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Abstract

Purpose—Healthcare providers (HCPs) and other staff at a comprehensive Cancer Center were
interviewed on how to best implement a patient navigator position when working with adolescents
and young adults (AYA) with cancer. Research objectives included assessing staff perceptions of
(a) barriers to optimal care for AYA, (b) roles and responsibilities for a patient navigator, and (c)
training needed for future patient navigators.

Methods—Semi-structured interviews were conducted with 17 staff members providing care to
AYA. Verbatim transcripts were hand-coded using inductive content analysis.

Results—Roles and responsibilities of a patient navigator were described as needing to
coordinate services, be knowledgeable of resources inside and outside the Cancer Center, provide
emotional support, advocate for AYA, assist with financial and insurance issues, and serving as the
first point of contact.
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Conclusions—Staff serving AYA reported the desired roles and training they wished a patient
navigator to possess. This study contributes to the literature by conducting stakeholder assessment
of the goals and roles of an AYA patient navigator (PN). PN positions should be adapted to the
workflow and ethos of the institution.
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Introduction

Adolescents and young adults (AYA) with cancer ages 15-39 years account for
approximately 70,000 new invasive cancer diagnoses in the USA annually [1].
Improvements in survival estimates in AYA are lower than younger and older patients [2],
regardless of disease [1], which is attributed to reduced access to cancer care, delays in
diagnosis, non-adherence to treatment, age-specific psychosocial factors (e.g., increased
risk- behaviors) and challenges in accessing supportive cancer care services, and lower
levels of participation in clinical trials [2, 3]. AYA with cancer experience more complex and
long-lasting distress than older adults or younger children with similar diagnoses [4, 5].
Unique psychosocial issues have been i dentified among AYA, distinguishing them from
pediatric and adult populations. These include concerns about future romantic and peer
relationships and interrupted life plans, limited availability of mental health services and
social support networks, increased parental dependence, disruption in school or career paths,
and concomitant financial challenges [6, 7].

A patient navigator (PN) is a position based on a patient-centered, intervention model with
the goal of reducing barriers during cancer care [8]. A PN provides services to individual
patients for a defined period, targets a set of health services and patient specific barriers, and
aims to reduce delays in accessing services. A traditional navigator’s primary
responsibilities include explaining medical procedures and appointments, eliminating
barriers in treatment participation and adherence, coordinating communication among the
medical team, identifying potential patients in need of follow-up, building networks,
documenting necessary action steps by the patient or medical team, and supporting research
[9]. Common barriers addressed by a PN include financial and insurance concerns,
transportation issues, and managing feelings or fear related to cancer [8]. A PN has been
found to increase cancer screenings and timely resolution of cancer screening abnormalities,
leading to reductions in the prevalence of late-stage disease [10-12]. In addition, a PN was
associated with improved quality of life and cancer survival [10-12].

Despite these findings, there is no “one-size-fits all” approach to a PN position and service
delivery should be tailored to specific barriers of the individual or population and fit the
workflow and ethos of the institution [13]. In an effort to tailor a PN specifically for AYA
with cancer, we interviewed AYA in a previous study to determine barriers to care during
and after cancer treatment [14]. AYA reported the following barriers: (1) lack of
communication regarding transitioning to survivorship, (2) difficulty managing and
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communicating with the Cancer Center about financial and insurance issues, and (3)
managing psychological and physical symptoms throughout treatment [14].

The overall research objectives of the current study were to gather perceptions from HCPs
and other hospital staff on: barriers to optimal care for AYAs, roles and responsibilities for a
PN, and training needed for future PNs. While the extant literature has examined perceptions
to inform AYA program development and functioning, this study specifically aimed to
identify ways that a PN could best serve AYA in a large, freestanding Cancer Center.

Methods

Recruitment

Staff at a designated National Cancer Institute and Comprehensive Cancer Center with a
clinical program dedicated exclusively to AYA care were interviewed to identify perceived
barriers to optimal care during cancer treatment, as well as the desired roles, responsibilities,
and training of an AYA PN to fit within the workflow and ethos of the institution. Optimal
care was intentionally not defined for staff to prevent bias in gathering information on
perceived barriers.

The physician leader of the AYA program and a supportive care clinician identified potential
staff across a range of occupations based on their frequency of interactions with AYA. Staff
were considered eligible if they had worked at the Cancer Center for at least 6 months and
were in a position where they provided care to AYA. Thirty-one providers were contacted
via email, and 17 (54.8%) responded to the email and agreed to participate in an interview.
Incentives were not offered. The study was approved by the Cancer Center’s Institutional
Review Board.

Procedures

Semi-structured interviews were conducted to elicit HCP’s perceptions regarding barriers to
optimal care for AYA with cancer, as well as services and support needed during cancer care
that could be provided by a PN. Interviews ranged between 30 and 60 min (M = 45 min).
Sample questions included the following: (1) “What are the biggest barriers to optimal care
that AYA experience during treatment?” (2) “Which services at [Cancer Center] have been
helpful in addressing these barriers?” (3) “What additional services could a patient navigator
provide/what role could a patient navigator fill?” (4) “What training should a patient
navigator have?” Interviewers were trained on potential follow-up questions and probes to
gather more information on specific barriers (e.g., financial issues), services, or training.

Trained doctoral level investigators, unaffiliated with the Cancer Center, conducted
interviews with staff. Seventeen interviews were completed to allow all who indicated
interest in participating, the opportunity to share their views. The themes saturated on final
analysis and refer to the point in which no new information is forthcoming [15]. Specifically,
there was no content in any of the interviews that was not duplicated by others. Saturation
was determined by study team discussions about the content of the interviews during the
coding process. In total, 16 interviews were conducted in person and one by telephone.
Interview modality did not cause variation in the quality, length, or content of the interview.
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Audiotaped interviews were transcribed verbatim and analyzed through inductive content
analysis [15]. This form of analysis aids in establishing clear links between the intended
questions (a priori themes) from the interview guide, as well as any emergent themes that
may arise [15]. Open coding was used to create initial impressions, and initial codes were
compared across four independent coders to develop a codebook. The codebook was refined
to be representative of selective coding using the constant comparative method [16]. The
research team repeatedly met to discuss coding, which resulted in creating a definition for
each code with examples and non-examples. Reflexivity was practiced at each study team
meeting prior to, during, and after the interviews with group discussion to ensure meaning of
terms and that language and expressions were mutually understood [17]. A final revised
codebook was created for coding, which was utilized for re-coding of the transcripts and the
establishment of inter-rater reliability (IRR). Themes were then created from the code
groupings.

IRR was established between two separate teams of two coders each at the initial, middle,
and final stages of data collection to ensure consistency of coding over time. At each time
point, IRR remained at a kappa value of 0.80 or above. Rigor was ensured through the use of
verbal debriefing, crosscoding, and the establishment of IRR [18, 19].

Staff in this study represented a variety of positions (e.g., oncologists, Advanced Registered
Nurse Practitioner) and were mostly female (59%; Table 1). All staff were at least 30 years
old and most were White (82%).

Barriers to optimal care for AYA

Themes deriving from code groupings for staff reported barriers to optimal care for AYA
included financial and insurance needs, psychological needs and symptoms, being
unprepared for the unexpected, and experiencing fertility-related concerns. In addition, staff
noted AYA had difficulty balancing medical appointments with the rest of their life due to
work, school, or starting a family. Finally, staff described barriers for AYA in navigating
their medical care with their parents as protectors (Table 2). Staff perceptions of barriers to
optimal care for AYA were congruent with those reported by AYA in our earlier study [14].

Role and responsibilities of a patient navigator

Staff members described what roles, responsibilities, and training they believed a PN should
have. Themes are discussed below and further delineated in Table 3.

Coordination of services—All staff described the PN as coordinating services in order
to “fill in the gaps” in AYAS’ care. One employee described the need to prevent AYA from
“falling through the cracks,” indicating that patients may not be getting connected or
referred to the proper departments in order to meet their needs.
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“l see a lot of youngsters definitely falling through the cracks...if there is something
systemically that we can do...to make things better, we should be doing it.”
(Female, MD)

In terms of the PNs’ role in systematically coordinating services, another staff member
described the navigator as someone who guides a boat and keeps it on course, despite not
being the person to steer it:

“The navigator doesn’t steer the boat, but.knows where the boat needs to go.so
helping the patient plot that course.knowing where the recent shows are, knowing
where the heavy wind is, the light wind is, all those things. That would be the
navigator’s role. “ (Male, Patient Relations)

Yet another staff member described more specifically how he saw the PN guiding AYA
through treatment. This staff member was a financial analyst, who was also an AYA cancer
survivor.

“The Patient Navigator is a person who.assists with the journey of the patient
through their treatment.pos- sibly linking them to the correct resource specialist or
financial counselor, to the emotional psychosocial component.if they feel that they
are alone in this, “No, hey here’s person X who’s gone through something similar.
“(Male, Financial Analyst)

As equally important as what the PN should do, was what staff felt he/she should not do.
One individual described the need for the PN to “stay on their own turf” and not try to fill
the role of other positions at the Center:

“| think that the navigator should.fill in the gaps.the worst thing that the navigator
could probably do. would be to try to replace something that exists because that
seems to be the biggest fear. So the navigator cannot say, ‘Here’s how | would treat
your cancer,” because a physician - the physician backlog, backlash, will be horrific
and the navigator will be run out of town. The navigator cannot do something that
the nurses would consider in their domain. Nor should they tread on what the social
workers exactly do at this point. I think of the navigator as being able to plug into
any of those ser- vices.and then to make that referral. and see it through. “ (Male,
MD)

Knowledge of resources inside and outside of the center—The majority of staff
also felt the PN should be knowledgeable of and connect the AYA to resources both within
the Center and throughout the community.

“...know the resources out in the community...that navigator is going to have to
know the resources that we have available here [at Cancer Center] .you can’t expect
them to know everything about all of [state], but know.where to go to contact, to
find out these resources.” (Female, RN)

Provide emaotional support and serve as an advocate for AYA with cancer—
Almost all staff expressed the PN should be em-pathetic and non-judgmental, with strong
listening and communication skills. This included providing emotional support and
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advocating for the AYA when necessary. Some providers noted this as important due to the
protector role that parents may play during communication with the doctor, which may limit
the AYAS’ voice in the conversation.

“They need to be able to listen. Honestly, not just talk to people.a quiet, safe
environment where people can. sit still and talk if they need to. A comfortable...
place to get a drink, or...Kleenexes...being flexible to allow that person to be
where they are...* (Female, ARNP)

Help deal with financial and insurance issues—The majority of staff discussed the
financial burden of cancer treatment and barriers when dealing with insurance. This was a
concern staff felt the PN should play a large role in reducing barriers during treatment.

“.for a lot of those patients, just having somebody to help steer them.getting them
to whoever they need to see.they have a lot of needs.financial needs, insurance -
which.is a ballooning problem - that’s really what people need a lot of help with.”
(Female, MD)

Navigator as first point of contact and able to collaborate with other
departments—The majority of staff also endorsed the PN as the first point of contact for
AYA. In addition, staff felt the navigator should collaborate with various departments within
the Cancer Center as an integral part of the health care team.

“...1 think the navigator would ensure the first days, or first weeks, or beginning-of-
time experience with [Cancer Center] would be more consistent.” (Male, MD)

“If [the navigator] was an integral part of our team- When | give out a handout to
new patients, it has the doctor’s name and phone number. and...talks about our
triage nurses... | think the navigator could be . introduced as an integral part of the
team as well”. (Female, RN)

Desired training of a patient navigator

Staff perceptions of the desired training for a PN included a preference for prior clinical
training, particularly in the areas of nursing or social work. Overall, a nursing background
was favored by MDs and ARNPs. Staff felt the navigator should be skilled in working with
chronic health conditions and some respondents stressed the benefit of being knowledgeable
about psychological aspects of coping with a chronic health issue (Table 3).

“But you definitely have to have some sort of a medical background.. .I don’t think
it could just be a layperson. But I think a social worker. or a nurse, physician
assistant.” (Female, RN)

In addition, staff felt the PN should appeal to AYA by increasing the Cancer Center’s online
presence and use this to provide information regarding the Cancer Center’s ability to serve
the needs of the population. Last, a few felt it would be beneficial for the PN to be younger
in age, to better connect and understand AYAS’ needs. However, this desire was balanced by
the greater priority for the PN to have clinical expertise. Because of the institution’s ethos
and priority focus on fertility preservation (designated Fertile Hope Fertility Preservation

Support Care Cancer. Author manuscript; available in PMC 2019 December 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

LaRosa et al. Page 7
Center of Excellence), staff felt the PN should have detailed knowledge of fertility and
reproductive health related concerns.

Discussion

This study contributes to the literature by modeling the necessary steps to create a PN
program for AYA, in addition to tailoring the role of the PN to the workflow and ethos of an
institution, rather than implementing a “one-size-fits-all” approach. This is especially
important, as AYA with cancer may not fit into traditional systems of care in adult or
pediatric Cancer Centers due to unique psychosocial barriers [1-7, 14]. In order to design an
AYA PN in a way that best suits an institution, we suggest gathering essential stakeholder
perspectives (e.g., AYA patients, survivors, and staff) on barriers to optimal care. In addition,
stakeholder input should be collected on the desired background, experience, and roles/
responsibilities of a PN, prior to outlining a job description and seeking to fill this position.
Gathering stakeholder input assists in determining project feasibility, design, and
implementation [20], and may be essential in generating buy-in to avoid the perception that
the PN is overlapping existing roles or services.

Given evidence-supporting a PN in the extant literature [10-12], the Cancer Center was
dedicated to creating a position targeted specifically for AYA. Interviews identified staff
perceptions of barriers to optimal care for AYA with cancer, as well as the desired roles,
responsibilities, and training of a PN with the goal of designing a role that fit with the
culture of the institution. In a previous study, AYA reported barriers to optimal care included
management of physical and mental health symptoms, fear of cancer reoccurrence, and
limited assistance with financial issues [14]. Staff interviewed in the current study also noted
financial and insurance issues, as well as psychological needs and symptoms as a barrier
[14]; however, they described additional barriers including fertility concerns, AYA being
unprepared to understand a health system and unprepared for an unexpected cancer
diagnosis, as well as how to navigate their medical care with protective parents.

Staff believed the PN should fill the following roles or responsibilities: (1) coordinate
services to ensure patient needs do not “fall through the cracks”, (2) be knowledgeable of
and connect AYA to resources in and outside of the Cancer Center, (3) provide emotional
support and serve as an advocate, (4) support AYA in dealing with financial and insurance
issues, (5) serve as the first point of contact within cancer care, and (6) collaborate with
other departments within the Cancer Center. These findings are consistent with previous
literature indicating a PN’s primary responsibilities include eliminating barriers during
cancer treatment and coordinating communication among the medical care team [9].

Staff reported the PN should have a nursing or social work background, which is also
consistent with previous literature [8]. However, other studies note a PN may include cancer
survivors [21], health educators, or lay navigators [22]. While staff noted the benefits of the
PN understanding what AYA were going through during the cancer continuum, they reported
the benefits of a professional PN were more important than those of a lay navigator. In
addition, because of fertility preservation concerns in this population, as well as the
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particular emphasis of this area of concern at the institution, staff felt an AYA PN should
play an essential role in initiating conversations regarding fertility preservation.

Novel staff perceptions of the PN’s role included serving as an advocate and emotional
support system for AYA. In a previous study [14], AYA with cancer discussed the process of
losing and regaining their independence. They felt they were becoming adults and gaining
their freedom, only to lose it and become dependent on their parents once again. HCPs and
staff described a similar event when discussing the barrier of parents as protectors, noting
that parents were often protective and AYA felt stuck between wanting someone to care for
them and losing independence [23]. Providers noted the importance of the PN being
empathetic, non-judgmental, a good listener, and an advocate when needed. These qualities
were viewed as important in ensuring the AYAs’ voice is heard within the triad of
communication (AYA, parent, HCP) [24]. The PN may assist in promoting positive
discussion among the triad, while reducing communication barriers, especially during
critical conversations such as those regarding fertility.

PNs may also provide AYA with a safe place to share their voice and serve as an advocate to
connect AYA to other services and systems. This is a concern that may be unique to AYA,
particularly due to the barriers noted related to /osing and regaining independence [14] and
parents as protectors [25].

Although financial and insurance issues are identified in previous literature as concerns by
all age ranges during cancer treatment, AYA may face unique challenges in this domain
compared to older and younger age groups, as AYA are the highest uninsured group in the
U.S. [1]. Findings suggests young, uninsured adults are more likely to be diagnosed at the
advanced stage, be undertreated, or die after a cancer diagnosis compared to those who are
insured [26]. In addition, despite the advances in cancer medicine, health disparities remain
among those living in poverty, which has been linked to barriers in accessing care [26, 27].
In this light, a PN has been shown to improve the rate and timeliness of cancer care for low
income and underserved patients [28, 29].

Staff noted AYA with cancer may have just begun their careers, still be in school, or have
families, and may not have established health care benefits at the time they receive a cancer
diagnosis or may have just started receiving state benefits as a result of their diagnoses. Staff
also noted that AYA with cancer are likely to be inexperienced with navigating medical
systems and insurance companies, which is a conclusion supported by other literature in this
population [30, 31].

In summary, in an effort to tailor a PN specifically to AYA and work within the workflow
and ethos of a comprehensive Cancer Center, staff perceptions indicated that a PN targeted
for AYA may fill multiple roles and responsibilities, particularly based on unique barriers to
optimal care faced by this population [1-7, 14].

Limitations

While this study has many strengths, it should be considered in light of its limitations, which
include the use of a convenience sample of AYA staff in one comprehensive Cancer Center.
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As such, and as with all qualitative research, results may not be generalizable to other
healthcare facilities providing cancer care. Moreover, the Center was committed to hiring a
PN and this mandate may have served as bias to our qualitative investigation.
Conclusion

A PN should be adapted to the workflow and ethos of the institution by conducting
stakeholder assessment of the goals and roles of an AYA PN. Future research regarding a PN
and AYA should emphasize the role of the navigator in increasing AYA participation in
clinical trials, improving communication methods within the triad of communication, and
connecting AYA to services related to reported barriers (e.g., physical and psychosocial
needs, financial and insurance issues, and fertility). Further evaluation is needed on the
efficacy of a PN for AYA, as well as what navigator activities are essential for improved
outcomes.

Acknowledgments

Funding This work was supported, in part, by the University of South Florida College of Behavioral & Community
Sciences Internal Grant Program under Grant No. 0101265 and a Chotiner Pediatric Cancer Research Award,
Moffitt Cancer Center. Dr. Hudson was supported by a National Institute of Health R25T training grant
(R25CA090314).

References

1. Adolescent and Young Adult Oncology Progress Review Group (AYAO PRG) (2006) Closing the
gap: Research and care imperatives for adolescents and young adults with cancer. https://
wwwecancer.gov/types/aya/research/ayao-august-2006.pdf, (Accessed 3 June 2017)

2. Bleyer A (2011) Latest estimates of survival rates of the 24 most common cancers in adolescent and
young adult Americans. J Adolesc Young Adult Oncol 1:37-42. 10.1089/jaya0.2010.0005
[PubMed: 26812567]

3. Burke ME, Albritton K, Marina N (2007) Challenges in the recruitment of adolescents and young
adults to cancer clinical trials. Cancer J 110:2385-2393. 10.1002/cncr.23060

4. Sansom-Daly UM, Wakefield CE, Bryant RA, Butow P, Sawyer S, Patterson P, Anazodo A,
Thompson K, Cohn RJ (2012) Online group-based cognitive-behavioral therapy for adolescents and
young adults after cancer treatment: a multicenter randomized controlled trial of Recapture Life-
AYA. BMC Cancer 12(339). 10.1186/1471-2407-12-339

5. Zebrack BJ, Block R, Hayes-Lattin B, Embry L, Aguilar C, Meeske KA, Li Y, Butler M, Cole S
(2013) Psychosocial service use and unmet need among recently diagnosed adolescent and young
adult cancer patients. Cancer 119:201-214. 10.1002/cncr27713 [PubMed: 22744865]

6. Coccia PF, Altman J, Bhatia S et al. (2012) Adolescent and young adult oncology. Clinical practice
guidelines in oncology. J Natl Compr Cancer Netw 10:1112-1150. 10.6004/jnccn2018.0001

7. Clerici CA, Massimino M, Casanova M, Cefalo G, Terenziani M, Vasquez R, Meazza C, Ferrari A
(2008) Psychological referral and consultation for adolescents and young adults with cancer treated
at pediatric oncology unit. Pediatr Blood Cancer 51:105-109. 10.1002/pbc.21484 [PubMed:
18253959]

8. Paskett ED, Harrop JP, Wells KJ (2013) Patient navigation: an update on the state of the science. CA
Cancer J Clin 61:237-249. 10.3322/caac.20111

9. Parker VA, Clark JA, Leyson J, Calhoun E, Carroll JK, Freund KM, Battaglia TA (2010) Patient
navigation: development of a protocol for describing what navigators do. Health Serv Res 45:514—
531. 10.1111/j.1475-6773.2009.01079.x [PubMed: 20132342]

10. Krok-Schoen JL, Oliveri JM, Paskett ED (2016) Cancer care delivery and women’s health: the role

of patient navigation. Front Oncol 6(2). 10.3389/fonc.2016.00002

Support Care Cancer. Author manuscript; available in PMC 2019 December 01.


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

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

LaRosa et al.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

Page 10

Gabram SG, Lund MJ, Gardner J et al. (2008) Effects of an outreach and internal navigation
program on breast cancer diagnosis in an urban cancer center with a large African-American
population. Cancer 113:602-607. 10.1002/cncr.23568 [PubMed: 18613035]

Freeman HP (2006) Patient navigation: a community centered approach to reducing cancer
mortality. J Cancer Educ 21:S11-S14 10.1007/s11524-006-9030-0

Ustjanauskas AE, Bredice M, Nuhaily S, Kath L, Wells KJ (2016) Training in patient navigation: a
review of the research literature. Health Promot Pract 17:373-381. 10.1177/1524839915616362
[PubMed: 26656600]

LaRosa KN, Stern M, Bleck J et al. (2017) Adolescent and young adult patients with cancer:
perceptions of care. J Adolesc Young Adult Oncol 6:512-518. https://doi.org/101089/jayao.
2017.0012 [PubMed: 28537818]

Patton MQ (2002) Strategic themes in qualitative inquiry In: Qualitative research and evaluation
methods, third ed Sage Publications, Inc., Thousand Oaks, pp 45-83

Punch KF (2001) Analyzing qualitative data. In: Introduction to social research: quantitative &
qualitative approaches, third ed Sage Publications Inc., Thousand Oaks, pp 143-166

Ritchie J, Lewis J, McNaughton Nicholls C et al. (2013) In-depth interviews In: Ritchie J, Lewis J,
McNaughton Nicholls Cet al. (eds) Qualitative research practice: a guide for social science
students and researchers, seconded Sage Publications, Inc., Thousand Oaks, pp 177-210

Shaw R (2010) Embedding reflexivity within experiential qualitative psychology. Qual Res
Psychol 7:33-43. https://doi.org/101080/14780880802699092

Chiovitti RF, Piran N (2003) Rigour and grounded theory research. J Adv Nurs 44:427-435.
10.7748/nr2011.07.18.4.17.c8631 [PubMed: 14651715]

Joosten YA, Israel TL, Williams NA, Boone LR, Schlundt DG, Mouton CP, Dittus RS, Bernard
GR, Wilkins CH (2015) Community engagement studios: a structured approach to obtaining
meaningful input from stakeholders to inform research. Acad Med 90:1646—1650 [PubMed:
26107879]

Zebrack B (2014) Patient-centered research to inform patient-centered care for adolescents and
young adults (AYAS) with cancer. Cancer 120:2227-2229. 10.1002/cncr28734 [PubMed:
24890786]

Wiener L, Weaver MS, Bell CJ et al. (2015) Threading the cloak: palliative care education for care
providers of adolescents and young adults with cancer. Clin Oncol Adolesc Young Adults 5:1-18.
10.2147/COAYA.S49176 [PubMed: 25750863]

Stanley NB, Quinn G, Reed D, Galligan A, Reblin M (2018) Support for young adult cancer
patients: perspectives of patients and their mothers. J Cancer Educ:1—6. 10.1007/
§13187-018-1413-x

Quinn GP, Vadaparampil ST (2008) Fertility preservation and adolescent/young adult cancer
patients: physician communication challenges. J Adolesc Health 44:394-400. 10.1016/
j.jadohealth.2008.08.014 [PubMed: 19306799]

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

De Souza JA, Hunt B, Asirwa FC et al. (2016) Global health equity: Cancer care outcome
disparities in high-, middle-, and low-income countries. J Clin Oncol 34:6-13. 10.1200/JCO.
201562.2860 [PubMed: 26578608]

Zonderman AB, Ejiogu N, Norbeck J, Evans MK (2014) The influence of health disparities on
targeting cancer prevention efforts. Am J Prev Med 46:587-S97. 10.1016/j.amepre2013.10.026
[PubMed: 24512936]

Freund KM, Battaglia TA, Calhoun E et al. (2014) Impact of patient navigation on timely cancer
care: The patient navigation research program. J Natl Cancer Inst 106:djul15. 10.1093/jnci/djul15

Hokkanen H, Erikson E, Ahonen O, Salantera S (2004) Adolescents with cancer: experience of life
and how it could be made easier. Cancer Nurs 27:325-335 [PubMed: 15292729]

Hughes N, Stark D (2018) The management of adolescents and young adults with cancer. Cancer
Treat Rev 67:45-53. https://doiorg/10.1016/j.ctrv.2018.05.001 [PubMed: 29753962]

Support Care Cancer. Author manuscript; available in PMC 2019 December 01.


https://doi.org/101089/jayao.2017.0012
https://doi.org/101089/jayao.2017.0012
https://doi.org/101080/14780880802699092
https://doiorg/10.1016/j.ctrv.2018.05.001

1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnue Joyiny

LaRosa et al.

Page 11

31. Davies J, Kelly D, Hannigan B (2015) Autonomy and dependence: a discussion paper on decision-
making in teenagers and young adults undergoing cancer treatment. J Adv Nurs 71:2031-2040.
10.1111/jan.12669 [PubMed: 25884430]

Support Care Cancer. Author manuscript; available in PMC 2019 December 01.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

LaRosa et al.

Demographic information for staff

Variable N (%)
Gender

Female 10 (59)

Male 7(41)
Position

Medical doctor 7(41)

Registered nurse (e.g., ARNP; RN) 4 (24)

Social worker 2(12)

Psychologist 1(6)

Patient and family services 1(6)

Financial analyst 1(6)

Patient relations 1(6)
Age

40 + 10 (59)
Race

White 14 (82)

Asian 2(12)

African American 1(6)
Ethnicity

Hispanic 3(18)

Non-Hispanic 14 (82)

Percentages are rounded and may not add up to 100%
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