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Adolescents and young adults (AYAs)
with cancer aged 15-39 years have
unique medical, psychosocial, and
informational needs. At the time

of diagnosis, they are often going
through important life milestones,
such as establishing their indepen-
dence, attending school or work, and
maintaining romantic and/or family
relationships. This article describes
some of the critical time points for
AYAs with cancer and the resources
available to support the nursing
profession in meeting the unique
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AYAs with cancer have unique
care needs throughout their
illness trajectory (diagnosis,
survivorship, clinical trial enroll-
ment, and palliation) that require
the attention of their healthcare
providers.

Tools and resources have been
established to screen forand in-
tervene on AYA-specific concerns.
Nurses are well positioned to
assess the unique care needs of
young people and to work with an
interprofessional team to optimally
address these concerns.
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been recently diagnosed with

hormone-sensitive ~ breast

cancer. Her oncology team

informed her that she will
require gonadotoxic chemotherapy treat-
ment, followed by surgery and endocrine
therapy. Sarah’s oncology team facilitated
a referral to the clinical nurse specialist
(CNS) involved in their cancer center’s
adolescent and young adult (AYA) pro-
gram for additional support.

During the consultation, the CNS
asked Sarah to complete a screening tool
used to identify common concerns among
young adults with cancer. Sarah identified
several areas of concern: fertility, body
image, coping support, and work. When
exploring Sarah’s responses to the screen-
ing tool, the CNS learned that Sarah is
not in a romantic relationship but would
like to have children in the future. In ad-
dition, Sarah is trying to decide between
having a lumpectomy or a mastectomy,
both of which are acceptable for managing
her cancer. She feels isolated by her body
image concerns and hopes to connect
with other young women regarding their
decision making for breast cancer surgery.
Sarah also shared that she is employed in
a marketing industry but does not have
private benefits to pay for medication and
is worried about having an income during
her cancer treatment.

The CNS played an important role
in Sarah’s care by offering a tailored
AYA assessment and by further offer-
ing education, resources, and navigation

needs.

Defining the Population

The National Cancer Institute ([NCI],
2018) defines AYAs as individuals aged
15-39 years with a cancer diagnosis in
North America. In the United States,
about 70,000 AYAs are newly diagnosed
with cancer each year, and this population
is known to have different needs than chil-
dren and older adults (Gupta, Edelstein,
Albert-Green, & D’Agostino, 2013; NCI,
2018).

A cancer diagnosis is experienced dif-
ferently for the AYA population because
they are at a stage when they are estab-
lishing independence from their family,
completing school, pursuing careers,
starting romantic relationships, building
financial stability, and/or planning a family
(Quinn, Gongalves, Sehovic, Bowman, &
Reed, 2015). AYAs with cancer have many
unique needs, which include fertility,
sexual health, coping, diet and nutrition,
school and work, exercise, life goals, palli-
ative care, and finances, which require the
attention of healthcare providers (Gupta
et al., 2013; Ramphal et al., 2016; Tsangaris
etal., 2014).

Customized Care

To optimally address the care of young
people with cancer, healthcare pro-
viders should be knowledgeable about
unique AYA concerns, provide rele-
vant information, be flexible in care
delivery, and further involve patients in
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decision-making processes (D’Agostino,
Penney, & Zebrack, 2011). To guide
care delivery for AYAs, the National
Comprehensive Cancer Network (2018)
developed guidelines considering med-
ical and psychosocial domains of care.
In addition, the use of a screening tool
can be an effective approach for iden-
tifying the care needs of AYAs and for
initiating difficult conversations. To the
authors’ knowledge, only one validat-
ed AYA screening tool exists, which was
created in Australia (Can Teen, 2011).
However, many cancer programs assess
AYAs with alternate distress screening
tools (Mitchell et al., 2017).

Dedicated programs have been es-
tablished around the world to overcome
the gaps in care delivery for AYAs with
cancer (Mitchell, Stuart-McEwan, Panet,
& Gupta, 2017; Reed, Block, & Johnson,
2014). The makeup of these programs
varies among countries; the United
Kingdom defines AYAs as individuals
aged 13-24 years, whereas Australia de-
fines them as individuals aged 12-25
years (Rogers, De Pauw, Schacter, & Barr,
2013; Teenage Cancer Trust, 2018; Youth
Cancer Service, 2018).

Although disciplines involved in the AYA
clinical care team vary, the mission of these
programs is similar: to address the specific
information and service needs of the de-
fined AYA population. When assessing the
value of AYA programming, the Princess
Margaret Cancer Centre in Toronto,
Ontario, demonstrated that younger adults
with cancer who access AYA-specific pro-
gramming are more satisfied with care
related to fertility, social support, school or
work, and sexual health and body image, all
of which are known to be important con-
cerns among young people (Mitchell, Tam,
et al., 2018).

Crucial Conversations

AYAs have specific informational and care
needs at critical time points along the
illness trajectory, such as diagnosis, survi-
vorship, clinical trial (CT) enrollment, and
palliation.

Diagnosis

As highlighted by Sarah’s case, AYAs
with cancer wish to receive information
on fertility risks and preservation op-
tions (Gupta et al., 2013). When asked
how they would like to receive fertili-
ty information (conversations with a
healthcare provider, written informa-
tion, and/or online), AYAs preferred to
receive information from a healthcare
provider supplemented by a brochure or
other written material (Tam et al., 2018).
Important considerations for fertility
conversations with AYAs include cost
of the fertility procedure and the type
of procedure required. This may require
a more in-depth explanation for young
women given the procedure’s complexity.
Sexual health conversations at diagnosis
should be considered because cancer
and its treatment can significantly affect

of normalcy, receive cancer-related in-
formation, and reduce developmental
disruption with their diagnosis (Stupid
Cancer, n.d.; Warner et al., 2016). Digital
tools are also important for information
delivery, and AYAs benefit from health-
care provider assistance in navigating
evidence-based web pages (Warner et al.,
2016).

Survivorship

Following treatment, emotional care of
young adults with cancer should be a
priority because as many as 20% are at
risk for post-traumatic stress symptoms.
Counseling and/or peer support can be
beneficial for this population (Samson-
Daly & Wakefield, 2013). In the survivor-
ship phase, AYAs can encounter distress
related to continuing with academic,
career, and personal goals to achieve life

"Adolescents and young adults have
specific informational and care
needs at critical time points along the

illness trajectory.’

younger adults, making it necessary for
healthcare providers to inform patients
and assess for potential sexual side ef-
fects (Mitchell, Tam, et al., 2018).

The authors’ AYA program hosted
an AYA sexual health symposium at
the first Global AYA Cancer Congress
in Edinburgh, United Kingdom, where
experts recommended that AYAs be
assessed particularly for climacteric
symptoms (hot flashes), sexual dys-
function, contraception use, and the
psychological impact of sexuality and
body image changes (Mitchell, Lewin, et
al., 2018). In addition, peer support and
the use of technology are important psy-
chosocial considerations for AYAs. Some
young adults benefit from peer sup-
port programming to maintain a sense

milestones at a similar pace as their peers
(Overholser, Kilbourn, & Liu, 2017). It is
crucial that healthcare providers guide
AYAs by encouraging slower transitions
and establishing realistic goals when
reengaging in normal life. Referrals to
rehabilitation services, such as cancer-
specific exercise programming and neuro-
psychology for management of cognitive
changes (i.e., brain fog), may be helpful to
ensure successful transitions in this popu-
lation (Gupta et al., 2016).

Clinical Trial Enrollment

With the ongoing development of new
cancer treatment therapies, younger adults
may be offered enrollment to a CT at
various time points in their illness trajec-
tory. Evidence shows that AYAs have low
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CT enrollment rates (Roth et al., 2016).
Several factors known to influence AYA
decision making around CT enrollment
include family or peer opinions, impact
on daily life (school, family planning), ill-
ness severity, and psychosocial readiness
(Gupta et al., 2017). When healthcare pro-
viders communicate with young people
about CT decision making, it is important
to explore the patient’s understanding of
the treatment’s purpose, as well as the
patient’s values and priorities beyond
medical care, to ensure this is an appro-
priate approach for him or her (Gupta et
al., 2017).

Palliation

Little is known about the specific pal-
liative care needs of AYAs with cancer;
however, early palliative care involve-
ment is encouraged (Donovan, Knight, &
Quinn, 2015). To understand the priorities
of AYAs with advanced cancer, a validated
tool for advance care planning has been
established (Wiener et al., 2012). Voicing
My Choices is a guide that assists AYAs with
serious illnesses to communicate their
needs to caregivers, family, and friends
(Wiener et al.,, 2012). Because these con-
versations are very challenging, healthcare
providers may use this approach to bring
up the topic to AYAs and ensure they are
effectively meeting the needs of young
patients.

Implications for Practice

Given the diverse needs of the AYA pop-
ulation, interprofessional collaboration is
critical for optimizing the care of young-
er people with cancer. Because they often
work in clinical areas with higher volumes
of AYAs or have developed expertise with
this vulnerable population, nurses are in-
strumental in assessing the needs of AYAs
with cancer and engaging in crucial con-
versations at various points throughout
the illness trajectory (Teenage Cancer
Trust, 2014). In addition, as members of
the interprofessional team (medicine,
rehabilitation, psychosocial, external pro-
grams), nurses can provide AYAs with

relevant information and direct them to
appropriate resources and services nec-
essary to enhance their care experience
(Gupta et al., 2016; Mitchell et al., 2017).

Conclusion

Although AYAs with cancer are only a
small proportion of the total oncology
population, they have distinguishable med-
ical and psychosocial needs. Healthcare
providers must be aware of these needs.
Oncology nurses are particularly well po-
sitioned to assess and intervene on AYA
issues, positively affecting the cancer ex-
periences of young people.
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