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Abstract

Background—~Patient navigation is increasingly being directed at adolescent and young adult
(AYA) patients. This study provides a novel description of differences in AYA cancer patients’
preferences for navigation services by developmental age at diagnosis.

Methods—Eligible patients were diagnosed with cancer between ages 15 and 39 and had
completed at least 1 month of treatment. Between October 2015 and January 2016, patients
completed semi-structured interviews about navigation preferences. Summary statistics of
demographic and cancer characteristics were generated. Differences in patient navigation
preferences were examined through qualitative analyses by developmental age at diagnosis.

Results—AYAs were interviewed (adolescents 15-18 years N = 8; emerging adults 19-25 years
N = 8; young adults 26-39 years N = 23). On average, participants were 4.5 years from diagnosis.
All age groups were interested in face-to-face connection with a navigator and using multiple
communication platforms (phone, text, email) to follow-up. Three of the most frequently cited
needs were insurance, finances, and information. AYAs differed in support, healthcare, and
resource preferences by developmental age; only adolescents preferred educational support. While

samantha.pannier@hci.utah.edu.
Compliance with Ethical Standards The University of Utah’s Institutional Review Board approved this research. Informed consent
was obtained from all individual participants included in the study.

Conflicts of Interest The authors declare that they have no conflicts of interest.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Pannier et al. Page 2

all groups preferred financial and family support, the specific type of assistance (medical versus
living expenses, partner/spouse, child, or parental assistance) varied by age group.

Conclusions—AYAs with cancer have different preferences for patient navigation by
developmental age at diagnosis. AYAS are not a one-size-fits-all population, and navigation
programs can better assist AYAs when services are targeted to appropriate developmental ages.
Future research should examine fertility and navigation preferences by time since diagnosis. While
some navigation needs to span the AYA age range, other needs are specific to developmental age.

Keywords

Adolescent and young adult (AYA); Patient navigation; Adolescent; Young adult; Emerging adult;
Cancer navigation

For adolescents and young adults (AYASs) ages 15-39 years at diagnosis [1], cancer can be
especially difficult, affecting educational attainment, relationships with peers, ability to form
and/or maintain intimate relationships, financial stability, and fertility [2]. Competing
demands (e.g., family, work) experienced by AYAs also produce barriers to care [3].
Furthermore, during survivorship, AYAs suffer poorer health-related quality of life and are at
greater financial risk than older patients [4]. Given their unique developmental needs during
cancer treatment and survivorship [5, 6], patient navigation has been identified as a potential
avenue for addressing the unique circumstances of AYAs with cancer.

Patient navigation is a tailored healthcare delivery and support strategy used to help patients
coordinate healthcare services [7]. Typically, a patient navigator helps to guide patients
through the complexities of the healthcare system to access needed services. Patient
navigation has been applied in many settings to address the healthcare needs of underserved
populations [8], especially in cancer care. AYAs with cancer may benefit from patient
navigation in particular as many patients in this age group find themselves caught in a
healthcare divide between pediatric and adult care [9-11].

AYAs are often considered a homogenous group despite considerable variation in
developmental age (defined by Arnett as adolescence, emerging adulthood, and young
adulthood) between the ages of 15 and 39 years [12, 13]. Across developmental ages, there
are likely differences in how patients prefer to interact with a patient navigator and in the
types of navigation services they desire. For example, younger AYAs ages 18-29 report
needing assistance with information and supportive care needs more than AYAs ages 30-40
[14]. Other needs, such as fertility services, are unique to AYAs with cancer and are
consistently acknowledged by AYAs as important [15-18].

In Utah, there are almost 1000 AYAs diagnosed with cancer annually, and approximately
80% are treated within one of two major healthcare systems. The Huntsman Cancer Institute
(HCI) is part of the University of Utah, whereas Intermountain Healthcare (IH) has 22
hospitals throughout the state and includes Utah’s only pediatric oncology clinic, Primary
Children’s Hospital. In late 2016, HCI and IH launched the Huntsman-Intermountain
Adolescent and Young Adult Cancer Care Program, with the goal of providing patient
navigation to all AYAs with cancer in Utah. Prior to the start of this program, we interviewed
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AYA cancer patients about their preferences for patient navigation. Because little is known
about how preferences for patient navigation services vary among AYAs with cancer by age
[19], our goal was to identify age-specific patient navigation preferences based on
developmental age—adolescence, emerging adulthood, and young adulthood—to ensure the
delivery of developmentally appropriate patient navigation in this new program [12, 13].

This analysis is part of a larger study examining the patient navigation preferences of AYAs
with cancer in Utah. The University of Utah’s Institutional Review Board approved this
research. Informed consent was obtained from all individual participants included in the
study.

Participants and Data Collection

Eligible patients were diagnosed with cancer between ages 15-39 and had completed at least
one month of treatment. They were identified through chart review, existing research
protocols, and recruitment posters placed at pediatric and cancer hospitals in Utah from
October 2015 to January 2016. The majority of participants were approached during clinic
visits to confirm eligibility and obtain informed consent. Seven participants from a previous
research study were approached and consented over the phone. Semi-structured interviews
with all participants were conducted either in person or by phone.

Interviews included questions about demographics, cancer characteristics, and participants’
cancer experience. Participants were also asked to describe their needs during and after
treatment with regard to a patient navigation program. The patient navigator was defined to
participants as “someone who is available for you to contact with questions related to your
cancer, healthcare, or other types of services.” Interviews were recorded, transcribed, and
quality checked. Of the /=47 patients who were approached for participation, /=43
patients were enrolled and N/ =4 were lost to follow-up, leaving A//=39 who completed
interviews (participation rate 90.7%).

Demographic and Cancer Characteristics

Demographic and cancer characteristics were collected at the end of the interview and
included current age, gender, annual household income, race/ethnicity, health insurance,
marital status, language spoken at home, age at diagnosis, years since diagnosis, and cancer
diagnosis.

Developmental Age at Diagnosis

We defined developmental age at diagnosis according to Arnett’s theories of adolescence,
emerging, and young adulthood [13]. According to Arnett, adolescents ages 15-18 years
derive much of their identity from peers and usually live at home with parents [13].
Emerging adults, ages 19-25, do not fit a normative pattern of development [12, 13].

Instead, they often start families, pursue education, and work at different times during this
period [13]. A hallmark of emerging adulthood is exploration and identity formation [12,13].
Compared to their younger counterparts, young adults ages 26—39 are more frequently
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parents, have started on their long-term career path, and are married or partnered [12, 13].
Participants were classified into one of three categories based on their age at initial
diagnosis: adolescents (15-18 years, /= 8), emerging adults (19-25 years, V= 8), and
young adults (26-39 years, N=23).

Data Analysis

Results

Descriptive statistics were calculated for demographic and cancer characteristics using
Fisher’s Exact and one-way ANOVA tests to compare the proportions and means of
participant data by developmental age in Stata version 13. Qualitative data were analyzed
through two cycles of iterative, grounded theory methods to generate categories, themes, and
subthemes. Three members of the research team read the interviews and memoed first
impressions of the data. Then, 20% of the interviews were coded by three members of the
research team in two iterations for a final coding agreement of 99.7%. In the first coding
cycle, 60 subthemes were created using in vivo coding, a qualitative method that uses
participants’ own words. In the second coding cycle, ten descriptive themes were created via
axial coding to organize subthemes. Axial coding is a grounded theory technique used to
compare and contrast the characteristics and attributes of themes [20]. Themes were
iteratively reviewed to create definitions, boundaries, and reduce overlap. Similar themes
were organized into four broad categories of patient navigation preferences: Format,
Support, Healthcare, and Resources. Qualitative analysis was performed in NVIVO version
11.

Finally, differences in the positive or negative endorsement of patient navigation preferences
were examined by developmental age (15-18, 19-25, 26-39 years). In Table 2, all
subthemes are reported by age and accompanied by illustrative quotes as relevant. A positive
endorsement (+) was defined as any request for a specific navigation service or support. For
example, “my idea of a navigator would be to call me to check up on what I’m doing...” A
negative endorsement (—) was defined as a participant indicating they would not want to use
a particular service or the navigator’s support in certain ways. For example, “I wouldn’t
want [the navigator] making choices for me.” Themes where both positive and negative
endorsement were identified were coded as mixed (+/-).

Demographic and Cancer Characteristics

The average time since initial diagnosis for all age groups was 4.5 years (SD = 5.1).
Emerging adults were the furthest from diagnosis at an average of 7.0 years (SD = 7.9)
whereas adolescents were 5.5 years (SD = 6.2) and young adults were 3.3 years (SD = 2.9).
Young adults reported a higher annual household income (69.6%, > $50,000) than
adolescents (25.0%) and emerging adults (12.5%, p = 0.01, Table 1). More young adults
were currently married (82.6%) than emerging adults (50.0%) and adolescents (25.0%, p <
0.01). Lymphoma (62.5%, adolescents), sarcoma (37.5%, emerging adults), and breast
(30.4%, young adults, p < 0.01) were the most common cancers in this sample (Table 1).
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Navigator role—Both the adolescent and young adult age groups thought a patient
navigator should “fight for” them or act as an advocate during active treatment, while
emerging adults did not discuss this idea (Table 2). Adolescents wanted to interface directly
with the navigator instead of asking a parent or healthcare professional for access to
navigation services. Young adults wanted the navigator to be an advisor on questions to ask
their healthcare team or to inform them about services (e.g., fertility preservation). All age
groups felt uncomfortable asking their medical team about issues they perceived as “random
questions” or not directly related to their cancer treatment and were worried about seeming
“needy.” AYAs felt they had many questions over the course of treatment, especially
concerning finances, home life, and insurance, which went unasked and unanswered because
they were uncomfortable broaching non-medical issues with their healthcare team. AYAs
thought a navigator could bridge this divide by raising questions patients feel uncomfortable
bringing up on their own.

A few other age-specific differences emerged regarding the navigator role. Both adolescents
and emerging adults thought a navigator could help to normalize their experience by
reinforcing that other patients had similar questions and by validating their concerns.
Emerging and young adults wanted the navigator to provide expectations before treatment
commences and to be a neutral third party who could act as a sounding board for decision-
making.

Communication Mode—nParticipants expressed both positive and negative endorsement
regarding a variety of communication modes with the navigator. Adolescents and emerging
adults wanted face-to-face meetings with the navigator especially at the beginning of the
relationship. While most young adults wanted face-to-face meetings, some were concerned
about the potential inconvenience of meeting with a navigator in person. After establishing a
relationship, in-person interaction was not always seen as necessary among participants.
Preferences for mode of communication (e.g., phone, text, postcard, email) varied widely,
with some adolescents and emerging adults stating they did not regularly check email,
whereas young adults preferred email. All age groups, however, agreed that phone calls were
important. Many participants were comfortable with exclusively digital forms of
communication like texting, messaging within electronic medical record systems, video, and
web chat. Convenience of communication was also discussed, with several participants
indicating that they wanted to be able to contact the navigator outside of regular working
hours.

Timing of interaction—All age groups wanted access to patient navigation during all
phases of treatment and thought the navigator would be particularly helpful in supporting
them during periods of healthcare transition (e.g., starting a new treatment, entering
survivorship). All age groups had interest in working with a navigator while transitioning to
survivorship and wanted the navigator to check in regularly, both during and off treatment.
Some adolescents wanted the navigator to strike a balance between the frequency of regular
check-ins and becoming overbearing.
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Emotional, Social, and Peer—All age groups wanted emotional encouragement from
the navigator throughout treatment (Table 3). However, other aspects of emotional, social,
and peer support varied by developmental age. Both emerging and young adults thought the
navigator should help them to “feel less alone” in their cancer experience whereas this was
not discussed by adolescents. Young adults were the only group to request formal referrals to
psychological support services from a navigator. In particular, this desired support among
young adults included a need to discuss the “life and death” nature of cancer and for
someone to talk to outside of their family. While less common, a few emerging and young
adults negatively endorsed emotional support from a navigator because they felt
uncomfortable disclosing their emotions to “a stranger.”

Family—~Participants felt the focal point of the navigator’s role in connecting with family
members was to support AYAs’ caregivers and children. All age groups, including those
diagnosed as adolescents, expressed needing assistance accessing childcare services. Both
young adults and adolescents wanted their parents to have a relationship with the navigator
as well. Young adults also wanted the navigator to help support their spouse/partner, help
navigate changes in their relationships, and share advice about how to discuss cancer with
their children.

Insurance and Finances—Insurance and financial supports were frequently discussed
across all age groups (Table 3). Adolescents and emerging adults wanted the navigator to
explain how their treatment was paid for using insurance. Emerging and young adults
wanted to review their medical bills with the navigator, have “step-by-step” explanations of
payments, and requested that the navigator help them access financial assistance for daily
living expenses (e.g., travel, childcare, household costs). Young adults requested financial
assistance to pay for treatment.

Survivorship and Late Effects—Across age groups, participants who were off therapy
and further from diagnosis felt disconnected from their cancer experience and wanted the
navigator to share updates on results of clinical trials, survivorship information, and late
effects. All age groups felt as though regular contact with the navigator when they
completed treatment would help them feel supported and part of the wider cancer
community. Adolescents felt especially disconnected because they did not remember the
specifics of their treatment regimen or follow-up care plan after treatment. Only young
adults wanted the navigator to provide information about fertility preservation before
treatment and infertility after treatment.

Care Coordination—All age groups envisioned the navigator as a “single point of
contact” who could direct questions to the right clinician or service. Both adolescents and
young adults thought that a navigator could help with communication between busy
healthcare providers and systems, particularly if they were receiving care at multiple
institutions. Specifically, AYAs preferred to contact the navigator for non-emergent issues
and questions first before trying to reach their busy medical team.

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Pannier et al.

Resources

Page 7

Information needs—The most frequently requested resource from a navigator was
providing information on non-medical concerns (Table 3). All age groups wanted a
navigator as a convenient contact to answer and screen simple questions, or help direct
AYAs to the right person to answer those questions. Emerging and young adults wanted the
navigator to facilitate access to local non-medical resources (e.g., exercise programs) and
encourage patients and survivors to use them.

Education—Only adolescents endorsed support with their education from the navigator.
They wanted assistance working with schools during treatment or help with homeschooling,
and also thought a navigator could help to connect them with college applications and
scholarships relevant to cancer patients.

Discussion

To our knowledge, this is the first study to describe variation in AYAS’ navigation
preferences using Arnett’s developmental age classifications of adolescence, emerging, and
young adulthood. Our findings build on earlier research that has identified gaps in care for
AYAs with cancer including clinical (e.g., low clinical trial enrollment) [21], financial (e.g.,
lack of insurance, financial hardship) [22], and psychosocial needs (e.g., social isolation,
post-traumatic growth versus stress) [23]. Using Arnett’s developmental age groups to guide
our qualitative analysis expands existing research by interpreting how stage of development
influences AYAs’ preferences for interacting with a patient navigator and the specific
navigation services they desire. As more oncology programs are developed to meet the needs
of AYAs with cancer [9], evaluations such as ours are essential to ensure these programs best
address patient concerns.

Overall, our results demonstrate that AYA cancer patients and survivors have distinct
preferences for the role of a patient navigator in their care. Unique developmental
differences included that younger AYAs reported a direct need for assistance with school and
wanted basic information about insurance. In contrast, older AYAs described more concerns
about their family’s well-being and finances. Some services were endorsed by all age
groups. For example, regardless of age, AYAs want navigation support throughout the cancer
continuum from initial diagnosis through survivorship. All age groups wanted support and
encouragement from a navigator and were comfortable communicating both in person and
virtually. Taken as a whole, these findings demonstrate that AYAs with cancer see a role for
a patient navigator in their care and that providing developmentally tailored support for
AYAs is an important consideration for navigators and patient navigation programs.

Providing navigation services to AYAs may require creative formats and schedules. Our
participants emphasized that establishing trust with AYAs through initial face-to-face
interactions at the beginning of treatment is essential for a new patient navigator interaction.
Also, due to time constraints, some participants expressed reluctance to schedule a separate
meeting with a navigator and preferred navigation to be integrated into regularly scheduled
appointments. Such a format may require the navigator to reach out to patients first rather
than waiting for them to self-refer. Navigators targeting AYAs should be comfortable using a
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variety of communication methods including text message and email, as well as meeting
patients in person during medical appointments. Moreover, our findings underscore the need
for patient navigators to be responsive to AYAs’ schedules and competing life demands.
Specifically, our sample wanted to be able to contact patient navigators outside of office
hours and via a variety of communication platforms (e.g., text, email).

While access to emational, social, and peer support was highly valued overall, an area of
need consistently reported by our participants, regardless of age, was childcare. There is
evidence that younger women may be less compliant with their cancer treatment due to the
competing demands of childcare [24]. While navigators cannot directly provide childcare
services, this does point to an important role of navigators in directing patients to
community services that may be able to address such needs. Moreover, in working with the
AYA population, it is essential that navigators be aware of and prepared to address the needs
of caregivers and dependents of AYAs as family situations and types of caregivers (e.g.,
parent, friend, and spouse) vary during adolescence, emerging adulthood, and young
adulthood.

A growing body of literature exists on the fertility and infertility support needs of AYAs.
However, in our sample, only AYAs diagnosed as young adults discussed issues around
fertility. We suspect that this could be a result of a potential lack of patient and provider
education and communication on fertility issues, especially among younger AYA patients
who may not be perceived as needing reproductive counseling [25]. In addition, the
adolescents and emerging adults we interviewed were further on average from diagnosis
than the young adults, which could potentially explain these differences as fertility concerns
may be more salient for patients closer to treatment. Also, as the average age of young
women at birth of first child in the USA is in the young adult age group at 26 [26], fertility
issues may impact young adults more acutely than younger age groups who may not yet be
trying to start a family. We suggest that future research explore age-related differences in
fertility navigation needs and consider patients both on and off therapy to ascertain how their
needs may change over time.

Insurance and finances were the most frequently cited themes for healthcare support,
positively endorsed by all age groups. Compared to adolescents, who wanted general
explanations of what insurance is and how it works, older AYAs wanted more detailed
information about medical bills, insurance payments, and financial assistance. Emerging and
young adults also requested navigator support for assistance with finding resources to help
with rent, bills, and groceries. Financial independence and accepting personal responsibility
are pivotal characteristics of emerging and young adulthood [13], but a cancer diagnosis
often results in financial burden and employment limitations for patients. Patient navigators
may have to be particularly sensitive in assisting this age group with resource support.

We acknowledge that our age categories are generalized, and it is possible participants may
function outside of their respective adolescent, emerging adult, or young adult age groups. In
addition, the sample encompassed a broad range of experiences and each age group included
participants who were less than a year from diagnosis and receiving active treatment to
several participants who had been in survivorship for a decade or more. As participants were
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on average 4.5 years from diagnosis and had to have been at least 1 month into their cancer
therapy to enroll in the study, survivor bias may have influenced the type of format or
support services that participants requested. For the current report, we were unable to
examine differences in preferences by time since diagnosis, but we suggest that as an
important consideration for future studies of AYAs’ navigation needs. That said, participants
in our sample who had aged out of their age group at diagnosis or who were off therapy
appeared to be better able to reflect on their treatment experience as a whole. Some
participants felt disconnected from their cancer experience and requested information on
survivorship needs such as late effects.

Despite these limitations, our analyses provide an important framework for developing
navigation programs in AYA oncology. Since the Adolescent and Young Adult Oncology
Progress Review Group was initiated in 2006, the number of AYA-focused programs in the
USA has grown, but many have been constrained by limited budgets and a lack of metrics by
which to measure success [9, 27]. Those interested in starting an AYA oncology program
might begin with a low-cost intervention like patient navigation as a first step in establishing
unique AYA services. Future assessments of AYA navigation services’ impact on barriers to
care, disease outcomes, and healthcare utilization [28] should employ an age-specific model
to fully capture improvements and needs among the entire AYA age group. In addition, the
young adults in our sample tended to be closer to diagnosis than adolescents and emerging
adults, which may explain why this age group reported more specific concerns around
fertility and finances. While outside of the scope of the current report, these findings
demonstrate that navigation programs targeted to AYAs should consider not only the unique
age differences, but potential difference by time since diagnosis in providing services to their
patients.

As this study demonstrates, the needs of AYAs are many and varied. While navigators may
not be able to meet all AYA needs alone, they can assist AYA patients and survivors in
finding and accessing appropriate resources. Overall, AYAs in our sample preferred highly
individualized attention. As such, it is important to recognize possible time and resource
constraints on patient navigators as the needs of AYAs with cancer can be complex.
Programs with large AYA populations who are considering patient navigation should
establish realistic caseload limits and should consider using developmental stages as a guide
for defining boundaries of patient navigation services. For instance, when working with
young adults, navigators may focus more of their attention on financial support, whereas
when working with adolescents, they may want to spend more time screening education
needs. In addition, tailoring patient navigation services to age-specific preferences may help
navigators to better meet the needs of their AYA patients while providing cost-savings for
programs with limited resources.

Patient navigators, nurse/patient coordinators, and other supportive care professionals are
well-poised to identify needs, values, and communication styles of their AYA cancer patients
and survivors. While some navigation needs span the AYA age range (e.g., childcare and
information needs), certain supports are pertinent to specific developmental ages (e.g.,
education) and should be addressed accordingly. This research provides important
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information about patient navigation preferences by developmental age to inform targeted
navigation services throughout treatment and survivorship.

Acknowledgements

We thank Abigail Ward for her assistance with data entry and analysis. Brynn Fowler worked at Huntsman Cancer
Institute during data collection and analysis.

Fu

nding Sources We acknowledge the support of Utah Cancer Control Program, Huntsman Cancer Institute

Sarcoma Disease Oriented Team, and the Jonas Center for Nursing and Veteran’s Healthcare.

References
1.

10

11.

12.

13.

National Cancer Institute and the LiveStrong Young Adult Alliance (2006) Closing the gap: research
and care imperatives for adolescents and young adults with cancer Report of the adolescent and
young adult oncology program review group. US Department of Health and Human Services,
National Institutes of Health, National Cancer Institute, LIVESTRONG Young Adult Alliance
Available at: https://www.cancer.gov/types/aya/research/ayao-august-2006.pdf

. Keegan THM, Tao L, DeRouen MC et al. (2014) Medical care in adolescents and young adult

cancer survivors: what are the biggest access-related barriers? J Cancer Surviv 8:282-292. 10.1007/
511764-013-0332-4 [PubMed: 24408440]

. Smits-Seemann RR, Kaul S, Zamora ER et al. (2017) Barriers to follow-up care among survivors of

adolescent and young adult cancer. J Cancer Surviv 11:126-132. 10.1007/s11764-016-0570-3
[PubMed: 27582007]

. Husson O, Zebrack BJ, Block R et al. (2017) Health-related quality of life in adolescent and young

adult patients with cancer: a longitudinal study. J Clin Oncol 35:652-659. 10.1200/JCO.
2016.69.7946 [PubMed: 28095151]

. Bleyer A Young adult oncology: the patients and their survival challenges. CA Cancer J Clin

57:242-255 [PubMed: 17626120]

. Weiss AR, Nichols CR, Freyer DR (2015) Enhancing adolescent and young adult oncology research

within the National Clinical Trials Network: rationale, progress, and emerging strategies. Semin
Oncol 42:740-747. 10.1053/j.seminoncol.2015.07.012 [PubMed: 26433555]

. Rocque GB, Pisu M, Jackson BE et al. (2017) Resource use and medicare costs during lay

navigation for geriatric patients with cancer. JAMA Oncol 15:1-15. 10.1001/jamaoncol.2016.6307

. Loskutova NY, Tsai AG, Fisher EB et al. (2016) Patient navigators connecting patients to

community resources to improve diabetes outcomes. J Am Board Fam Med 29:78-89. 10.3122/
jabfm.2016.01.150048 [PubMed: 26769880]

. Reed D, Block RG, Johnson R (2014) Creating an adolescent and young adult cancer program:

lessons learned from pediatric and adult oncology practice bases. J Natl Compr Cancer Netw 12:
1409-1415

. Christen S, Vetsch J, Mader L et al. (2016) Preferences for the organization of long-term follow-up
in adolescent and young adult cancer survivors. Support Care Cancer 24:3425-3436. 10.1007/
s00520-016-3157-7 [PubMed: 26988228]

Albritton KH, Wiggins CH, Nelson HE, Weeks JC (2007) Site of oncologic specialty care for older
adolescents in Utah. J Clin Oncol 25:4616-4621. 10.1200/JC0.2006.08.4103 [PubMed:
17925557]

Arnett JJ (2001) Conceptions of the transition to adulthood: perspectives from adolescence through
midlife. J Adult Dev 8

Arnett JJ (2000) Emerging adulthood:a theory of development from the late teens through the
twenties. Am Psychol 55:469-480. 10.1037//0003-066X.55.5.469 [PubMed: 10842426]

14. Zebrack B (2008) Information and service needs for young adult cancer patients. Support Care

Cancer. 10.1007/s00520-008-0435-z

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.


https://www.cancer.gov/types/aya/research/ayao-august-2006.pdf

1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Pannier et al.

15.

16.

17.

18.

19.

20.
21.
22.

23.

24.

25.

26.

217.

28.

Page 11

D’Agostino NM, Edelstein K (2013) Psychosocial challenges and resource needs of young adult
cancer survivors: implications for program development. J Psychosoc Oncol 31:585-600.
10.1080/07347332.2013.835018 [PubMed: 24175897]

Warner EL, Kent EE, Trevino KM et al. (2016) Social well-being among adolescents and young
adults with cancer: a systematic review. Cancer 122:1029-1037. 10.1002/cncr.29866 [PubMed:
26848713]

Munoz AR, Kaiser K, Yanez B et al. (2016) Cancer experiences and health-related quality of life
among racial and ethnic minority survivors of young adult cancer: a mixed methods study. Support
Care Cancer 24:4861-4870. 10.1007/s00520-016-3340-x [PubMed: 27435322]

Gupta AA, Edelstein K, Albert-Green A, D’Agostino N (2013) Assessing information and service
needs of young adults with cancer at a single institution: the importance of information on cancer
diagnosis, fertility preservation, diet, and exercise. Support Care Cancer 21:2477-2484. 10.1007/
s00520-013-1809-4 [PubMed: 23604520]

Zebrack B (2014) Patient-centered research to inform patientcentered care for adolescents and
young adults (AYAs) with cancer. Cancer 120:2227-2229. 10.1002/cncr.28734 [PubMed:
24890786]

Saldafia J (2013) The coding manual for qualitative researchers, 2nd edn. Sage, Los Angeles
Jacob SA, Shaw PH (2017) No improvement in clinical trial enroliment for adolescents and young
adults with cancer at a children’s hospital. Pediatr Blood Cancer:e26638. 10.1002/pbc.26638
Rosenberg AR, Kroon L, Chen L et al. (2015) Insurance status and risk of cancer mortality among
adolescents and young adults. Cancer 121:1279-1286. 10.1002/cncr.29187 [PubMed: 25492559]
Lang M, Giese-Davis J, Patten S, Campbell DJT (2017) Does age matter? Comparing post-
treatment psychosocial outcomes in young adult and older adult cancer survivors with their cancer-
free peers. Psychooncology. 10.1002/pon.4490

Pan 1-W, Smith BD, Shih Y-CT (2014) Factors contributing to underuse of radiation among
younger women with breast cancer. J Natl Cancer Inst 106:djt340. 10.1093/jnci/djt340

Kirchhoff AC, Fowler B, Warner EL, et al. 2017 Supporting adolescents and young adults with
cancer: oncology provider perceptions of adolescent and young adult unmet needs. J Adolesc
Young Adult Oncol jaya0.2017.0011. 10.1089/jaya0.2017.0011

Mathews TJ, Hamilton BE (2016) Mean age of mothers is on the rise: United States, 2000-2014
NCHS data brief, no 232. Hyattsville: National Center for Health Statistics

Ferrari A, Thomas D, Franklin ARK et al. (2010) Starting an adolescent and young adult program:
some success stories and some obstacles to overcome. J Clin Oncol 28:4850-4857. 10.1200/JCO.
2009.23.8097 [PubMed: 20479411]

LaRosa KN, Stern M, Bleck J, et al. 2017 Adolescent and young adult patients with cancer:
perceptions of care. J Adolesc Young Adult Oncol jaya0.2017.0012. 10.1089/jaya0.2017.0012

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



Page 12

Pannier et al.

(9z8)6T (5°28)L (Cran (z69)L2 [endsoy ynpy
100> (et (ent (528)L (T'€2)6 [endsoy s.uaIp|iyd
uo11ed0]| JusWIeal |
(€t (Cran (00)0 (T9)e Yo
99'0 (9'g6)ez (58)L (000m)8 (6'v6).LE ust1bu3
awoy ye uayods afenbue]
WLy (009)¥ (0's2)9 (6'3E)rT pate.edas/a|buis
100> (928)6T (009)y (0'se)e (T'v9)se paBeBus/passupred/patireN
SnJels [ellein
zro (e'16)12 (529)s (0's2)9 (6'92)oe  (ssedeweqo ‘renpiaipur ‘Arenjiw/sakoldws) syeatid
020 (oen)e (528)¢ (528)¢ (T'€2)6 (a1e91PBIA ‘prealtpaiN) 1jand
mwocmk_:mc_ YijesH
(0ene (Ciran (evDT (zens ounjeT/a1uedsiH
660  (028)oz (G28)L (L's8)9 (8'98)ee UM OluedsiH-UON
Aoruyia/eoey
(9°'69)91 (sznt (0sa)e (L'8v)6T 000'05$ <
(oen)e (st (CFa9ls (8'2ms 000'05$ >
(oene (0'se)e (0's2)e (0'81)2 000'6e$ >
100 (€1 (009 (528 (s02)8 000'52$ >
3WOdUI ployasnoy [enuuy
(6'09)vT (0's2)9 (0's2)e (98)ze aewa
vT°0 (T'62)6 (0sa)e (0509 (9ev)Lt aleN
(% (% (% (% lapus
LT0 (62)¢e (602 (z9)s's (T'9)s ¥ sisoubelp 0uls s1eax
1000 > (9m)Tse (L8)6'62 (09)keTe (08)z'1E marnsBul Je 8be Jualnd
(as)ueaiy (as)ueaiy (@s)uean  (@s)uesy
€z=N 8=N 8=N
onjend  (Sreeh 6e-02) (sreak Gz—61)  (saeah 8T—5T)
p syinpe BunoA  synpe Buibiswg S1UBISB|0PY
sisoubelp e dnoab sby Ammwuoz._w

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.

sisouBelp 1e abe |pluswdolanap Ag sa1sLIBIdRIRYD J30URD pue d1ydelbowsq

T alqeL

Author Manuscript Author Manuscript Author Manuscript Author Manuscript



Page 13

Pannier et al.

sisoubelp 1e abe [euswidojansp Aq 1010y Jaoued pue olydesfowap yoes Burredwod s1sal WAONY Pue 19ex3 S,JaysiH J0) anfeAd

1’

ewoldAw ajdnjnw pue ‘ewoue|aw ‘2111seh ‘1ejna1ss) ‘Bulislin 40 T =N/ Sepnjoul _mEOu

umouNun Z=/ pue [erdsoy Alunwiwiod [edns T=/A/ Sapnjoul Jaylo

q

30UBINSUI JO Swioy 3|dn|nuu 19913s 03 pamoy[e a1am siuedidned se 9400T JaA0 01 dn ppe SIRQUINN,,

(Go0 > d) weoan1ubis Aj[esnsiiels ase salfey ul sanjea

(8ve)8 (000 (000 (502)8 PR

(rroe)L (0°ge)e (00)o (Te2)e Iseaig

(oene (sent (00)o (eomv Wa1SAS SNOAJSU [eAusd/ureIg

(000 (g2t (529)s (r'sT)9 ewoydwA

(28)e (gDt (00)0 (LDe proJAy L

100 > (0ene (sL8) (sL8) (T'e2)e BW0dIES

sasoufBelp 1soue)

(€T (000 (000 @De g0
€=N 8=N 8=N
anread (sreak 6e-92) (sreak Gz—6T)  (s4eak 81-GT)
p syinpe BunoA  synpe buibiswg STUERIET o]0}V

sisoubelp e dnoab sby Sm_wuw_._w

Author Manuscript

Author Manuscript

Author Manuscript

Author Manuscript

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



Page 14

Pannier et al.

Qav-—.. 2 Inoge 186104 noA alow ay} ‘JuaLeal) wolf 1ab noA

Aeme ayping oy , samyaaya 1noA Bupab ai,noA ains axet o3 buiffed 1snf a1,/ 18aued pey noA aauls s1eaf Auel sy} ussq
S,31 31 $00f 3 ‘ISl SIY] UO 34,10A, ‘Aes pue S1eaf 0T 01 Al 0] 33.y] A1a/a noA [1ea pInoa uosiad Jeyj 41 [njajay aq pinom jj,,
V3-.. 'sem jeyi oym jno

dn-mojjo}

ainbyy ob o} buiney aw o0} pasoddo se “BuIop w, | Jeym uo dn 429y2 o} 8wl [[ed 01 9q pjrom Jojebineu e Jo eapl Aw ssenb |, + + + JoyeBIAeU JUBISISUOD
YA-.. Wes|
0} 10/ & aney noA pue ‘31 ojul dajs isni 0} aney Nok “arind buluies| abny e S,Jf ‘Sieak omj Jsity Yyl 8xif 03 SISoubelp o,
VA
—.. 18l 0P 01 MOy MOLY J,U0p | pue ‘urebe A9821Ya}jas aAeY 0] aABY | MOU JNq ‘SIaLI0 Uo BUIAJAI pue 3]qeiauinA oS Udaq oA, | Aioyoalen
£84NS NOA 81y (UMO AL Lo Op uBd | BUILISLUIOS SIY) S| HEM, ‘I [8) NOA , Aem INoA Lo 40 noA puss [f,am A8, ‘axif S.3I + + + J199ue9 Inoybnoay L
uonoe Ul Jo Bulwiy
+ —/+ ey gam/ospIA
Buibessaw
+ + 109231 [e21paWl 91U0J108|3
+ + abessall 1xa |
+ + + 1182 auoyd
+ —/* /* |rew3
/3. P33U A3y} UOIIIBIP 3l 01 LWaL] apInb pue Waly} dJay 03 padu
noA uoreLLLIojul [2U0SId 310 8Y] 186 01 8]qe 81,N0A axif 184 | ‘U0SIad ur wayy bulass 1o Apogawos o3 Buryer Ajjenioy,, —/+ + + 90©)-0]-90B4
SPOA UOIFed luUNWwio)
/3, A8y0 BuI06 12 sbuyy ains buryew ‘uosiad apIsino ue
4O puLy Inq Ajiuwsey pue Spustiy JoN BuIop Sem | MOy 33 pue W Uo Ul 323y 0} ALied piiyg e 4o pury aq isni pinom ji ssanb |, + + Aured paiys feanaN
3. 7sowye buneplen aghew suolyeoadxa
aq pInom 31 3utyi | “sBUIy Jefiwis inoge ajdoad Jayio O Jof B 0] pax[e] pely oym auoaLios 01 X[E] 01 31U q PINom 3 Yulyi |, + + Juswieasy bumas
Apaau,, Buijsay noyum
YA-.. WalY} uodn uaping e aq o3 Juem J,uop | pue ‘[sueraisAyd Awj wayj oy Juatied sayjoue jsnf w, |, + + + djay Joj Xse 0} suoswos
YA, W 10] BUIYBIAS WAl JUEM 1, UDINOM | 8XI] ‘UL | JBYUM MOUY NOA WY} 0] LWea)s 4o Buimojq isnl sem agAew | jey;
10190p AL Ypm sBUIY} BUISSNISIP AJIIESS8I8U WdY) JUBM ], UPINOM | "8l 104 S8310y2 Bulyew [10jebineu ayi] juem J, upinom |f,,
YA—.. } JO Aue 1noge aw pjo} Apogou asneasq Jnoqe mouy 1, upip | 18yl Buiyifisna aw job pue aw 1of Jybnoy Aayy
nq mou b1 pIom 3y3 JO Yuly] 1, ued | ‘aw a1y an Buimoys ApogAue aney 1, uop noA ji1 ‘o1 yJel 01 Apogawios pasu noA 4y,
QY- ‘Weaj a1eayyeay auy uo uosiad isyjoue w104 ybi,.-
10 JuaJed inoA ybnoay} Jo pesisul ‘191t A13oa4p pInod jusiied e jey) Apoqawos se [njajay aq pinos [ioebireu ay J, —/+ + 9)ed0Ape Se JojelineN
9]0y JorebineN
1ew.oH
(VA) (va)
SUNpY | sunpy (av) sawaYIgns
sajonQ) ajdwex3 BunoA | Buibiswg | sjusdssjopy puesawey] ‘sali0ba1e)

sisouBelp 1e abe |eyuswdojanap Aq ajo. JorebiAeu pue ‘Buiin ‘yewlo) pallaaid

¢ dlqeL

Author Manuscript Author Manuscript

Author Manuscript

Author Manuscript

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



Page 15

Pannier et al.

dnoub afe yum smarAlaul Ul Juasaid 10U sem awayl ajedaipul syuelq ‘dnoib abe Aq pasiopus AjaAiebau sem awayigns
‘dnouf abe Aq pasiopua Ajaanebau pue AjaAiisod yiog sem awiayigns .
‘dnoif abe Aq pasiopus Ajaanisod sem mEmEQ:W

Author Manuscript Author Manuscript

Author Manuscript

Author Manuscript

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



Page 16

Pannier et al.

YA-,,. 00] ‘SI8af UaAas 0] Al IXau ay]
Ul Spry aney o} Juem noA Ji A1essassu aq Jybiw jey) asneasq ‘sbba inoA Buizaaly 1pIsuod noA pjnoys ‘aghew
nq Ajarelpatuiur spry ey o} JUem J, uop noA aqhew Aexo, ‘ayif ‘dn speay e sl ushlb an, pjnod aghew

pue ‘a1am Ajjenioe suejd Ajjiay Aw jeym 1noqe yaap ur 10w auw 03 paxel oA, pinod 10iebineu e sqAep,, + Anpsgur pue Ajiie4
YA-.. NOA BuIa|ay Jo abieys ui [111S S, 0ym U0SIad Jel} aAel 0] 331U 3G PInom Ji 0S ‘0p
0] Jeym ains a3inb Jou a4, noA pue Bulawwios 1noqe paiiiom Jal noA 1o ‘SIamsue awos pasu noA aiaym an auios
sbulyy aney noA ‘sjiym e ur 8oUo A1aNa Uay ing ‘PlIOM Jeyj Wo.j pajosuuodstp Ayald 186 noA ‘diysionirins uj,, + + + uolrew.oul parepdn
S1994J0 81e| pue dIysJoAININS
+ S9SUadXa [BIIPAUI—aJUBISISSE [el1oUBUI
3-., ‘Sasuadxa asoyy e pue jusi Aed
0] 8nuIU0I pue Pooy ployasnoy ayi Ajdans o} aney o0} Bulob W, | pooj Biixa ayl ‘fael) ay} ‘aiay an buiAe]s,, + + sasuadxa Buinil—aduelsisse [eloueul
+ + syuawAed Jo uoneue|dxs ,dais-Ag-das,,
+ + S|]1q [eIIPBW MBINSY
+ + aoueJnsul urejdx3
S3oURUIS pUR 30URINSU |
aueayyesH
A= PUBGSNY AW puE 8w 10§ pey | JBy] SUISIU0I ay] JO aWOS ybnoly) aw (e} o a/qe
sem foum] pue spry Aw o} yye) 0] moy Jo uoiIIp dy Ul sw jujod [0} auoawios] arey o} pajaxa os aq pInom |f,, + uaJp|1ya pue sauired ‘sasnods
QAV-. '8U08LIOS aAeY 0] Sjua.led A [104] [njaay uaaq oA, pInom it YUl usha |/, + + siuased pue sienibale)
/3., SIBIP[IYI SI ‘SSAHIS JSOL 3UY} SISNBI 10 ‘PUIL AL S8SS0.1I
sAemye Jeyy Buly auy| 18yl [1e pue X1om 01 4oeq Bulol aq o1 BuIob w, | mou JybLi a18um AJfe12adsa yulyl f,, + + + aleap[yd
Kjiweq
£ S|elJa)al [e190S0YdASd
3. PO JO pury
aq JybIw Jey) oS 190uelis e [S1 101eb1nBu ay1] asneaaq ‘12alb 0S 3q 1, upinom 3 aIf Swaas 11odans [euonows,,
VA—.. 0P
01 9/npayas Aw 4o Ino awi} 3xe} 0} pajuem | Jeyi BulyIawos J,usem ji ing ‘dno.b 1ioddns e sem aiayi mouy |, —/+ —/+ + (syuanred ‘Joyebineu ‘sigad) Loddns [e100s
VA-.. Af1Lwe) 11341 01 X[l 0] Sjuem ApogAians jou pue auofe sjas) ApogAians,, + + duoje ss3| [994,,
+ + + Juawabeinooug
Jead pue [eroos ‘reuonow3
1oddng
(VA) (va)
SUNpY | sunpy (av)
sajonQ ajdwex3 BunoA | Buibiswg | siusdssjopy sawaylgns pue ssway | ‘saldobiared

sisouBelp 1e abe pyuswdolanap Ag SadIAISS 394N0sal pue ‘aleayijeay ‘1oddns uonebiaeu Jusired Uo) saousIa)81d

€ 9lqeL

Author Manuscript Author Manuscript

Author Manuscript

Author Manuscript

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



Page 17

Pannier et al.

dnoub afe yum smalAlsul Ul Jussaid 10U sem away) ajealpul syuelq ‘dnoib abe Aq pasiopus AjaAlebau sem awiayigns

‘dnoJb abe Aq pasiopus Ajanirefiau pue AjaAnisod yiog sem awayigns

—/+

‘dno.b abe Agq pasiopus AjaAnisod sem mEEE:ﬂ

(s1ayoeal yum Burjiom
Qv 9Nfo & aney 1, uplp 8/doad 321n0sal j00YIS P3JooYISaLIOY SABMIE A, |, + ‘looyasawoy ‘6-a) Woddns Buiuies]
+ sdiyssejoyas/suoirealjdde abajj0d
uofreonp3
V3
- JBIIIBUBq AJ[8al 3 PINOm Jey] Yully] | ‘duoy 01 18S0[9 [32IN13S] ayi puly noA djay pinoa [iojebineu ayi] 4, + + $92IN0S3J ALUNWWOI 0} SS9y
V- 40IS Jey) Jnoge uty} J, uop | 9sneasq Aeme
2483531 JO MIGISUOASE] 3L JO SUIOS YOO] [BUOBLIOS JIJING ‘J13SAW JO 8183 8xe} 0] AljIqIsuodsal Aw S, },, + + + suonsanb ajdwis/fesipaw-uoN
SPS_U UO [T Joju |
$92UN0S8Y
+ + Asng 00} Wea) [eaIpaN
VA~ 0006
u3aq aney pinom Jeyl Yim ajay o} aLoawos—ijam BuljeulpI009 JoU Jam OYm SI0120p AUBL S aAeYy o} pasn |, + + + 19€1U09 Jo Julod 3jbuIs
uoIreuIpIo0d a.eD
(WA) (v3)
SUNpY | sunpy (av)
sajon ajdwex3 BunoA | Buibasw | siusdssjopy saway1gns pue saway | ‘saldobsred

Author Manuscript Author Manuscript

Author Manuscript

Author Manuscript

J Cancer Educ. Author manuscript; available in PMC 2019 September 03.



	Abstract
	Methods
	Participants and Data Collection
	Demographic and Cancer Characteristics
	Developmental Age at Diagnosis
	Data Analysis

	Results
	Demographic and Cancer Characteristics
	Format
	Navigator role
	Communication Mode
	Timing of interaction

	Support
	Emotional, Social, and Peer
	Family

	Healthcare
	Insurance and Finances
	Survivorship and Late Effects
	Care Coordination

	Resources
	Information needs
	Education


	Discussion
	References
	Table 1
	Table 2
	Table 3

