Provider’s responsibility to start and maintain the conversation about sexual health. 

● How the provider’s assumptions could be detrimental to patient outcomes. 

● Importance of validating and normalizing patient experiences and feelings. 

 

C. Providers should include the following sexual health information and assessments in 

their work with AYAs: 

C1. Sexual Health Assessments done by the provider should include the following: 

➔ Informed consent for under 18 years old    

➔ Current sexual activity      

➔ Brief sexual history interview      

➔ Gender identity and sexual orientation       

C2. If determined developmentally appropriate, sexual health education given by a 

provider should include the following: 

➔ Contraceptive options (specific to cancer diagnosis) and how to use them. 

➔ Cancer specific risks of pregnancy     

➔ Sexually Transmitted Infections (STIs) 

➔ Prevention options for STIs and how to use them. 

➔ Cancer specific risks of STIs 

➔ Specific HPV discussion      

➔ Dispelling myths 
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C3. If determined developmentally appropriate, Sexual Health prognosis 

discussions given by a provider should include the following: 

➔ Benefits and risks to sexual activity during cancer.  

➔ Sexual health late effects.    

➔ How cancer and its treatment affect fertility.  

➔ How cancer and its treatment affect dating. 

➔ How cancer and its treatment affect maintaining intimate relationships. 

➔ How cancer and its treatment affect sexual pain. 

➔ How cancer and its treatment affect libido/desire.  

➔ How cancer and its treatment affect physical sexual functioning issues. 

➔ How cancer and its treatment affect emotional health. 

➔ How cancer and its treatment affect body image. 

➔ How cancer and its treatment affect sexual self esteem. 

 

C4. If the need is determined, Sexual Health referrals given by a provider should 

include the following: 

➔ Fertility counseling and preservation 

➔ Mental health counseling 

◆ Sex therapy 

◆ Couples counseling 

◆ Individual counseling 

◆ Group and/or social support programs 

 

C5. Sexual health reading material to have available for patients should include the 

following: 

➔ Getting back to and/or starting to date  

➔ Strategies to help with intimate relationship challenges 

➔ Strategies to help optimize sexual health after cancer 

➔ Coping with sexual dysfunction as a result of treatment 

➔ Cosmetic options and prosthetics 

➔ Coping with disability and/or prosthetic medical devices 

_________________________________________________________________________________ 

 


