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Abstract

BACKGROUND—A cancer diagnosis during adolescence or young adulthood may negatively
influence social well-being. The existing literature concerning the social well-being of adolescents
and young adults (AYAs) with cancer was reviewed to identify gaps in current research and
highlight priority areas for future research.

METHODS—A systematic review of the scientific literature published in English from 2000
through 2014 was performed. Eligible studies included patients and survivors diagnosed between
the ages of 15 to 39 years that reported on social well-being domains in the City of Hope Cancer
Survivor Quality of Life Model. Each article was reviewed for relevance using a standardized
template. A total of 253 potential articles were identified. After exclusions, a final sample of 26
articles identified domains of social well-being that are believed to be understudied among AYAs
with cancer: 1) educational attainment, employment, and financial burden; 2) social relationships;
and 3) supportive care. Articles were read in their entirety, single coded, and summarized
according to domain.

RESULTS—AYAs with cancer report difficulties related to employment, educational attainment,
and financial stability. They also report problems with the maintenance and development of peer
and family relationships, intimate and marital relationships, and peer support. Supportive services
are desired among AYAs. Few studies have reported results in reference to comparison samples or
by cancer subtypes.

CONCLUSIONS—Future research studies on AYAs with cancer should prioritize the inclusion
of underserved AYA populations, more heterogeneous cancer samples, and comparison groups to
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inform the development of supportive services. Priority areas for potential intervention include
education and employment reintegration, and social support networks.
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adolescent and young adult; cancer; education; employment; social support

INTRODUCTION

Each year in the United States, nearly 70,000 adolescents and young adults (AYASs) aged 15
to 39 years are diagnosed with cancer.1 AYAs represent a unigque and understudied cancer
population, with needs and challenges that differ from those of children and adults with
cancer. In 2005, the Adolescent and Young Adult Oncology Progress Review Group was
developed to evaluate the clinical and research needs of this unique oncology population.?
As a next step, in 2012, the National Cancer Institute developed 5 working groups
comprised of experts in AYA oncology to review the evidence, identify gaps, and provide
research priorities.3 The charge of the Health-Related Quality of Life and Symptoms
(HRQOL) working group was to evaluate evidence over the past decade regarding AYA
HRQOL in 4 key areas: social, physical, psychological, and spiritual well-being.

A task force within the HRQOL working group was charged with identifying current
evidence regarding the social well-being of AYA patients with cancer and survivors, guided
by the City of Hope Cancer Survivor Quality of Life model.# This model identifies 4 key
areas of well-being in cancer survivorship: physical and symptoms, psychological, social,
and spiritual. Our goal was to evaluate the single domain of social well-being for AYAs with
cancer, focusing on employment, education, finances, and interpersonal relationships.®

Generally speaking, in economically developed countries around the world, young people
between the ages of 15 to 39 years are finishing school, transitioning from their childhood
homes, entering and establishing themselves in the work-force, forming intimate and long-
term emotional and sexual relationships, and starting families. Within the 15-to-39-year age
range, variation exists in key developmental tasks faced by AYAs (Table 1).6-11 For example,
the older teenage years? are characterized by living at home with parents, attending
secondary school, the physical changes of puberty, and the formation of a social identity,®
whereas emerging adults (aged 18-25 years) are often in the process of leaving their
childhood home, obtaining higher education, career training, and establishing social
connections independent from childhood.® The transition from emerging adulthood to young
adulthood (typically aged 26-39 years) is not marked as definitively as the transition from
adolescence to emerging adulthood given the increased heterogeneity of vocational and
relationship experiences for young adults. By their late 20s or early 30s, most young adults
have entered into a phase of independence by creating financial self-sufficiency, accepting
responsibility for their actions, developing personal beliefs separate from their parents, and
establishing equal adult relationships with their parents.

Regardless of age, cancer disrupts people's lives. For AYAs, cancer diagnosis, treatment, and
subsequent late effects can be particularly disruptive to social maturation, a process by
which young people develop self-views, social cognition, awareness, and emotional
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regulation that guides them throughout the remainder of their lives.1213 Thus, cancer-related
disruptions can have deleterious implications for the life-long health and well-being of
AYAs. Cancer experiences during adolescence and young adulthood have been
underevaluated and much of what is known about this age group has been extrapolated from
studies of pediatric cancer survivors. Furthermore, the normative social development and
emergent social issues that arise during childhood likely differ greatly from those arising in
adolescence and young adulthood. Thus, the goal in this review was to report on studies that
explicitly focused on patients and off-treatment survivors diagnosed between the ages of 15
and 39 years.

The objective of the current study was to conduct a systematic review of the current
literature regarding social well-being and provide recommendations for future research. Our
research questions included: 1) what are the unique challenges to maintaining social well-
being for AYAs; 2) how does social well-being for AYAs with cancer compare with that of
the general population of AYAs; and 3) what are future research priorities to maximize
social well-being for AYAs with cancer?

MATERIALS AND METHODS

This review was performed in accordance with the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses (PRISMA), which is a guideline for the structure of systematic
reviews and meta-analyses.1415

Search Strategy

Using predefined keywords that were determined using a modified list of terms from the
social domain of the City of Hope Cancer Survivor Quality of Life model (ie, family
distress, roles and relationships, affection/sexual function, appearance, enjoyment, isolation,
finances, and work),% 2 members of the research team (A.C.K. and E.E.K.) searched titles
and abstracts on the PubMed, Google Scholar, and PsycINFO databases to derive initial lists
of eligible articles. Keywords included: “adolescent,” “adolescence,” “young adult,”
“adolescent and young adult,” “teenage,” “pediatric,” “childhood cancer survivor,” “cancer,”
“survivor,” or “patient”; “health-related quality of life” or “quality of life”; and “social,”
“interpersonal,” “relationship,” or “role.” Additional terms included “work,” “job,”
“occupation,” “employ,” “employment,” “labor force,” “education,” or “school.” Filters

included articles written in the English language between 2000 and 2014.

These searches yielded a total of 253 results (Fig. 1). All titles were reviewed manually by
the authors, who had expertise in psychosocial care in AYA oncology. Articles irrelevant to
social well-being outcomes and duplicates were removed at this stage, leaving a total of 106
potential articles for review. We excluded 92 articles because they focused on patients
diagnosed outside of the age range of 15 to 39 years, had no separate subanalyses of AYA
age range, and were not original research. A follow-up search using the same terms and
methods was conducted in December 2014, yielding 2 additional results. In addition, 10
articles were included that were relevant to social well-being that did not appear in the
search results, but were known to the workgroup due to their expertise in AYA cancer.
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Inclusion and Exclusion Criteria

Eligible articles included those primarily focused on AYAs with cancer aged 15 to 39 years
at the time of diagnosis (Fig. 1). We excluded articles that included subjects diagnosed with
cancer outside of the age range of 15 to 39 years that did not analyze data from the AYA age
range separately, allowing for flexibility of one year of age at diagnosis (14 years and 40
years). Four articles that did not report original research and 2 articles that did not focus on a
social domain were excluded. We included four additional studies that: focused on a case
report of AYA-aged subjects, 16 included newly diagnosed patients ages 14-30,17 recruited
individuals as young as age 12 years but only enrolled participants aged 13 to 15 years,8
and enrolled patients currently ages 13-29,19 as these studies included domains relevant to
social well-being for AYAs.

Data Collection and Analysis

After article selection, the information from the final sample of articles was abstracted by 3
study team members (A.C.K., E.E.K,, and E.L.W.) using a standardized template that
included full citation, study design, sample size, age range at the time of diagnosis,
recruitment site/source, data collection method, primary outcome measure/construct and
instruments, and summary of key findings. Based on this template, the articles were
reviewed for their relevance to AYA social outcomes. Discrepancies were resolved through
discussion. Three domains addressed in the literature were identified: 1) educational
attainment, employment, and financial burden; 2) social relationships; and 3) supportive care
for social well-being. We report results by cancer type when available.

RESULTS

Twenty-six articles met eligibility for study inclusion and addressed the social domains of
interest (ie, education, employment, financial burden, interpersonal relationships, and
supportive care) (Table 2).16-41 The majority of studies were cross-sectional in design and
used surveys or interviews for data collection. Six studies (23%) were primarily qualitative.
Thirteen studies (50.0%) were hospital or clinic based, 12 studies (46%) were population-
based or included multiple sites, and 3 studies (11.5%) involved Internet-based or
community-based recruitment. A total of 24 studies (92%) recruited patients with
heterogeneous cancer types, although few studies reported differences by cancer site.

Educational Attainment, Employment, and Financial Burden

In the United States, the National Cancer Institute-initiated Adolescent and Young Adult
Health Outcomes and Patient Experience (AYA HOPE) is to our knowledge one of few
studies to investigate education and employment outcomes for AYAs. More than 72% of
AYAs with cancer who had been full-time students or employees returned to school or work
by 15 to 35 months after diagnosis.3# Patients who reported their cancer treatment was “very
intensive” and those who had quit work/school after being diagnosed were more likely to
report that cancer negatively affected their work/school after diagnosis, with >50% reporting
problems with memory and attentiveness.3# On bivariate analyses, more patients with acute
lymphoblastic leukemia believed that cancer negatively impacted their work/education plans
compared with AYAs with other cancers (ie, germ cell, Hodgkin lymphoma, non-Hodgkin
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lymphoma, and sarcoma).34 Another AYA HOPE study indicated that 1 in 3 AYAs reported
that cancer had a negative impact on their employment plans.2 This same study also
indicated that younger AYAs (aged 15-20 years) reported a negative impact of cancer on
their educational plans compared with those aged 21 to 29 years.20

Education—Studies comparing educational attainment among US samples of AYAs with
cancer with controls typically demonstrated no differences,26:38 although to our knowledge
there have been no analyses of educational outcomes that adjusted for demographic factors.
Outside of the United States, there are also limited data. These few studies indicated that
AYAs with cancer experience disrupted educational trajectories,?® and that AYAs,
particularly males, indicate a need for assistance with returning to school/work.24 In
qualitative interviews, cancer was described as a major disruption in the pursuit of
educational opportunities due to absenteeism, inability to take required tests, and feeling as
if they had been “left behind.”25 Educational settings are an important place for AYAs with
cancer to develop supportive social networks. In a case study, one 15-year-old survivor of
breast cancer felt proud and supported when she shared her cancer experience with a
classmate.16

Employment—Employment limitations may be more common than deficits in educational
attainment among AYAs with cancer.38 In one national US sample, 33.4% of AYAs with
cancer versus 27.4% of controls were not working (P=.001).26 Of these, 34.1% of AYAs
with cancer compared with 23.9% of controls were not working due to illness or disability.
Similar issues with health-related unemployment were indicated in another US study, with
23.5% of AYAs with cancer compared with 13.7% of controls reporting unemployment due
to health issues.38 In a qualitative study, AYA patients reported feeling “left behind” in their
career or job trajectories compared with their peers.2 In this same study, AYAs who had
previously pursued careers involving physical abilities believed that they needed to adjust
their goals as a result of their cancer.2 In addition, some AYAs reported potential
discrimination from employers due to their health problems,?® although the question of how
common job-related discrimination is for AYAs with cancer remains unknown.

Financial burden and financial independence—Financial independence is often
considered a hallmark of adulthood and AYAs with cancer experience financial difficulties.
In a national study comparing individuals with and without cancer, AYAs reported lower
family incomes compared with similar-age adults without cancer.26 In the same study, AYAs
reported higher direct annual medical costs ($7417 vs $4247 for adults without a cancer
history) and annual average lost productivity costs due to illness/disability of $2200 per year.
In AYA HOPE, AYAs reported that cancer negatively impacted their financial situation, with
65% to 70% of AYAs aged 21 to 39 years and 51% of AYAs aged 15 to 20 years reporting a
negative financial impact.20 In another study, AYAs with cancer who were in their 20s,
female, and/or uninsured reported forgoing health care due to cost barriers, although no
differences existed by diagnosis type.31 AYAs with cancer may need to rely on their parents
for financial support, which can result in feelings of dependency and loss of control.2°
Moreover, AYAs with lower socioeconomic status at the time of diagnosis are reported to
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have diminished HRQOL, with gradient effects such that each quintile of decreasing
socioeconomic status is associated with worse HRQOL.28

Social Relationships

Peer and family relationships—Compared with the general AYA population, AYAs
with cancer report greater challenges in social functioning.3” The effects of cancer on
relationships with friends and peers, parents, siblings, and romantic partners may manifest in
unique ways for AYAs with cancer compared with older or younger patients with cancer.3
In focus groups, AYAs with cancer who were between 6 months to 6 years from diagnosis
reported needing support from peers and family and that they valued the opportunity to
connect with other AYA patients through online networking and in-person peer support.3 In
AYA HOPE, AYAs who reported that cancer had an impact on their close relationships were
more likely to desire information regarding how to talk about their cancer with others.
However, AYAs with acute lymphoblastic leukemia were less likely to indicate needing
information about how to talk about their cancer experience compared to AYAs with other
diagnoses.2?

A German study indicated that AYAs with cancer have significantly poorer QOL scores,
particularly for social and emotional function, in reference to a sex-matched and age-
matched comparison cohort.23 AYA HOPE indicated that nearly one-half of AYAs believed
their cancer negatively influenced their control over life.20 Male AYAs with cancer may be
more likely to live with their parents compared with same-sex controls, although this was
not the case for female AYAs.22 Patients with tumors of the central nervous system were
more likely to live with their parents and less likely to be in long-term relationships
compared with those with leukemia or lymphoma.22

AYAs with testicular cancer reported that their cancer made them feel “abnormal” compared
with their peers, both physically and socially. They believed those who had not experienced
testicular cancer did not understand how the experience had shaped their life views on
“maturing and growing up,” giving them a unique, but different, outlook on life compared
with their peers.2! In the same study, participants were reticent to disclose their cancer
history to potential intimate partners and peers (eg, co-workers, friends) for fear this
disclosure would diminish their masculinity.2! Feeling different from their peers is a source
of stress for AYAs. In a series of in-depth qualitative interviews and written narratives with
AYAs with cancer, participants reported experiencing stigma and unfair treatment from peers
due to changes in their appearance, such as hair loss.2>

Marital relationships—Marriage is another important social milestone for many AYAs,
although to the best of our knowledge there is minimal research on this topic. In one national
US study, fewer AYAs with cancer were currently married compared with similarly aged
controls in adjusted analyses.32 AYAs with cancer were more likely to have divorced or
separated than the controls. AYAs with cervical cancer were less likely to be married and
more likely to be divorced or separated compared with controls and other AYAs with cancer.
In addition, AYAs with ovarian cancer had a higher risk of being divorced or separated than
controls, whereas AYAs with breast and testicular cancer had a decreased risk of divorce or
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separation compared with patients with other cancer diagnoses.32 The authors hypothesized
that the emotional and financial burdens of cancer could lead to marital stress.32 The AYA
HOPE study found that compared with married AYA patients with cancer, unmarried cancer
survivors reported poorer mental health,3” and approximately 25% of AYA HOPE
respondents reported that cancer negatively impacted their relationship with their spouse/
significant other.20 AYAs with testicular cancer reported that their life perceptions and
values, particularly their views on marriage and parenthood, changed during the course of
their illness and treatment, with some reporting that they took these roles more seriously
after their cancer than they would have before their diagnosis.?!

Sexual functioning and intimacy—To the best of our knowledge, few studies have
reported on sexual function and its relation with social well-being among AYAs with cancer.
In AYA HOPE, greater than one-half of AYAs reported that cancer negatively impacted their
body image.20 Survivors of testicular cancer reported that their cancer impacted their
romantic and sexual relationships because they felt like “damaged goods” due to surgical
scars and loss of a testicle.21 AYAs report fears about sexual attractiveness due to changes in
their physical appearance resulting from their cancer (ie, hair loss, scarring, loss of body
parts, etc), and their ability to have children.21.25

Supportive Care for Social Well-Being

Unmet needs related to social well-being—Studies in the United States, the
Netherlands, and Australia have indicated that AYAs report a desire for more information
regarding their cancer and treatment and want opportunities to ask questions, talk about their
cancer, and process feelings.18:2940 |n AYA HOPE, unmet needs and treatment-related
symptoms interfere with social activities, and those AYAs who are most likely to report
unmet needs include men, those of nonwhite race/ethnicity, and those with physical/
emotional health problems.2” AYAs with an unmet need (ie, financial support, mental health,
support group) reported significantly poorer HRQOL and social functioning than those
without an unmet need.36 AYAs report a lack of access to financial support for care3! and
informational support for returning to work and school,34 and desire support in these areas
more than spiritual support.24 In addition, AYAs and their providers may benefit from
additional information concerning the efficacy of fertility preservation among young cancer
survivors.1?

Support groups—AYAs with cancer are interested in support groups.2’ AYAs have
expressed a desire to connect with other AYA patients with cancer and cancer survivors who
may have experienced similar challenges talking about their cancer with friends and
family.2729:33 Zebrack et al surveyed AYAs with cancer and health care providers regarding
supportive care needs and found that AYAs ranked opportunities to connect with peer
survivors much more highly than did providers.! For AYAs, building relationships with peer
survivors may present pragmatic challenges that require innovative approaches,3® such as
new uses of social media targeted to connect AYA survivors39 and other online resources
such as forums, chat rooms, and blogs.3®

Cancer. Author manuscript; available in PMC 2016 August 31.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Warner et al.

Page 8

Other interventions and programs—To the best of our knowledge, few studies to date
have demonstrated effective strategies for social support for AYAs with cancer. One study
investigated the feasibility of a nurse-led treatment intervention in a youth cancer clinic to
strengthen patients’ social networks.33 AYAs embraced this social networking program,
which consisted of a social network meeting (with patients, significant others, and important
social network members), because they believed it helped them communicate their
supportive needs, share the details of their diagnosis with important members of their social
network, and maintain adequate social support.33 A case report indicated that AYAs may
benefit from sharing expressive art therapy, such as poems or illustrations.1® Use of
technology, such as video games, has been posited as a way for AYA patients to improve
cancer knowledge.1® Also, AYAs may not be informed about the availability of services,
including Internet sites, mental health services, and camps/retreats.40

DISCUSSION

In this systematic review, we identified few studies that examined social well-being among
AYAs with cancer, despite the developmental complexity of this life stage. Herein, we
outline specific recommendations for future research priorities with a focus on developing
key measures for educational and employment deficits, the maintenance and development of
social relationships, and the social support services needed to improve the social well-being
of these individuals.

To our knowledge, there is a lack of research regarding the social experiences among AYAs
with cancer compared with studies of older and younger patients, or in reference to
comparison groups without a history of cancer. While the AYA HOPE study is the largest
population-based US study to date on AYA patients, it does not include a control group and
only includes patients with certain diagnoses. Future studies on AYAs with cancer should
incorporate comparison samples from the same age range and samples that are more
representative of sociocultural variations to provide additional perspectives on the effects of
cancer on the social well-being of AYAs.

Based on the current literature, educational attainment for AYAs with cancer does not appear
to differ from that of individuals with no history of cancer, although the studies we identified
did not adjust for demographic differences and were often based on small samples.
Nevertheless, many AYAs report unemployment or employment challenges due to cancer-
related health problems, which is similar to reports on childhood survivors.4243 Among
AYAs and pediatric cancer survivors, more intense therapy is associated with unemployment
in the long term.3442 To our knowledge, it is unknown whether certain AYAs with cancer
have problems managing late effects in the workplace or lack access to workplace
accommodations. As such, we recommend additional research on educational attainment,
the transition to employment, and work return after cancer treatment among AYAs, with an
eye toward developing targeted interventions for high-risk groups.

Furthermore, the financial strain of treatment, from lost productivity and medical costs,
continues for AYAs even after the end of their cancer therapy. This often leads to
dependence on family members and financial concerns that adversely affect AYAs’ social
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relationships. With the 2010 Patient Protection and Affordable Care Act, AYAs with cancer
may have better access to insurance coverage,** thereby potentially alleviating some of their
treatment-related financial burden, and this is an important area for study. The long-term
financial effects for AYAs with cancer are unknown, but among childhood cancer survivors,
>13% have at some time been enrolled on federal disability income coverage.*> Additional
studies are needed to shed light on how cancer affects the financial status of AYAs with
cancer throughout their lives.

Healthy peer relationships are a key component of late adolescence and young adulthood,
and a cancer experience can have detrimental effects during this developmental stage,
including a higher risk of social isolation, concerns with sexual intimacy, and relationship
strain.3246 AYAs with cancer report feeling isolated and missing out on important normative
social activities (eg, school dances, sports) during their cancer treatment.#’ Because most
healthy AYAs have little familiarity with illness, peers may not recognize how to extend
their support to a friend with cancer. However, to our knowledge, few social support
programs have been tested among AYAs. A growing body of research has shown that AYAs
with cancer are comfortable with and interact through multiple modes of in-person and Web-
based information support.#849 Future research in this area should examine interventions
with social media and social networking tools to build peer-survivor relationships and
improve social support for AYAs,39:50.51

Furthermore, AYAs with cancer experience continued challenges with sexual intimacy and
strains on familial and partner relationships that are shown to vary by cancer site and sex.
We suggest that subsequent studies explore the underlying reasons behind this variation to
understand opportunities for resiliency and building supportive relationships after cancer,
including evaluating the needs of male survivors who report difficulty with romantic
partnerships and support.52 Overall, this review demonstrates the need to strengthen the
evidence base that informs social advocacy and support of AYAs in developing new social
contacts, achieving autonomy, and maintaining existing relationships.

We also recommend future research studies evaluate how geographic mobility affects AYAs
facing cancer. AYAs often live far away from their family and many in this age group are
unmarried. Distance issues could create logistical and tangible support problems and little is
known regarding this issue. It is not clear how often AYAs with cancer return to live with
family members during treatment or whether they rely on local peer support. In addition, we
found few studies on sexual function and intimacy, which can lead to relationship challenges
and uncertainties about parenthood,>3 which are key areas for future research among AYAs
with cancer.

There are certain limitations to the current review. Studies of AYAs with cancer have been
very limited with regard to participant racial/ethnic and socioeconomic diversity. More
inclusive samples are needed to inform the development of interventions and supportive
services for the most vulnerable and underserved AYA cancer survivor populations. Future
studies on AYAs should include clear reporting on factors such as age at diagnosis. We
encourage researchers to conduct subgroup analyses among different age groups of AYAs,
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because many studies to date have included heterogeneous samples of pediatric, adolescent,
and young adult cancer diagnoses.

Furthermore, to our knowledge, the majority of studies to date have not been designed to
capture the potential heterogeneity in social well-being across cancer types. This is an
important area because there may be high-risk diagnostic groups for poor social well-being
that have not yet been identified. The limited research indicates there may be differences in
education, employment, marital status, long-term relationships, and living situations by
diagnosis type, with survivors of leukemia, central nervous system tumors, and female
reproductive cancer at a higher risk. This suggests the need for more studies that evaluate
differences by cancer types or that adjust for potential differences. In addition, the extent to
which diagnosis type influences social well-being in other domains (eg, sexual functioning/
intimacy, desire for support groups and other supportive services) merits further
investigation. Last, it is possible that certain studies focused on the social well-being of
AYAs were excluded for the following reasons: lack of citation in one of the search engines
used, lack of information concerning age at the time of diagnosis, or the inclusion of
participants outside the diagnosis age range of 15 to 39 years.

We found a need for comprehensive assessments of social well-being for AYA patients with
cancer and survivors. The attributes of social well-being among AYAs with cancer are not
well-defined nor consistently described in the literature. Despite a growing number of
studies that indicate that AYAs with cancer desire additional support in maintaining and
reintegrating into the workforce and educational programs, to our knowledge no
interventions to date have addressed the need to support the transition of AYAs back to
school and work. AYAs with cancer express a strong desire for social and emotional support
through connections with peer networks. The use of social media and online social
networking may be a potential avenue for supporting AYAs with cancer. To meet the needs
of all AYAs, we recommend that future studies include a comprehensive range of ages at
diagnosis in accordance with the Adolescent and Young Adult Oncology Progress Review
Group report.2
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TABLE 1

Social Issues and Milestones for AYAs With Cancer by Age6.9-11

Page 15

Age Significant Social Relationships

Specific Social |ssues/Milestones Related to Cancer

Mid-adolescence: early School peers, role models, parents
teenage years: <18y

Emerging adulthood: 18-25y Friends, school and work peers, parents

Young adulthood: 26-39 y Partners, family, friends, school and work peers

« Interrupted social development and peer identification
« High school achievement and graduation interrupted

« Delayed transition to living independently from parents
« Delays or gaps in higher education

« Work/employment interruptions

« Barriers to adequate health insurance coverage

« Hindered achievement or maintenance of financial
independence from parents

« Difficulty developing and/or maintaining intimate
partner/spouse relationships

« Problems with sexual function

« Fertility problems that may impact decisions regarding
parenthood

« Difficulty achieving/maintaining financial independence
from parents

« Geographic distance from family

Abbreviation: AYA, adolescents and young adult.
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TABLE 2
AYA Social HRQOL: Review Articles (N = 26)

Study Study Design Recruitment Social Outcome Domain® Dg%iss?gg\?eztrs
Baerg 200316 Case study Hospital/clinic 1 6-15
Beale 200719 Randomized trial Hospital/clinic 3 13_2917
Bellizzi 201220 Cross-sectional surveys Population 1,2 15-39
Carpentier 20112 Qualitative interviews Hospital/clinic 2 18—34[]
Dieluweit 201022 Retrospective cohort surveys Population 2 15-18
Geue 201423 Cross-sectional surveys Population 3 15-39
Goodall 201224 Cross-sectional surveys Hospital/clinic 13 15-327
Grinyer 2007% Qualitative interviews Hospital/clinic 1,2 15-25
Guy 201426 Cross-sectional surveys Population 1 15-39
Keegan 201227 Cross-sectional surveys Population 3 15-39
Kent 201328 Cross-sectional surveys Population 1,2 16-40
Kent 201320 Cross-sectional surveys Population 2,3 15-39
Kent 201230 Qualitative focus groups, interviews  Clinic/other 2 16-40
Kirchhoff 201231 Cross-sectional surveys Population 1,3 15-34
Kirchhoff 201232 Cross-sectional surveys Population 2 18-37
Neal 20077 Retrospective cohort Hospital/clinic 2,3 14_3017
Olsen & Harder 200933 Qualitative/mixed methods Hospital/clinic 3 15-22
Parsons 201234 Cross-sectional surveys Population 1,3 15-39
Rabin 20133% Qualitative interviews Hospital/clinic 3 18-39
Smith 201336 Cross-sectional surveys Population 3 15-39
Smith 201337 Cross-sectional surveys Population 2 15-39
Stegenga & Ward-Smith Qualitative interviews Hospital/clinic 3 b
200818 13-15
Tai 201238 Cross-sectional surveys Population 1 15-29
Valle 2013%° Randomized trial Other 3 18-39
Zebrack 201340 Cross-sectional surveys Hospital/clinic 3 14-39
Zebrack 200641 Delphi panel Hospital/clinic 3 15-39

Abbreviations: AYA, adolescents and young adult; HRQOL, health-related quality of life.

a. . L ] . ] . . . . .
Social outcome domains include: 1) educational attainment, employment, and/or financial burden; 2) social relationships; and 3) supportive care.

bReported age at study.
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