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Taboo Topics in Adolescent and Young Adult
Oncology: Strategies for Managing Challenging
but Important Conversations Central to
Adolescent and Young Adult Cancer Survivorship
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Elyse R. Park, PhD, MPH!?; and Abby R. Rosenberg, MD, MS, MA®

Research on adolescents and young adults (AYAs) with cancer has flourished over the past decade,
underscoring the unique medical and psychosocial needs of this vulnerable group. A cancer diagnosis during
adolescence and young adulthood intersects with the developmental trajectory of AYAs, derailing critical
physical, social, and emotional development. AYAs face these abrupt life changes needing age-appropriate
information and resources to offset these challenges. Greater attention is needed to address AYA-specific
concerns on reproductive and sexual health, financial security and independence, emotional well-being,
social support, and end-of-life care. If these unique needs are unaddressed, this can adversely affect AYAs’
health care engagement and overall quality of life, increasing their risk for cancer-related morbidity and early
mortality. In particular, health care decisions made during treatment have important implications for AYA
patients’ future health. Oncology clinicians are well positioned to address AYA patients’ concerns by an-
ticipating and addressing the challenges this age group is likely to face. In this paper, we explore several core
topics that affect AYAs’ quality of life and that can be challenging to address. Starting from the moment of
diagnosis, through cancer treatment and post-treatment survivorship, and into end of life, each section
highlights critical developmental-centric life domains that are affected by the cancer experience. Specifically,
we discuss resources, tools, and strategies to navigate these challenging conversations. Taking a risk-
reduction approach that invites two-way communication and facilitates referral to age-appropriate re-
sources would help destigmatize these experiences and, in turn, would support the provision of compassionate
and effective age-concordant care to this vulnerable group.

INTRODUCTION

Sparked by a landmark report from the National
Cancer Institute in 2006, research on cancer di-
agnosed during AYA ages has flourished over the past
decade. This work has been fueled by observed dis-
parities in cancer outcomes among this group, high-
lighting individuals diagnosed with cancer between
ages 15 and 39 as a high-priority group. This phe-
nomenon, termed the “AYA gap,”! referred to the
dearth in improvements in survival rates for individuals
diagnosed during this life stage compared with those
diagnosed in childhood (younger than age 15) and
adulthood (older than age 40). Multiple factors have
been proposed to contribute to this survival gap, in-
cluding differences in the biologic and genetic features
of their cancer, delays in diagnosis, low participation in

AYAs comprise approximately 5% of cancer diagnoses
in the United States, which equates to approximately
70,000 new diagnoses each year.®> Much of what we
have learned about AYAs to date has been extrapolated
from work done with childhood survivors who have
grown to become AYAs. Yet, what sets AYAs apart from
their younger and older counterparts are their distinct
medical and psychosocial needs during and after
treatment. The timing of their diagnosis intersects with
a period of substantial physical, social, and emotional
development.®” This sets the stage for unique and
complex needs that are largely under-addressed.® A
cancer diagnosis during the AYA life stage exacerbates
typical developmental challenges and interferes with
the attainment of important age-specific milestones,
including establishing autonomy, moving away to
college, developing romantic relationships, launching

cancer clinical trials (leading to delays in the devel-
opment of novel therapies), lack of targeted treatments,
and treatment noncompliance.?®

a career, becoming financially independent, and
starting a family.>® Straddling the pediatric and adult
world, AYAs face the cancer experience with the
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PRACTICAL APPLICATIONS

e The needs of AYA patients with cancer differ
widely due to the timing of their diagnosis rel-
ative to their development and the impact that
cancer and cancer treatment have on the at-
tainment of important developmental
milestones.

There is clear evidence that AYAs experience
high unmet needs, which can adversely
affect their health and experience with the
medical system. As AYAs age into adulthood,
they carry with them important quality-of-life
impairments that can further negatively affect
their health.

Oncology clinicians are in a unique position to
facilitate challenging discussions associated
with AYA health. Taking every opportunity to
connect their AYA patients with resources can
help address their unmet needs. Simply asking,
validating, and referring can potentially offset
the physical, social, and emotional burden
AYAs may otherwise face.

cognitive capacity to understand the gravity of their iliness;
yet, underdeveloped emotional coping and decision-making
processes may challenge their adjustment and adversely
affect their overall well-being.®

Despite growing appreciation for the unique needs of this
age group, there remains a need to focus on how best to
deliver comprehensive cancer care to AYAs. Part of this
work involves a willingness and ability to initiate conver-
sations about difficult topics that are critical to the emotional
and physical health of AYAs. This is important because the
way clinicians communicate with and tackle the needs of
AYAs has been shown to affect the doctor-patient re-
lationship, AYAs' treatment satisfaction, and ultimately their
overall quality of life.? In this paper, we explore several
“taboo” topics that affect AYA quality of life and that are
perhaps challenging for clinicians to address. Importantly,
although the challenge to oncology clinicians is similarly
multifactorial and largely unmet, our goal is to highlight
oppportunitites to address these topics during the limited
time allotted for a clinical encounter. Starting with concerns
that emerge at the moment of diagnosis, throughout
treatment, transitioning into end-of-cancer care and into
end of life, each section briefly summarizes what is known
about the topic and provides strategies and techniques to
tackle these often-difficult conversations with AYA patients.
Our goal is to provide oncology clinicians with resources and
tools to engage in this important aspect of their work, in turn
supporting their AYA patients’ well-being.
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ADDRESSING INFERTILITY AND OPTIONS FOR ITS
PRESERVATION: CANCER DOES NOT STOP PATIENTS FROM
WANTING TO BE PARENTS

Cancer treatments often have temporary or permanent
gonadotoxic side effects among AYAs.1%13 Due in part to the
distressing and overwhelming nature of a cancer diagnosis,
which occurs before patients are considering fertility issues,
many AYAs do not fully understand or remember the po-
tential adverse implications of their current or future
fertility.2*!° Yet, others are left tackling questions around
cancer-related infertility even before they have begun to
consider if and when they want to have a family of their own.
AYAs who experience cancer-related infertility are more
likely to report lower physical and emotional quality of life
and clinically significant levels of distress in relation to loss
of/impaired fertility.*>8 In recent studies, as many as 51%
of newly diagnosed female AYA patients and 44% of newly
diagnosed male AYA patients reported fertility-related
concerns.’®?° Not surprisingly, information about infertility
risks and options for having children is a common unmet
need among AYAs.212

Organizations such as ASCO,?* the National Comprehensive
Cancer Network (NCCN),?® and the American Society for
Reproductive Medicine (ASRM)?® have established pro-
fessional guidelines to enhance the likelihood that AYAs
receive timely and actionable information about cancer-
related infertility. These guidelines essentially highlight
two key issues: (1) AYAs should be informed about the
potential gonadotoxic effects of their cancer or its treatment
as early as possible, and (2) if AYAs are interested in
learning more about options for preserving their fertility, they
should be referred to reproductive specialists. AYAs desire
to be fully informed about their options,?” and clinicians
often underestimate the importance of these discussions.?®
Moreover, studies show that less than 50% of oncologists
follow recommended ASCO/NCCN/ASRM guidelines, rarely
referring patients to fertility preservation specialists. Addi-
tionally, less than 25% of oncologists are aware of or dis-
tribute written educational materials to their patients.?®*°
Guideline-concordant care remains suboptimal even in
resource-rich settings; specifically, a random review of
clinical charts from four National Cancer Institute—
designated comprehensive cancer centers determined that
only 26% of AYA patient records had documentation of
infertility risk discussions.3' Additionally, only 13% of charts
had documented referral to a reproductive specialist.3! Of
note, as is common with AYA research, it's important to
acknowledge the varied age range used to define the AYA
population in each of these studies when interpreting
findings.

There are multiple barriers that hinder clinician adherence
to guideline-concordant care in this area: institutional-level,

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


http://asco.org/edbook

Taboo Topics in Adolescent and Young Adult Oncology

clinician-level, and patient-level.?®32 At the institutional
level, there are resource limitations. Across National Cancer
Institute—designated comprehensive cancer centers, a 2013
study revealed that only 27% of participating sites (8/30)
had staff with time dedicated to fertility preservation, and
institutional policies regarding consistent provision of
fertility preservation information were rare (13%, 4/30).
Unfortunately, because a majority of AYAs are treated in
community-based practices, their access to fertility pres-
ervation information and resources is likely even more
limited.3® Clinicians also face many communication bar-
riers, including time demands, comfort level with con-
versations about fertility, and limited awareness of fertility
preservation options.3%344° AYA concerns are further
multilayered: patients are managing their own distress;
navigating cultural/familial or religious perspectives on
assisted reproduction; and balancing priorities, including
cost of fertility preservation procedures.®6443 Collectively,
these barriers compromise the ability of clinicians to deliver
optimal care for their AYAs in this important patient-
centered domain.

Attempts to educate and empower patients and to educate
oncology clinicians has resulted in a growing number of
promising resources (Table 1), including strategies aimed at
helping clinicians initiate conversations about infertility
(Table 2). The resource list is neither exhaustive nor an
endorsement of a particular resource; we include it because
it provides a range of emerging and useful tools to enhance

patient-centered care for AYAs who want timely and helpful
information about options to preserve their fertility.

ADDRESSING AYA SEXUAL HEALTH: AWARENESS,
SENSITIVITY, AND DEVELOPMENTALLY INFORMED CARE

Sexual health is a critical yet often overlooked aspect of
care for AYAs with cancer, potentially compromising their
physical health and quality of life.**%” Specifically, sexual
health refers to one’s state of well-being in relation to one’s
sexual identity, preferences, behavior, and relationships.
During adolescence and young adulthood, exploring sexu-
ality, romantic relationships, and psychosexual identity are
important aspects of development.*® Indeed, a common
unmet need is the acknowledgment of an AYA patient's
preferred sexual orientation and gender identity.*® This is
particularly important during adolescence and young
adulthood. Leshian, gay, bisexual, transgender, and other
sexual/gender minority patients tend to be marginalized
despite their elevated risk for certain cancers and their lower
participation in routine cancer screening.’®®! Sexual/gen-
der minority survivors of cancer tend to report higher rates of
psychological distress and discrimination than their het-
erosexual and cisgender peers.52-5

In contrast to common misconceptions that having cancer
precludes exploration of sexual identity and corresponding
sexual behaviors, AYAs with cancer engage in these pro-
cesses at similar rates to nonill peers.5>% However, AYAs
with cancer of all sexual orientations have additional, unique

TABLE 1. Fertility-Preservation Resources
Support Type Resource

Institutional
support

FERTLINE: National fertility preservation hotline and source for clinical care communication supported by the Oncofertility
Consortium. http://oncofertility.northwestern.edu/resources/about-fertline

Clinician Pocket Guides: Information and guidance to oncologists, endocrinologists, and other health care clinicians concerned with
the reproductive health of patients and survivors. www.savemyfertility.org/pocket-guides/providers

Patient Pocket Guides: Resource for adult patients and the parents of children with cancer who want to learn more about preserving
their fertility before and during cancer treatment and protecting their hormonal health after treatment. www.savemyfertility.org/
pocket-guides/patients

Clinician support  Oncofertility Consortium: The Consortium represents a nationwide, interdisciplinary, and interprofessional network of medical
specialists, scientists, and scholars who are exploring the relationships between health, disease, survivorship, and fertility

preservation in young patients with cancer. http://oncofertility.northwestern.edu/

Enriching Communication skills for Health professionals in Oncofertility (ECHO): Web-based training program that includes
psychosocial, biologic, clinical, and skill-building modules to help oncology health professionals communicate timely and relevant
information regarding reproductive health to their AYA patients. https://echo.rhoinstitute.org/

Fertility Scout: Online tool designed to help oncology health care clinicians and patients find fertility preservation services. www.
allianceforfertilitypreservation.org/get-involved/fertility-scout

Patient support Alliance for Fertility Preservation: A 501(c)(3) charitable organization focused on fertility preservation for patients with cancer and
comprising professionals from oncology, oncology nursing, reproductive endocrinology, urology, psychology, and reproductive law.

www.allianceforfertilitypreservation.org/index.htm

ReproductiveFacts.org: A website for patients by the American Society for Reproductive Medicine. www.reproductivefacts.org/

LIVESTRONG Fertility: Information on treatment and eligibility for discounted rates for fertility preservation interventions. www.
livestrong.org/we-can-help/livestrong-fertility
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TABLE 2. An AIDED Approach to Talking With Your Patients About Their Fertility*

Central Components

Sample Probes/Talking Points

Assess patient’s general understanding of their diagnosis and its potential
impact on fertility as well as current and future desires to have a child.

“Has anyone discussed how your cancer treatment may affect your ability to
have children?"

“I would like to discuss how your cancer treatment might affect your ability to
have children. I'd like to understand your perspective so that we can
discuss potential options.”

“I' know this is something you may not be thinking about right now, but do you
think you may want to have (more) children in the future?”

Introduce the topic of fertility and why you are discussing this topic.

“I'would like to talk with you about these issues. Is this something you would
like to hear about?”

“Is there someone you would like to have with you when we talk about this?”

“Before | begin, tell me what you have already been told about the possible
effect of treatment on your fertility.”

Describe potential impact of a cancer diagnosis and/or treatment on fertility
and available options to assess current fertility and future biologic and
nonbiological parenting options.

“Risk(s) of infertility with patients depends on the disease type and planned
treatment(s).”

"The recommended treatment involves freezing fertilized eggs/your eggs/your
sperm. Can | describe those to you now?”

Explain the timeline for assessing fertility and pursuing future parenting
options and refer to relevant specialists.

“The process for freezing an embryo/your eggs takes 2.5 to 3 weeks. When
patients are interested in these options, we refer them to a specialist.”

“The process for freezing your sperm takes a week to 10 days, and men
usually give three separate specimens with 2 to 5 days between collections.
When patients are interested in this option, we refer them to a specialist.”

Discuss and provide patients with information and offer support to facilitate
decisions about fertility preservation.

“

“This can be a difficult decision. There is no “right’ decision, and we will
support you whatever you decide. The goal is to provide all the information
you need to make the best decision for yourself based on what you know

Abbreviation: AYA, adolescent and young adult.

*Communication tips adapted from Vadaparampil et al.** Detailed scripts and additional information are available for female patients, male patients, and

post-treatment survivors.

sexual health needs that require specialized care. Many
AYAs experience sexual dysfunction during and after
treatment,®>%75° with over one-half reporting problems with
sexual functioning during the first 2 years after diagnosis.>”
Importantly, AYAs perceive that these issues negatively
affect intimacy and their romantic relationships.*>©°6! AYAs
receiving treatment face additional risks associated with
unprotected sex, including increased susceptibility to sex-
ually transmitted infections and potential for severe preg-
nancy complications.5?%® To mitigate these concerns and
provide whole-patient care, clinicians must be prepared to
consistently and appropriately address sexual health needs
for AYAs with cancer.

Although AYAs with cancer desire and benefit from re-
ceiving sexual health information,*¢%3%4 clinicians do not
consistently recognize sexual health as an unmet need.*®
Many also lack confidence in querying sexual/gender
identity and providing appropriate care focused on sexual
health.536% Additional barriers to sexual health conversa-
tions include clinicians’ misconceptions that AYAs with
cancer are too sick to engage in sexual behaviors®®; AYAs’
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and need right now.”

unwillingness to initiate conversations or ask questions®”-8;
and clinicians’ discomfort broaching sexual health topics,53%5¢”
particularly when family members are present.® Indeed, dis-
cussing sexual health is complex. Clinicians must be prepared
to navigate issues around sexual/gender identity, patient/family
and cultural values, and, particularly for adolescents, confi-
dentiality and parental consent. Critically, however, these
conversations are associated with positive outcomes. AYAs
who discuss sexual health and contraception practices with
clinicians report increased contraception use, better knowledge
of risks, and more confidence in their relationships with their
clinician 5364

Currently, there are no standard practices for addressing
AYA sexual needs, and care is inconsistent.®®’° To ad-
dress this gap, the Global Adolescent and Young Adult
Cancer Congress recently developed guidelines to help
clinicians screen and intervene on sexual health issues,
particularly concerns related to sexual dysfunction and
contraception.”® Building on this work, we offer additional
guidance for addressing these complex topics, including
initiating conversations, asking and eliciting important
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questions, normalizing and validating experiences, and
creating a safe space (Table 3). Ultimately, it is critical for

that cancer negatively affected their finances more than
those diagnosed at age 15 to 25 (77.8% vs. 37.5%).”

clinicians to acknowledge that AYAs with cancer engage
in sexual behavior during and after treatment, to ap-
propriately assess sexual health needs and risk-taking
through creating a safe environment for AYAs to ask
questions and share concerns, to and provide in-
dividualized information that empowers AYAs to take
control of their sexual health.

How patient financial burden can be addressed and how
cost conversations should happen in oncology are emerging
areas of research. Although improving patients’ un-
derstanding of cancer care costs is part of providing high-
quality cancer care,’® clinicians and patients do not often
consider this to be the role of oncologists.” Instead, social
workers, navigators, and financial advocates are seen as
best equipped to discuss costs with patients.”® Common
cost concerns raised by patients with cancer across studies
include clinician’s lack of time to attend to insurance eli-
gibility/coverage, worries that costs may affect a clinician’s
decision-making and the patient-clinician relationship, and
the cost of specific tests and visits.2%# Many of these are
concerns common to AYA patients with cancer, who can
feel lost in an unfamiliar health care system, and are
complicated by AYA patients’ insurance coverage.

FINANCIAL TOXICITY: AN UNADDRESSED SIDE EFFECT FOR
AYAs WITH CANCER

AYAs tend to be healthy prior to diagnosis and have little
experience with the health care system, insurance, and
medical bills.”*7? Across studies, AYAs with cancer con-
sistently report financial burden, reduced access to care,
limitations in their ability to work, and worse quality of life
due to their cancer treatment.”>7¢ Differences in financial
burden exist by age within the AYA population.”® In one
study, AYAs diagnosed with cancer at age 26 to 39 reported

Financial toxicity, which encompasses the problems a pa-
tient faces due to the cost of their medical care, can be

TABLE 3. Discussing Sexual Health

Central Components Sample Probes/Talking Points

Initiating conversations “I'd like to ask you some questions about your sexual health. Is that okay? You don’t have to answer any questions that

you don’'t want to.”

“If it is okay with you, I'd like to share some information with you about how [cancer/treatment] may affect your
sexual health. Even if this doesn't feel relevant for you right now, it might be helpful information for you to have for the
future.”

Asking and eliciting important
questions

“It is important for me to know what is important to you. This includes your personal life like sex and intimacy. How
would you describe your sexual orientation? Are you attracted to men, women, both, or neither? What about your
gender identity? Do you identify as a man, woman, or non-binary?”

“Sometimes young people with cancer feel like they don't get enough information from their doctors/nurses about their
sexual health, and | want to make sure I'm giving you all the information you need. What else would you like to know?”

“It's common for teens and young adults to feel that cancer has affected their sense of intimacy or romantic
relationships. Has this been true for you?”

Normalizing and validating “Talking about sex and gender can feel awkward, and | confess | may not use or say the right words. | invite you to
correct me or help me so that | can take better care of you.” Always ask how your patient would like to be referred to

and their preferred language.

“Many young people with cancer experience concerns with their sexual functioning. Often, they don't realize that these
issues can be related to their treatment, and in some cases, there are things we can do to help. We are here to answer
any of your guestions about what might be related to your cancer treatment.”

“Sometimes teens and young adults with cancer are curious about how their cancer treatment can affect their sexual
health but don't feel comfortable asking. Would it help if | share some information about it?”

Creating a safe space “I want to make sure | am giving you the best care | can and all the information you need to stay healthy. Is there
anything about your sexuality or sex life that | haven't asked about but you think it would be important for me to

know?”

To an adolescent: “I'd like to talk to you about your sexual health. | want you to know that this conversation will be
confidential, which means that | won't tell anyone else what you tell me.”

To a parent: “As part of his/her cancer care, we routinely have conversations with your son/daughter about their sexual
health. What should | know about how you have discussed this in your family so far?”

“Sometimes teens and young adults feel more comfortable discussing their sexual health with a clinician of their same
gender. Is that something you would prefer?”
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a concern for patients of any age.®® Yet AYAs with cancer
tend to have unique resource and social experiences while
going through cancer treatment that can place them at
added risk for financial issues.2*®5 A typical AYA di-
agnosed with cancer lacks the financial security of older
adults.®® Younger AYAs are often establishing in-
dependence from their parents while undergoing for-
mative educational and work experiences.®” Although
many patients in this age range are covered by their
parents’ health insurance, certain groups, such as His-
panic AYAs have lower insurance access.® Even with
insurance, out-of-pocket medical expenses can still be
high.® By age 26, AYAs no longer have access to de-
pendent health insurance coverage and experience limited
employer-sponsored insurance coverage options.®*°! At
the same time, AYAs may face additional financial strains
not experienced by older patients with cancer, such as the
costs of oncofertility services, which are often not covered
by insurance.®>%3

As a result, financial concerns are common among AYAs
with cancer and are often left unaddressed. In the AYA
Hope study, financial advice was the most commonly re-
ported unmet need by AYAs.®* AYA patients with cancer
want to understand their cancer costs, including how their
insurance works.”! For clinicians, finances can be a delicate
topic, and few oncologists feel comfortable discussing costs
or feel it is their role to do s0.9%

Cost discussions are recommended as part of high-quality
patient-clinician communication in oncology.®” To meet
this goal, organizational commitment is required to ad-
dress patient cost concerns.®? Few patients with cancer
report having cost conversations with their medical clini-
cians, and for those who do, conversations are often brief
and occur at a single point in time.8%%8 Although there is
limited evidence, patients who discuss costs with their
oncology clinicians do report lower out-of-pocket costs.
Specifically, clinicians can help by starting a cost con-
versation with patients to understand if financial concerns
are affecting patient decision-making around care. Clini-
cians can problem-solve regarding modifying treatment
options or working with insurers to ensure preauthorization
of services. Additionally, they can refer patients to internal
resources, such as financial assistance, or to external
resources, such as Triage Cancer. Effective cost-of-care
conversations should thus include raising concerns with
patients, integrating conversations into the clinical work-
flow, and assisting AYAs (through referral) with addressing
financial issues (Table 4).

Clinicians should also be aware of the social and de-
velopmental factors that may affect their AYA patients’
financial toxicity that differ from older patients.?>1%2 One
example of a common but underappreciated financial

6 2020 ASCO EDUCATIONAL BOOK | asco.org/edbook

Perez et al

burden experienced by AYAs with cancer is their dual
caregiver roles; AYA patients with cancer, for example,
may have caregiving responsibilities both for young chil-
dren and aging parents or grandparents, which can be
costly. At the same time, due to their unique life stage,
AYAs with cancer may face greater structural vulnerabil-
ities or social risk that affects their access to care, treat-
ment adherence, and financial toxicity, such as housing
instability, food insecurity, and educational barriers (e.g.,
student loans).?? As such, screening AYAs for social and
economic determinants in the oncology context should
encompass resource needs (e.g., childcare costs, stu-
dent debt) extending beyond insurance and medical
costs.'® Screening for social and economic determi-
nants of health may allow oncology clinicians to reduce
barriers to care.!®* Ultimately, AYA patients need the
opportunity to have their financial cost concerns heard and
addressed in efforts to minimize experiences of cost
burden.

TRANSITIONING INTO POST-TREATMENT SURVIVORSHIP:
ADDRESSING PSYCHOSOCIAL NEEDS THAT BEGIN WHEN
TREATMENT ENDS

The transition from end-of-treatment to post-treatment
survivorship brings about a new set of challenges for
AYAs!9®; however, limited attention has been placed on
this sensitive re-entry period. This is noteworthy because
post-treatment survivorship represents an important phase
in the life trajectory of AYAs that carries additional emo-
tional, social, and practical considerations. Like the tim-
ing of diagnosis, the end-of-treatment transition occurs
abruptly and intersects with the normative developmental
transitions that define this age group.®*° The difference
here, however, is that at this juncture AYAs are forced to
resume a life that has been profoundly transformed by the
cancer experience.'% Indeed, AYAs report feeling con-
fused, unprepared, and alone as they strive to achieve
a sense of normalcy.”?2:195:107 Typical normative de-
velopmental concerns, such as dating, getting married,
and having a family, are now observed through a new
lens—one filled by uncertainty and self-doubt. Their sense
of self and the world, now divided into a “before-cancer”
and “after-cancer” self,'® may become enshrouded by
a desire for control, integration, and meaning. Physical
aftereffects of treatment, such as pain or fatigue, may in-
terfere with efforts to resume social, work, or school activ-
ities.1°® Making any life decision, big or small, becomes an
arduous task as they grapple with making the “right” choice.
Adesire to “catch up” at work, for instance, may be met with
the opposing impulse to change careers or live life fully for
fear of an uncertain tomorrow. Others may cope with trying
to explain vocational gaps to avoid discrimination. They may
also experience difficulty separating themselves from their
cancer experience, feeling isolated in their fears as others
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TABLE 4. Discussing Financial Concerns*

Cost Conversation Components

Implications for Clinicians of AYA Patients

Sample Talking Points

You won't know if you don'’t ask.

AYAs may lack the awareness to raise financial concerns in
a health care context. Don’t wait to raise concerns only
when you sense a patient is having financial difficulties;
screen for financial hardship with all your AYA patients.

“I'd like to ask about any worries or concerns you have
about the costs of your cancer care.”

Discuss the cost prognosis.

Clinicians report being worried that costs may affect what
care a patient may agree to, but patients often see a cost
conversation as helping them plan for their care.

“I know talking about costs can feel a bit stressful with
everything you have going on, but our goal is to get you
the best possible care.”

You can anticipate many, if not all,
costs.

AYAs often worry about other costs in their lives, such as
school tuition, student loans, and childcare. As such, the
indirect costs of care may be a big source of stress for
AYAs with cancer, meaning that clinicians should screen
for indirect costs and direct medical cost burden.

“Are there any costs that you are worried about?
Sometimes we hear from patients that finding
childcare or traveling for their care causes worries
about costs.”

Be systematic: Make exploration
of out-of-pocket costs routine.

Financial issues may emerge over time for AYAs with
cancer as they go through their cancer treatment; as
such, clinicians should be systematic and regular when
developing financial toxicity screening systems and
ensure that these issues are discussed with AYAs
throughout their treatment.

“Let’s keep checking in on this issue at each visit to make
sure we are continually addressing costs and any
concerns.”

Integrate cost conversations into
your workflow in a way that
works for you.

AYAs are an age group comfortable with technology, so
identifying alternative ways to screen, such as through
patient portals, can be an efficient way to ensure that
their financial concerns are heard and addressed.

Enlist your ancillary staff.

AYA oncology programs are increasingly emerging across

“l am going to bring in another member of my teamwho is

the United States. Many of these programs have
navigators or educators who work directly with AYA

an expert on such matters and can help us brainstorm
for possible solutions.”

patients and can be an important resource to help you

screen your AYA patients for cost concerns.

It gets easier and better.

Cost conversations are a key component of high-quality

cancer care for AYAs with cancer. The more you have
these discussions, the better your approach with young

patients will be.

Abbreviation: AYA, adolescent and young adult.
*Tips adapted from Sloan and Ubel'® and the American College of Physicians Costs of Care Resources.'®!

urge them to move on. As a whole, the aftermath of cancer
treatment can lead to quality-of-life impairments that span
multiple life domains, interfering with AYA patients’ social,
familial, financial, professional, spiritual, and emotional
well-being.522:10°

Not surprisingly, the collective impact of these transitional
challenges and the lack of survivorship preparation render
AYAs at increased risk for poorer mental health outcomes.
Indeed, studies document higher rates of distress in AYAs
compared with individuals diagnosed as children or older
adults.>1%° Although reports on the prevalence of distress in
AYAs vary widely, upward of one-third have been shown to
endorse symptoms that meet clinical thresholds.!to!1!
Specifically, 44% report having post-traumatic stress
symptoms®; additionally, 31% endorse moderate to severe
levels of anxiety and depression.'° Fear of recurrence is
also high, with up to 62% reporting elevated worry.!?
Notably, distress symptoms have been found to persist
beyond treatment completion, with the highest levels

documented within the first 2 years after treatment com-
pletion.!!3 It is also important to note that, given the timing of
their diagnosis, symptoms of distress may fluctuate and
coincide with key developmental milestones affected by
cancer. For instance, a young adult breast cancer survivor
may experience elevated anxiety when she observes her
daughter begin to develop breast buds. Overall, this sug-
gests that the emotional well-being of AYAs should be
assessed at regular intervals throughout post-treatment
survivorship.

Despite these challenges, numerous studies identify
psychosocial support as an unmet need among AYA co-
horts, especially when treatment ends.” 19197 The barriers
to psychosocial service use are multidimensional. For
instance, clinicians may underestimate or misinterpret
distress symptoms, thereby missing opportunities to refer.
In the event that referrals are made, perceived stigma
surrounding mental illness may discourage survivors from
seeking care.!'®!! On an institutional level, there is
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a dearth of tailored, age-appropriate services for
AYAS.105’111

AYAs may also hesitate to share their distress because they
do not want to worry their families*'#!5 or appear un-
grateful to clinicians. However, most importantly, not all
AYAs present with distress symptoms that meet clinical
thresholds.® Many may also present with subthreshold
symptoms yet still want strategies to cope with the quality-
of-life challenges they face post-treatment. Instead, dis-
tress symptoms may manifest as physical or behavioral
concerns, such as fatigue, pain, disrupted sleep, or im-
paired concentration.® Nonetheless, even AYAs consid-
ered “resilient” (i.e., those reporting minimal symptoms)
have been shown to desire psychosocial support, identi-
fying it as an unmet need.!° In light of these findings, one
solution to optimize AYA emotional health may be to
consider referal to psychosocial support as part of standard
care delivery.

AYAs want and need to discuss the end-of-treatment
transition with their clinicians.'®” Clinicians have an op-
portunity to mitigate the adverse effects of post-treatment
survivorship by preparing AYAs, referring them to age-
appropriate resources and connecting them with much
valued peer support (Table 5). As with other topics, these
are conversations that are best had often, at each turning
point in their care. Additionally, given their health risks and
known informational needs, AYAs may also benefit from
reviewing a comprehensive care plan once treatment ends
to facilitate future screening and surveillance care
needs.!® This is particularly important given their likely
shifts in health care clinicians (e.g., pediatric to primary
care) and health care delivery systems (e.g., home clinic
vs. school clinic; relocation).

DEATH: TACKLING THE ULTIMATE TABOO TOPIC

Regardless of their diagnosis or prognosis, many AYAs with
cancer think about death and want to talk about it. Thirty-
eight percent report wanting to talk about the possibility of
dying from cancer at the time of diagnosis.!'” Among those
with advanced cancer, 88% state that talking about
prognosis would be important and/or helpful; however,
only one-half report having an opportunity.!*”:1*® These
missed opportunities translate to high intensity end-of-life
care for 78% of AYAs who die of their cancer, despite the
fact that 75% prefer to focus on comfort during their last
month of life.11°

For oncology clinicians, talking about death is almost
always difficult.?° Many may feel a sense of personal
failure upon considering their patient’s death.'?! Most
refrain from talking about death because they recognize
thatitis distressing to patients and families.*?? Indeed, in
the short term, AYAs who engage in advance care
planning do report sadness, worry, anger, and a sense
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that their clinicians lack compassion.!?3125 However,
they also report that the discussion is helpful and that it
ultimately alleviates their distress.'?*124 This is because
compassionate and truthful conversations about prog-
nosis help AYAs make decisions concordant with their
values.'?6127 Furthermore, patients whose oncologists
talk about death report greater trust and confidence
in their clinical teams, greater understanding of treatment
options and consequences, and even greater hope. 125128130

Additional barriers to end-of-life discussions include
the perception that patients or their families have un-
realistic expectations about a cure.??"'?2 |ndeed, pa-
tients and families tend to be more optimistic than
clinicians.'®+132 For example, among adults with incur-
able cancer, only 49% verbally acknowledge their
prognosis, and of those, 33% still report a goal of cure,
regardless of its feasibility.*33 This seeming discordance
does not necessarily mean a patient does not understand;
rather, it may mean that people are more comfortable
articulating their hopes than their fears, or even their
perceived reality. 133134

How can clinicians improve prognostic understanding? A
single pessimistic statement has been associated with
improved patient understanding.'®® This might include
a phrase such as “Unfortunately, it looks like the cancer
has grown further, which tells me that the chemotherapy
we gave you did not do what we had hoped” (Table 6).
Similarly, responding to patients’ distress with empathy
allows them precious time to process news and emo-
tions, leading to better understanding.!®¢-138 |ast, cli-
nicians should recall that understanding takes time and
repetition. One conversation is rarely enough. Instead,
clinicians must provide manageable amounts of in-
formation, allow for patients’ emotional response and
processing time, and then repeat the information or
provide slightly more.*3° It is important to acknowledge
and validate the concerns clinicians may face with the
increased time needed to engage in these critical con-
versations. Although scheduling longer visits could help
overcome time demands, these accommodations often
require institutional and third-party payer support. In
spite of these challenges, anticipating these needs and
finding opportunities to communicate about these concerns
will greatly support your patients during a time of need.

Subspecialty palliative care teams may provide an extra
layer of support for both communication and symptom
management beginning at the time of diagnosis and
extending throughout the end of therapy and bereave-
ment, if applicable. Indeed, limiting palliative care to the
end of life may translate to missed opportunities to improve
AYA patient quality of life. Nevertheless, oncologists should
be skilled in “primary” palliative care delivery, including
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TABLE 5. Strategies to Discuss Common End-of-Treatment Transitional Concerns
Important Considerations

Conversation Components

Sample Talking Points

Prepare AYAs for the end-of- 1. Help AYAs understand that it's common to
treatment transition. experience a range of emotions when treatment
ends. In fact, “normal” may now feel different.
2. Let AYAs know that its common to feel more scared

after treatment than before it began. Inform them
that they may experience changes in their values and
their relationships.

“Everyone copes with treatment completion in different ways.”

“It is totally normal for you to be uncertain/worried about
recurrence.”

“You may find that certain things trigger heightened worry/
concerns—returning to the clinic, waiting for a scan (or
scan results), learning a friend has been
diagnosed...ldentifying your triggers can help you prepare"

3. Listen and normalize these experiences so they do
not feel alone.

Identify and refer to age- 1. AYAs want information to help them feel “normal.” “Healthy eating and exercise can help you feel better, and it
appropriate resources, This includes peer support, which is key for reducing  can also give you a sense of routine, structure, and control.”
including lifestyle and peer feelings of isolation. “Would you like me to connect you to a nutritionist?”
support. 2. Resources should also include health/lifestyle “I supportand encourage you to develop a plan to reintroduce

support. Exercise, in particular, can improve mood exercise into your daily routine. Let me know how | can help
and reduce fatigue; however, most AYAs don't know get you started.”

how to return to an exercise routine after cancer

treatment. 16

Take a well-being approach to 1. Offer AYAs the opportunity to connect with “Everyday life is stressful. Having cancer on top of that can

screening, and refer. psychosocial support, regardless of severity of make it even more stressful. There are tools we know are
distress. Consider this as part of their regular effective in managing daily life stress. May | connect you
oncology care. Connecting AYAs with a psychologist, ~ with someone who can help you address life stressors that
for instance, can prevent the emergence of mental may be worsened by the treatment transition process?”
health concerns in the future. It can support their ~ “During treatment patients are surrounded by people. So it's
overall quality of life and emotional well-being. not uncommon for people to feel lonely after cancer. We
2. Although distress after treatment is normal, itremains ~ know how important it is to connect with others your age

important to also screen regularly for elevated levels
of anxiety and depression. The AYA life stage is a time
frame when mental health concerns often emerge.

Abbreviation: AYA, adolescent and young adult.

who have gone through the same thing. May | offer some
resources?”

facile communication about end of life and goals of care.4°

Several communication techniques and resources have
been proposed in the oncology literature, including pro-
grams offering in-person trainings focused on communica-
tion, web-based curricula, and quick guides with mnemonics
or suggested phrases.?”141147 All of these are helpful when
discussing the possibility or inevitability of a patient’s death.
Asarule, itis helpful to start with an assessment of a patient’s
need or understanding.#814° Although this way of beginning
is helpful regardless of the patient’s current prognosis or their
prognostic understanding, particular phrases may be more
effective both early and later in the patient’s cancer trajectory
(Table 6). For example, early assessments might invite dis-
cussions about hypothetical poor outcomes, whereas later
queries might direct the conversation toward the delivery of
specific news. Regardless of the timing or the patient's
verbalized response, clinicians should recall that talking
about death is necessarily difficult. Patients and families may
feel distressed, and clinicians should be prepared to provide
emotional support.

After the assessment of needs or understanding, the
compassionate delivery of information, and the management
of emotions, we recommend that clinicians resume the

conversation with another question. This may be a request
to explore the patient’s goals, hopes, worries, and values. It
may be a request to hear more about the patient’s concerns
and thoughts about the news that was just delivered. It may
also be an assessment of the patient’s willingness to keep
talking versus a desire to talk more at a later time point. This
cycle (ask/tell/ask, or ask/provide information/respond to
emotion/ask) can continue as long as necessary.

Ultimately, closing a conversation about death should in-
clude a statement of the patient's understanding, a summary
of what the clinician thinks is important, a statement of
gratitude for the patient’s participation, and a plan for next
steps (Table 6). This model may provide a roadmap for
clinicians to navigate conversations about death (or any taboo
topic) in a way that helps support patients and families at the
time when open, honest, and compassionate communication
may matter most.

DISCUSSION

A cancer diagnosis during adolescence and young
adulthood clashes with the developmental trajectory of
AYAs, derailing critical physical, social, and emotional
processes. AYAs face these abrupt life changes wanting, yet
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TABLE 6. Phrases to Help Initiate Difficult Conversations About Prognosis, Recurrence, and End of Life

Context Phrases That Help

Improving prognostic understanding

Statement of pessimism: “Unfortunately, it looks like the cancer has grown further, which tells me that the

chemotherapy we gave you did not do what we hoped for.”

Empathic response to emotion: “I wish | had better news.”

Empathic response to emotion: “I cannot imagine how difficult this has been for you.”

Early discussions about the possibility of
death

“Many patients like you wonder about scary topics like the possibility of dying from their cancer. Is this
something you ever think about?”

Later discussions, when prognosis is poor

“Please tell me, what you have heard about how likely it is that your cancer will be cured?”

Delivery of news that cancer is incurable

“I wish | had better news. | am worried we will not be able to cure your cancer and that the treatments we have

may do more harm than good.”

Assessing the patient’s understanding of the

conversation conversation?”

“To make sure we are on the same page, can you please tell me what you are going to take away from this

Sharing clinician understanding of the

conversation news?”

“Thank you for sharing. Can | add that | also heard you say you wanted time to talk to your partner about this

Statement of gratitude for the patient’s
participation

“This must have been a difficult conversation. | appreciate your taking the time to talk to me like this.”

Plan for next steps

“So, our next steps are that you are going to talk to your partner tonight, and then we will talk again on

Wednesday about your questions.”

lacking, age-appropriate information and resources to offset
these challenges. Concerns related to sexual and re-
productive health, financial security and independence,
emotional well-being, social support, and end-of-life care are
just a few of the many AYA-specific needs affected by cancer
that remain unmet. This represents an important un-
addressed cause of cancer-related morbidity for this already
vulnerable population. The stress associated with these
adverse psychosocial experiences can contribute to distress,
maladaptive health behaviors, lower health care engage-
ment, stress-related decrements in immune functioning, and
overall lower quality of life.®

Oncology clinicians are well positioned to address their
AYA patients’ concerns by anticipating and addressing
the challenges this age group is likely to face. Although
their physical and psychosocial care needs will likely
vary based on their chronological age and timing of di-
agnosis and treatment, all AYAs can benefit from engaging
in these difficult conversations with their clinicians. Taking
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a risk-reduction approach that systematically normalizes
these experiences, invites two-way communication, and
facilitates referral to age-appropriate resources will be
essential to providing compassionate and effective age-
concordant care to this otherwise vulnerable population.
It is important to recognize that cancer may be a disease
of the aging; however, with improvements in cancer care,
our AYAs with cancer shall grow to become our aging
population. This aging process may further interact with
treatment-related late effects to yield a population that will
potentially live with chronic quality-of-life impairments.
Taking every opportunity to discuss and address key
developmental needs in our medical treatment of AYAs
now can enhance their quality of life and overall health
outcomes for the future.

ACKNOWLEDGMENT

The authors thank Helen Mizrach, BS, for her support. GKP
is supported by the National Cancer Institute at the National
Institutes of Health (KO7 CA211955).

SHuntsman Cancer Institute and Department of Pediatrics, University of
Utah, Salt Lake City, UT

CORRESPONDING AUTHOR

Giselle K. Perez, PhD, Health Policy Research Center, Massachusetts
General Hospital, 100 Cambridge St., 16th floor, Boston, MA 02114;
Twitter: @DrGKPerez; email: gperez@mgh.harvard.edu.

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


mailto:gperez@mgh.harvard.edu
http://asco.org/edbook

Taboo Topics in Adolescent and Young Adult Oncology

AUTHORS’ DISCLOSURES OF POTENTIAL CONFLICTS OF INTEREST
AND DATA AVAILABILITY STATEMENT

Disclosures provided by the authors and data availability statement (if
applicable) are available with this article at DOI https://doi.org/10.1200/
EDBK_279787.

REFERENCES

1. Adolescent and Young Adult Oncology Progress Review Group. Closing the gap: research and care imperatives for adolescent and young adults with cancer.
www.cancer.gov/types/aya/research/ayao-august-2006.pdf. Accessed February 1, 2020.

2. Ferrari A, Arico M, Dini G, et al. Upper age limits for accessing pediatric oncology centers in ltaly: a barrier preventing adolescents with cancer from entering
national cooperative AIEOP trials. Pediatr Hematol Oncol. 2012;29:55-61.

3. Bleyer A, Budd T, Montello M. Adolescents and young adults with cancer: the scope of the problem and criticality of clinical trials. Cancer. 2006;107(Suppl):
1645-1655.

4. Bleyer A. Young adult oncology: the patients and their survival challenges. CA Cancer J Clin. 2007;57:242-255.

5. Yi JC, Syrjala KL. Overview of cancer survivorship in adolescent and young adults. UpToDate. https://www.uptodate.com/contents/overview-of-cancer-
survivorship-in-adolescent-and-young-adults. Accessed February 1, 2020.

6. Patterson P, McDonald FEJ, Zebrack B, et al. Emerging issues among adolescent and young adult cancer survivors. Semin Oncol Nurs. 2015;31:53-59.

7. Bibby H, White V, Thompson K, et al. What are the unmet needs and care experiences of adolescents and young adults with cancer? A systematic review.
J Adolesc Young Adult Oncol. 2017;6:6-30.

8. Daniel CL, Emmons KM, Fasciano K, et al. Needs and lifestyle challenges of adolescents and young adults with cancer: summary of an Institute of Medicine and
Livestrong Foundation workshop. Clin J Oncol Nurs. 2015;19:675-681.

9. Haase JE. The adolescent resilience model as a guide to interventions. J Pediatr Oncol Nurs. 2004;21:289-299, NaN-304.

10.  Hedges LV, Shymansky JA, Woodworth G. A Practical Guide to Modern Methods of Meta Analysis. Washington, DC: National Science Teachers Association;
1989.

11.  Schover LR, van der Kaaij M, van Dorst E, et al. Sexual dysfunction and infertility as late effects of cancer treatment. EJC Suppl. 2014;12:41-53.

12.  Levine JM, Kelvin JF, Quinn GP, et al. Infertility in reproductive-age female cancer survivors. Cancer. 2015;121:1532-1539.

13.  Sigman M. Cancer treatment and male fertility: effects of therapy and current and future management options. Fertil Steril. 2013;100:1179.

14.  Tschudin S, Bitzer J. Psychological aspects of fertility preservation in men and women affected by cancer and other life-threatening diseases. Hum Reprod
Update. 2009;15:587-597.

15.  Crawshaw MA, Sloper P. ‘Swimming against the tide’: the influence of fertility matters on the transition to adulthood or survivorship following adolescent cancer.
Eur J Cancer Care (Engl). 2010;19:610-620.

16.  Wenzel L, Dogan-Ates A, Habbal M, et al. Reproductive concerns and quality of life in female cancer survivors. J Natl Cancer Inst Monogr. 2005;34:94-98.

17.  Carter J, Chi DS, Brown CL, et al. Cancer-related infertility in survivorship. Int J Gynecol Cancer. 2010;20:2-8.

18. Duffy C, Allen S. Medical and psychosocial aspects of fertility after cancer. Cancer J. 2009;15:27-33.

19. Nahata L, Caltabellotta NM, Yeager ND, et al. Fertility perspectives and priorities among male adolescents and young adults in cancer survivorship. Pediatr
Blood Cancer. 2018;65:27019.

20. Ruddy KJ, Gelber SI, Tamimi RM, et al. Prospective study of fertility concerns and preservation strategies in young women with breast cancer. J Clin Oncol.
2014;32:1151-1156.

21.  Zebrack BJ, Mills J, Weitzman TS. Health and supportive care needs of young adult cancer patients and survivors. J Cancer Surviv. 2007;1:137-145.

22.  Zebrack BJ, Block R, Hayes-Lattin B, et al. Psychosocial service use and unmet need among recently diagnosed adolescent and young adult cancer patients.
Cancer. 2013;119:201-214.

23.  Logan S, Perz J, Ussher JM, et al. A systematic review of patient oncofertility support needs in reproductive cancer patients aged 14 to 45 years of age.
Psychooncology. 2018;27:401-409.

24.  Oktay K, Harvey BE, Partridge AH, et al. Fertility preservation in patients with cancer: ASCO clinical practice guideline update. J Clin Oncol. 2018;36:1994-2001.

25.  Coccia PF, Pappo AS, Beaupin L, et al. Adolescent and young adult oncology, version 2.2018, NCCN clinical practice guidelines in oncology. J Natl Compr Canc
Netw. 2018;16:66-97.

26.  Ethics Committee of the American Society for Reproductive Medicine. Fertility preservation and reproduction in patients facing gonadotoxic therapies: an Ethics
Committee opinion. Fertil Steril. 2018;110:380-386.

27. Barlevy D, Wangmo T, Elger BS, et al. Attitudes, beliefs, and trends regarding adolescent oncofertility discussions: a systematic literature review. J Adolesc

Young Adult Oncol. 2016;5:119-134.

2020 ASCO EDUCATIONAL BOOK | asco.org/edbook 11

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


http://ascopubs.org/doi/full/10.1200/EDBK_279787
http://ascopubs.org/doi/full/10.1200/EDBK_279787
www.cancer.gov/types/aya/research/ayao-august-2006.pdf
https://www.uptodate.com/contents/overview-of-cancer-survivorship-in-adolescent-and-young-adults
https://www.uptodate.com/contents/overview-of-cancer-survivorship-in-adolescent-and-young-adults
http://asco.org/edbook

28.

29.
30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.
41.

42.

43.

44,

45.
46.

47.

48.
49.

50.

51.

52.

53.

54.

55.

56.

Perez et al

Taylor JF, Ott MA. Fertility preservation after a cancer diagnosis: a systematic review of adolescents’, parents’, and providers’ perspectives, experiences, and
preferences. J Pediatr Adolesc Gynecol. 2016;29:585-598.

Knapp CA, Quinn GP. Healthcare provider perspectives on fertility preservation for cancer patients. Cancer Treat Res. 2010;156:391-401.

Quinn GP, Vadaparampil ST; Fertility Preservation Research Group. Fertility preservation and adolescent/young adult cancer patients: physician commu-
nication challenges. J Adolesc Health. 2009;44:394-400.

Quinn GP, Block RG, Clayman ML, et al. If you did not document it, it did not happen: rates of documentation of discussion of infertility risk in adolescent and
young adult oncology patients’ medical records. J Oncol Pract. 2015;11:137-144.

Logan S, Perz J, Ussher J, et al. Clinician provision of oncofertility support in cancer patients of a reproductive age: a systematic review. Psychooncology. 2018;
27:748-756.

National Cancer Institute. LIVESTRONG™ Young Adult Alliance. Closing the gap: a strategic plan. Addressing the recommendations of the adolescent and
young adult oncology progress review group. http://planning.cancer.gov/library/2007_ayao_SP.pdf. Accessed February 19, 2020.

King L, Quinn GP, Vadaparampil ST, et al. Oncology nurses’ perceptions of barriers to discussion of fertility preservation with patients with cancer. Clin J Oncol
Nurs. 2008;12:467-476.

Quinn GP, Vadaparampil ST, Gwede CK, et al. Discussion of fertility preservation with newly diagnosed patients: oncologists’ views. J Cancer Surviv. 2007;
1:146-155.

Quinn GP, Vadaparampil ST, Bell-Ellison BA, et al. Patient-physician communication barriers regarding fertility preservation among newly diagnosed cancer
patients. Soc Sci Med. 2008;66:784-789.

Quinn GP, Vadaparampil ST, King L, et al. Impact of physicians’ personal discomfort and patient prognosis on discussion of fertility preservation with young
cancer patients. Patient Educ Couns. 2009;77:338-343.

Quinn GP, Vadaparampil ST, Lee JH, et al. Physician referral for fertility preservation in oncology patients: a national study of practice behaviors. J Clin Oncol.
2009;27:5952-5957.

Clayton H, Quinn GP, Lee JH, et al. Trends in clinical practice and nurses’ attitudes about fertility preservation for pediatric patients with cancer. Oncol Nurs
Forum. 2008;35:249-255.

Schover LR, Brey K, Lichtin A, et al. Oncologists’ attitudes and practices regarding banking sperm before cancer treatment. J Clin Oncol. 2002;20:1890-1897.

Quinn GP, Murphy D, Knapp C, et al. Who decides? Decision making and fertility preservation in teens with cancer: a review of the literature. J Adolesc Health.
2011;49:337-346.

Quinn GP, Vadaparampil ST, Gwede CK, et al. Developing a referral system for fertility preservation among patients with newly diagnosed cancer. J Natl Compr
Canc Netw. 2011;9:1219-1225.

Schover LR, Brey K, Lichtin A, et al. Knowledge and experience regarding cancer, infertility, and sperm banking in younger male survivors. J Clin Oncol. 2002;
20:1880-1889.

Vadaparampil ST, Kelvin J, Murphy D, et al. Fertility and fertility preservation: scripts to support oncology nurses in discussions with adolescent and young adult
patients. J Clin Outcomes Manag. 2016;32:23.

Bolte S, Zebrack B. Sexual issues in special populations: adolescents and young adults. Semin Oncol Nurs. 2008;24:115-119.

Kirchhoff AC, Fowler B, Warner EL, et al. Supporting adolescents and young adults with cancer: oncology provider perceptions of adolescent and young adult
unmet needs. J Adolesc Young Adult Oncol. 2017;6:519-523.

Murphy D, Klosky JL, Termuhlen A, et al. The need for reproductive and sexual health discussions with adolescent and young adult cancer patients.
Contraception. 2013;88:215-220.

Tolman DL, McClelland SI. Normative sexuality development in adolescence: a decade in review, 2000-2009. J Res Adolesc. 2011;21:242-255.

Obedin-Maliver J. Time to change: supporting sexual and gender minority people: an underserved, understudied cancer risk population. J Natl Compr Canc
Netw. 2017;15:1305-1308.

Quinn GP, Sanchez JA, Sutton SK, et al. Cancer and lesbian, gay, bisexual, transgender/transsexual, and queer/questioning (LGBTQ) populations. CA Cancer
J Clin. 2015;65:384-400.

Wender R, Sharpe KB, Westmaas JL, et al. The American Cancer Society’s approach to addressing the cancer burden in the LGBT community. LGBT Health.
2016;3:15-18.

Griggs J, Maingi S, Blinder V, et al. American Society of Clinical Oncology position statement: strategies for reducing cancer health disparities among sexual and
gender minority populations. J Clin Oncol. 2017;35:2203-2208.

Kamen C, Mustian KM, Dozier A, et al. Disparities in psychological distress impacting lesbian, gay, bisexual and transgender cancer survivors. Psychooncology.
2015;24:1384-1391.

Kamen C, Palesh O, Gerry AA, et al. Disparities in health risk behavior and psychological distress among gay versus heterosexual male cancer survivors. LGBT
Health. 2014;1:86-92.

Carpentier MY, Fortenberry JD. Romantic and sexual relationships, body image, and fertility in adolescent and young adult testicular cancer survivors: a review
of the literature. J Adolesc Health. 2010;47:115-125.

Rosenberg AR, Bona K, Ketterl T, et al. Intimacy, substance use, and communication needs during cancer therapy: a report from the “resilience in adolescents
and young adults” study. J Adolesc Health. 2017;60:93-99.

2020 ASCO EDUCATIONAL BOOK | asco.org/edbook

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


http://planning.cancer.gov/library/2007_ayao_SP.pdf
http://asco.org/edbook

57.
58.
59.

60.

61.

62.

63.
64.

65.

66.

67.

68.
69.
70.

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

Taboo Topics in Adolescent and Young Adult Oncology

Acquati C, Zebrack BJ, Faul AC, et al. Sexual functioning among young adult cancer patients: a 2-year longitudinal study. Cancer. 2018;124:398-405.
Plhse G, Wachsmuth JU, Kemper S, et al. Chronic pain has a negative impact on sexuality in testis cancer survivors. J Androl. 2012;33:886-893.

Wettergren L, Kent EE, Mitchell SA, et al; AYA HOPE Study Collaborative Group. Cancer negatively impacts on sexual function in adolescents and young adults:
the AYA HOPE study. Psychooncology. 2017;26:1632-1639.

Carpentier MY, Fortenberry JD, Ott MA, et al. Perceptions of masculinity and self-image in adolescent and young adult testicular cancer survivors: implications
for romantic and sexual relationships. Psychooncology. 2011;20:738-745.

Geue K, Schmidt R, Sender A, et al. Sexuality and romantic relationships in young adult cancer survivors: satisfaction and supportive care needs. Psy-
chooncology. 2015;24:1368-1376.

Murphy D, Klosky JL, Reed DR, et al. The importance of assessing priorities of reproductive health concerns among adolescent and young adult patients with
cancer. Cancer. 2015;121:2529-2536.

Laurence V, Rousset-Jablonski C. Contraception and Cancer Treatment in Young Persons. In Adv Exp Med Biol, Vol. 732. 2012;41-60.

Maslow B-SL, Morse CB, Schanne A, et al. Contraceptive use and the role of contraceptive counseling in reproductive-aged women with cancer. Contraception.
2014;90:79-85.

Banerjee SC, Walters CB, Staley JM, et al. Knowledge, beliefs, and communication behavior of oncology health-care providers (HCPs) regarding lesbian, gay,
bisexual, and transgender (LGBT) patient health care. J Health Commun. 2018;23:329-339.

Fridgen O, Sehovic |, Bowman ML, et al. Contraception: the need for expansion of counsel in adolescent and young adult (AYA) cancer care. J Cancer Educ.
2017;32:924-932.

Frederick NN, Campbell K, Kenney LB, et al. Barriers and facilitators to sexual and reproductive health communication between pediatric oncology clinicians
and adolescent and young adult patients: the clinician perspective. Pediatr Blood Cancer. 2018;65:627087.

Mitwally MF. Management of reproductive needs in cancer patients: clinical perspectives. Expert Rev Anticancer Ther. 2008;8:1589-1595.
Patterson P, McDonald FE, Zebrack B, et al. Emerging issues among adolescent and young adult cancer survivors. Semin Oncol Nurs. 2015;31:53-59.

Mitchell L, Lewin J, Dirks J, et al. Sexual health issues for the young adult with cancer: an international symposium held during the first global adolescents and
young adults cancer congress (Edinburgh, United Kingdom). J Adolesc Young Adult Oncol. 2018;7:153-163.

Pannier S, Warner E, Fowler B, et al. Age-specific patient navigation preferences among adolescents and young adults with cancer. J Cancer Educ. 2019;
34:242-251.

Cheung CK, Zebrack B. What do adolescents and young adults want from cancer resources? Insights from a Delphi panel of AYA patients. Support Care Cancer.
2017;25:119-126.

Kirchhoff AC, Lyles CR, Fluchel M, et al. Limitations in health care access and utilization among long-term survivors of adolescent and young adult cancer.
Cancer. 2012;118:5964-5972.

Jones SMW, Yi JC, Jim HSL, et al. Age and gender differences in financial distress among hematopoietic cell transplant survivors. Support Care Cancer. 2020.
Epub 2020 Jan 8.

Ketterl TG, Syrjala KL, Casillas J, et al. Lasting effects of cancer and its treatment on employment and finances in adolescent and young adult cancer survivors.
Cancer. 2019;125:1908-1917.

Guy GP Jr., Yabroff KR, Ekwueme DU, et al. Estimating the health and economic burden of cancer among those diagnosed as adolescents and young adults.
Health Aff (Millwood). 2014;33:1024-1031.

Kaddas HK, Pannier ST, et al. Age-related differences in financial toxicity and unmet resource needs among adolescent and young adult cancer patients.
J Adolesc Young Adult Oncol. 2020;9:105-110.

Institute of Medicine of the National Academies. Delivering Affordable Cancer Care in the 21st Century. Workshop Summary. Washington, DC: The National
Academies Press; 2013.

Haverfield MC, Singer AE, Gray C, et al. Implementing routine communication about costs of cancer treatment: perspectives of providers, patients, and
caregivers. Support Care Cancer. Epub 2020 Jan 3.

Warsame R, Kennedy CC, Kumbamu A, et al. Conversations About Financial Issues in Routine Oncology Practices: A Multicenter Study. J Oncol Pract. 2019;
15:e690-e703.

Pisu M, Schoenberger Y-M, Herbey |, et al. Perspectives on Conversations About Costs of Cancer Care of Breast Cancer Survivors and Cancer Center Staff: A
Qualitative Study. Ann. Intern. Med. 2019;170:S54-S61.

Henrikson NB, Banegas MP, Tuzzio L, et al. Workflow Requirements for Cost-of-Care Conversations in Outpatient Settings Providing Oncology or Primary Care: A
Qualitative, Human-Centered Design Study. Ann Intern Med. 2019;170:S70-S78.

Yabroff KR, Dowling EC, Guy GP Jr., et al. Financial hardship associated with cancer in the United States: findings from a population-based sample of adult
cancer survivors. J Clin Oncol. 2016;34:259-267.

Gordon LG, Merollini KMD, Lowe A, et al. A Systematic Review of Financial Toxicity Among Cancer Survivors: We Can't Pay the Co-Pay. Patient. 2017;
10:295-309.

Salsman JM, Bingen K, Barr RD, et al. Understanding, measuring, and addressing the financial impact of cancer on adolescents and young adults. Pediatr
Blood Cancer. 2019;66:e27660.

2020 ASCO EDUCATIONAL BOOK | asco.org/edbook 13

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


http://asco.org/edbook

86.

87.
88.

89.
90.
9l

92.
93.

94.

95.
96.
97.

98.

99.

100.
101.

102.
103.

104.
105.

106.

107.

108.
109.

110.

111.

112.

113.

114.
115.

116.

117.

Perez et al

Landwehr MS, Watson SE, Macpherson CF, et al. The cost of cancer: a retrospective analysis of the financial impact of cancer on young adults. Cancer Med.
2016;5:863-870.

Arnett JJ. Emerging adulthood: a theory of development from the late teens through the twenties. Am Psychol. 2000;55:469-480.

Alvarez EM, Keegan TH, Johnston EE, et al. The patient protection and affordable care act dependent coverage expansion: disparities in impact among young
adult oncology patients. Cancer. 2018;124:110-117.

Chino F, Peppercorn JM, Rushing C, et al. Out-of-pocket costs, financial distress, and underinsurance in cancer care. JAMA Oncol. 2017;3:1582-1584.
Berchik E. Most uninsured were working-age adults. https://www.census.gov/library/stories/2018/09/who-are-the-uninsured.html. Accessed February 2, 2020.

Parsons HM, Schmidt S, Tenner LL, et al. Early impact of the Patient Protection and Affordable Care Act on insurance among young adults with cancer: analysis
of the dependent insurance provision. Cancer. 2016;122:1766-1773.

Kaul S, Kirchhoff AC. Closing the financial toxicity gap for adolescents and young adults with cancer. Pediatr Blood Cancer. 2019;66:€27742.

Flink DM, Sheeder J, Kondapalli LA. A review of the oncology patient’s challenges for utilizing fertility preservation services. J Adolesc Young Adult Oncol. 2017;
6:31-44.

Smith AW, Parsons HM, Kent EE, et al; AYA HOPE Study Collaborative Group. Unmet support service needs and health-related quality of life among adolescents
and young adults with cancer: The AYA HOPE study. Front Oncol. 2013;3:75.

Kelly RJ, Forde PM, Elnahal SM, et al. Patients and Physicians Can Discuss Costs of Cancer Treatment in the Clinic. J Oncol Pract. 2015;11:308-12.
Schrag D, Hanger M. Medical oncologists’ views on communicating with patients about chemotherapy costs: a pilot survey. J. Clin. Oncol. 2007;25:233-237.

Gilligan T, Coyle N, Frankel RM, et al. Patient-clinician communication: American Society of Clinical Oncology Consensus Guideline. J Clin Oncol. 2017;
35:3618-3632.

Hunter WG, Zafar SY, Hesson A, et al. Discussing health care expenses in the oncology clinic: analysis of cost conversations in outpatient encounters. J Oncol
Pract. 2017;13:e944-e956.

Zafar SY, Chino F, Ubel PA, et al. The utility of cost discussions between patients with cancer and oncologists. Am J Manag Care. 2015;21:607-615.
Sloan CE, Ubel PA. The 7 habits of highly effective cost-of-care conversations. Ann Intern Med. 2019;170(Suppl):S33-S35.

American College of Physicians. Healthcare transparency: talking to patients about the cost of their health care. www.acponline.org/clinical-information/high-
value-care/resources-for-clinicians/cost-of-care-conversations. Accessed March 14, 2020.

Warner EL, Kent EE, Trevino KM, et al. Social well-being among adolescents and young adults with cancer: a systematic review. Cancer. 2016;122:1029-1037.

Bourgois P, Holmes SM, Sue K, et al. Structural vulnerability: operationalizing the concept to address health disparities in clinical care. Acad Med. 2017;
92:299-307.

Gottlieb L, Fichtenberg C, Alderwick H, et al. Social determinants of health: what's a healthcare system to do? J Healthc Manag. 2019;64:243-257.

Baird H, Patterson P, Medlow S, et al. Understanding and improving survivorship care for adolescents and young adults with cancer. J Adolesc Young Adult
Oncol. 2019;8:581-586.

Walker E, Martins A, Aldiss S, et al. Psychosocial interventions for adolescents and young adults diagnosed with cancer during adolescence: a critical review.
J Adolesc Young Adult Oncol. 2016;5:310-321.

Barnett M, McDonnell G, DeRosa A, et al. Psychosocial outcomes and interventions among cancer survivors diagnosed during adolescence and young
adulthood (AYA): a systematic review. J Cancer Surviv. 2016;10:814-831.

lannarino NT, Scott AM, Shaunfield SL. Normative social support in young adult cancer survivors. Qual Health Res. 2017;27:271-284.

Lang MJ, Giese-Davis J, Patton SB, et al. Does age matter? Comparing post-treatment psychosocial outcomes in young adult and older adult cancer survivors
with their cancer-free peers. Psychooncology. 2018;27:1404-1411.

Zebrack BJ, CorbettV, Embry L, et al. Psychological distress and unsatisfied need for psychosocial support in adolescent and young adult cancer patients during
the first year following diagnosis. Psychooncology. 2014;23:1267-1275.

McCarthy MC, McNeil R, Drew S, et al. Psychological distress and posttraumatic stress symptoms in adolescents and young adults with cancer and their
parents. J Adolesc Young Adult Oncol. 2016;5:322-329.

Yang Y, Li W, Wen Y, et al. Fear of cancer recurrence in adolescent and young adult cancer survivors: a systematic review of the literature. Psychooncology.
2019;28:675-686.

Sansom-Daly UM, Wakefield CE. Distress and adjustment among adolescents and young adults with cancer: an empirical and conceptual review. Transl
Pediatr. 2013;2:167-197.

Pennant S, C Lee S, Holm S, et al. The role of social support in adolescent/young adults coping with cancer treatment. Children (Basel). 2019;7:2.

Allen JO, Zebrack B, Wittman D, et al. Expanding the NCCN guidelines for distress management: a model of barriers to the use of coping resources. J Community
Support Oncol. 2014;12:271-277.

Gupta AA, Papadakos JK, Jones JM, et al. Reimagining care for adolescent and young adult cancer programs: moving with the times. Cancer. 2016;
122:1038-1046.

Jacobs S, Perez J, Cheng Y, et al. Adolescent end of life preferences and congruence with their parents’ preferences: results of a survey of adolescents with
cancer. Pediatr Blood Cancer. 2015;62:710-714.

14 2020 ASCO EDUCATIONAL BOOK | asco.org/edbook

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


https://www.census.gov/library/stories/2018/09/who-are-the-uninsured.html
http://www.acponline.org/clinical-information/high-value-care/resources-for-clinicians/cost-of-care-conversations
http://www.acponline.org/clinical-information/high-value-care/resources-for-clinicians/cost-of-care-conversations
http://asco.org/edbook

118.
119.

120.

121.

122.
123.

124.
125.

126.

127.

128.
129.

130.

131.

132.
133.
134.

135.

136.

137.

138.

139.

140.

141.

142.
143.
144.

145.
146.
147.
148.

149.

Taboo Topics in Adolescent and Young Adult Oncology

Wiener L, Zadeh S, Battles H, et al. Allowing adolescents and young adults to plan their end-of-life care. Pediatrics. 2012;130:897-905.

Mack JW, Cannavale K, Sattayapiwat O, et al. Care in the final month of life among adolescent and young adult cancer patients in Kaiser Permanente southern
California. J Palliat Med. 2016;19:1136-1141.

Daugherty CK, Hlubocky FJ. What are terminally ill cancer patients told about their expected deaths? A study of cancer physicians’ self-reports of prognosis
disclosure. J Clin Oncol. 2008;26:5988-5993.

Hilden JM, Emanuel EJ, Fairclough DL, et al. Attitudes and practices among pediatric oncologists regarding end-of-life care: results of the 1998 American
Society of Clinical Oncology survey. J Clin Oncol. 2001;19:205-212.

Baile WF, Lenzi R, Parker PA, et al. Oncologists’ attitudes toward and practices in giving bad news: an exploratory study. J Clin Oncol. 2002;20:2189-2196.

Lyon ME, Jacobs S, Briggs L, et al. A longitudinal, randomized, controlled trial of advance care planning for teens with cancer: anxiety, depression, quality of life,
advance directives, spirituality. J Adolesc Health. 2014;54:710-717.

Lyon ME, Jacobs S, Briggs L, et al. Family-centered advance care planning for teens with cancer. JAMA Pediatr. 2013;167:460-467.

Tanco K, Rhondali W, Perez-Cruz P, et al. Patient perception of physician compassion after a more optimistic vs a less optimistic message: A randomized clinical
trial. JAMA Oncol. 2015;1:176-183.

Rosenberg AR, Wolfe J, Wiener L, et al. Ethics, emotions, and the skills of talking about progressing disease with terminally ill adolescents: a review. JAMA
Pediatr. 2016;170:1216-1223.

Rosenberg AR, Starks H, Unguru Y, et al. Truth telling in the setting of cultural differences and incurable pediatric illness: a review. JAMA Pediatr. 2017;
171:1113-1119.

Weeks JC, Catalano PJ, Cronin A, et al. Patients’ expectations about effects of chemotherapy for advanced cancer. N Engl J Med. 2012;367:1616-1625.

Mack JW, Wolfe J, Cook EF, et al. Peace of mind and sense of purpose as core existential issues among parents of children with cancer. Arch Pediatr Adolesc
Med. 2009;163:519-524.

Mack JW, Cook EF, Wolfe J, et al. Understanding of prognosis among parents of children with cancer: parental optimism and the parent-physician interaction.
J Clin Oncol. 2007;25:1357-1362.

Rosenberg AR, Orellana L, Kang TI, et al. Differences in parent-provider concordance regarding prognosis and goals of care among children with advanced
cancer. J Clin Oncol. 2014;32:3005-3011.

Sisk BA, Bluebond-Langner M, Wiener L, et al. Prognostic disclosures to children: a historical perspective. Pediatrics. 2016;138:620161278.
Nipp RD, Greer JA, El-Jawahri A, et al. Coping and prognostic awareness in patients with advanced cancer. J Clin Oncol. 2017;35:2551-2557.

Rosenberg AR, Dussel V, Orellana L, et al. What's missing in missing data? Omissions in survey responses among parents of children with advanced cancer.
J Palliat Med. 2014;17:953-956.

Robinson TM, Alexander SC, Hays M, et al. Patient-oncologist communication in advanced cancer: predictors of patient perception of prognosis. Support Care
Cancer. 2008;16:1049-1057.

Jansen J, van Weert JC, de Groot J, et al. Emotional and informational patient cues: the impact of nurses’ responses on recall. Patient Educ Couns. 2010;
79:218-224.

Adams K, Cimino JE, Arnold RM, et al. Why should | talk about emotion? Communication patterns associated with physician discussion of patient expressions of
negative emotion in hospital admission encounters. Patient Educ Couns. 2012;89:44-50.

October TW, Dizon ZB, Arnold RM, et al. Characteristics of physician empathetic statements during pediatric intensive care conferences with family members:
a qualitative study. JAMA Netw Open. 2018;1:€180351.

Epstein AS, Prigerson HG, O’Reilly EM, et al. Discussions of life expectancy and changes in iliness understanding in patients with advanced cancer. J Clin Oncol.
2016;34:2398-2403.

Dillmon M, Kennedy EB, Anderson MK, et al. Patient-Centered Standards for Medically Integrated Dispensing: ASCO/NCODA Standards. J Clin Oncol. 2020;
38:633-644.

Browning DM, Meyer EC, Truog RD, et al. Difficult conversations in health care: cultivating relational learning to address the hidden curriculum. Acad Med.
2007;82:905-913.

Baile WF, Buckman R, Lenzi R, et al. SPIKES-A six-step protocol for delivering bad news: application to the patient with cancer. Oncologist. 2000;5:302-311.
Ariadne Labs. Tools & Downloads. https://www.ariadnelabs.org/resources/downloads/. Accessed February 2, 2020.

Meyer EC, Sellers DE, Browning DM, et al. Difficult conversations: improving communication skills and relational abilities in health care. Pediatr Crit Care Med.
2009;10:352-359.

Academy of Communication in Healthcare. www.achonline.org. Accessed February 2, 2020.
VITALtalk. Resources. https://www.vitaltalk.org/resources. Accessed February 2, 2020.
ASCO elearning. Communicating Prognosis. https:/elearning.asco.org/coursecollection/communicating-prognosis. Accessed February 2, 2020.

Back AL, Arnold RM. Discussing prognosis: “how much do you want to know?” talking to patients who do not want information or who are ambivalent. J Clin
Oncol. 2006;24:4214-4217.

Back AL, Arnold RM, Baile WF, et al. Approaching difficult communication tasks in oncology. CA Cancer J Clin. 2005;55:164-177.

2020 ASCO EDUCATIONAL BOOK | asco.org/edbook 15

Downloaded from ascopubs.org by 109.236.142.34 on May 6, 2020 from 109.236.142.034
Copyright © 2020 American Society of Clinical Oncology. All rights reserved.


https://www.ariadnelabs.org/resources/downloads/
www.achonline.org
https://www.vitaltalk.org/resources
https://elearning.asco.org/coursecollection/communicating-prognosis
http://asco.org/edbook

	Taboo Topics in Adolescent and Young Adult Oncology: Strategies for Managing Challenging but Important Conversations Centra ...
	INTRODUCTION
	ADDRESSING INFERTILITY AND OPTIONS FOR ITS PRESERVATION: CANCER DOES NOT STOP PATIENTS FROM WANTING TO BE PARENTS
	ADDRESSING AYA SEXUAL HEALTH: AWARENESS, SENSITIVITY, AND DEVELOPMENTALLY INFORMED CARE
	FINANCIAL TOXICITY: AN UNADDRESSED SIDE EFFECT FOR AYAs WITH CANCER
	TRANSITIONING INTO POST
	DEATH: TACKLING THE ULTIMATE TABOO TOPIC
	DISCUSSION
	ACKNOWLEDGMENT
	REFERENCES


