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Abstract

Objectives. Chronically ill adolescent and young adult (AYA) patients experience barriers to
accessing psychosocial support/palliative care, increasing their risk for negative psychosocial
outcomes. Online health communities (OHCs) have been recommended for AYAs as part of
palliative care support programs; however, we lack research investigating palliative care pro-
grams targeting AYAs' psychosocial support needs that are delivered virtually and able to
engage with patients both during and beyond inpatient admissions. Streetlight is a palliative
care program designed for chronically ill AYAs. Developed as a complementary component
that extends beyond the hospital setting, Streetlight Gaming and Online Team (SGOT) is an
OHC aimed at facilitating social support to influence psychosocial outcomes. We investigated
the existence and enactment of social support among chronically ill AYAs using SGOT and
compared this to existing online social support categories to determine which support types
are present within SGOT.

Methods. This was a qualitative phenomenological study. We performed deductive thematic
analysis based on existing online social support categories. Nine semi-structured interviews
were conducted with SGOT participants.

Results. Social companionship/belonging, esteem/emotional, and informational support were
most prevalent within SGOT. Thirteen subthemes emerged representing how social support
impacted AYAs’ psychosocial wellbeing. Notably, coping with/managing illness, sense of com-
munity and normalcy, recommendations and advice, and shared interests unrelated to illnesses
were subthemes that resonated with AYAs and added value to their experiences.

Significance of results. SGOT is an impactful OHC used to meet AYAS’ social support needs.
What makes SGOT especially unique is its virtual delivery, wherein AYAs can conveniently
maintain beneficial relationships with other chronically ill same-aged peers. AYAs need spaces
where they can feel normal and access continuous support, both within and beyond inpatient
admissions. This study enhances our understanding of online AYA psychosocial support pro-
grams. Findings can be used by healthcare professionals to implement similar palliative care
and psychosocial support programs.

Introduction

Adolescent and young adult (AYA) patients with chronic and life-limiting illnesses are a unique
population that continues to report unmet support needs (D’Agostino et al. 2011; Holland et al.
2021; Kent et al. 2013; Tsangaris et al. 2014), which are associated with lower health-related
quality of life, worse mental health, and decreased psychosocial functioning (Abdelaal et al.
2022; Sawyer et al. 2017; Smith et al. 2013; Zebrack and Isaacson 2012). Research suggests AYAs’
unmet support needs are attributed to the lack of age-specific healthcare programs and services
that focus on psychosocial aspects of care (D’Agostino et al. 2011; Holland et al. 2021; Richter
etal. 2015). Age-appropriate social support programs are necessary to fully address the needs of
this vulnerable group and mitigate adverse effects of the AYA patient experience (LeBeau et al.
2023; Pennant et al. 2020; Richter et al. 2015).

Social support is crucial for AYAs, influencing autonomy, identity formation, and overall
wellbeing (Allen et al. 2022; Linebarger et al. 2014). Frequent hospitalizations, alienation from
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healthy peers, and exclusion from normative socio-developmental
experiences make maintenance of supportive relationships chal-
lenging and increases risks for negative outcomes (Allen et al.
2022; Cheung and Zebrack 2017; Kent et al. 2013; Zebrack and
Isaacson 2012). Research demonstrates that chronically ill AYAs
who develop supportive relationships and social connectedness
report improved self-efficacy, psychological wellbeing, disease/ill-
ness coping, and quality of life (Abdelaal et al. 2022; Breuer et al.
2017; Kaal et al. 2018; Poku et al. 2018; Tsangaris et al. 2014;
Zebrack and Isaacson 2012). Support from same-age peers with
similar diagnoses is especially valuable as it alleviates feeling abnor-
mal; provides comfort knowing others can relate to experiences;
and assists with processing illness experiences (Breuer et al. 2017;
Kent et al. 2013; Lea et al. 2018; LeBeau et al. 2023; Mobley et al.
2018; Pennant et al. 2020; Rujimora et al. 2023; Tsangaris et al.
2014).

Facilitating opportunities for support can impact AYA care
(Breuer et al. 2017; Cheung and Zebrack 2017; Kent et al. 2013;
Mobley et al. 2018; Rujimora et al. 2023), especially opportunities
that minimize infection risks while maximizing peer relationships
and support (Kohut et al. 2018; Lazard et al. 2021; Lea et al. 2018;
Rabin et al. 2013). Online health communities (OHCs) are virtual
spaces that can be significant sources of support and empowerment
for chronically ill AYAs. Support facilitated through OHCs can pro-
vide similar benefits to those of in-person relationships (Cheung
and Zebrack 2017; Kohut et al. 2018; Lea et al. 2018). Furthermore,
social support found in offline settings also exists in online contexts
(Kaal et al. 2018; Kohut et al. 2018; Lea et al. 2018; Nick et al. 2018).
Researchers recommend OHC:s for chronically ill AYAs as an alter-
native to traditional modalities to facilitate support and promote
positive health outcomes (Devine et al. 2017; Kaal et al. 2018; Kirk
and Milnes 2016; Kohut et al. 2018; Rabin et al. 2013; Solberg 2014).

Clinical palliative care program

Streetlight at UF Health is a palliative care program helping chron-
ically or terminally ill AYAs navigate the course of their illness
and is often introduced early in their disease trajectory. Streetlight
focuses on Designated Palliative AYA patients ages 13-30 living
with cancer, cystic fibrosis, sickle cell disease, diseases requir-
ing organ transplants, and other rare diseases, or who have been
admitted at least 3 times in recent years. The Streetlight Gaming
and Online Team (SGOT; at time of data collection, named the
Streetlight Gaming League) is an OHC established as a complemen-
tary component of the larger Streetlight program (LeBeau et al.
2023), in which AYAs are invited to join during hospital admis-
sions and outpatient appointments. SGOT addresses psychosocial
aspects of palliative care and enables continuity of relationships by
extending beyond the inpatient setting.

SGOT involves inpatient gaming and virtual community. While
hospitalized, patients have access to current generation gam-
ing consoles equipped with online subscriptions, secure inter-
net access, and a library of downloaded games. Additionally,
patients can participate in virtual community through a private
Discord (n.d.) server moderated by Streetlight staff and volun-
teers, featuring 36 interest-specific text channels and 6 voice chan-
nels. Patients can continue to access Discord following discharge
and participate as desired. To maintain a safe environment for
patients, Streetlight has several structures and safeguards in place
for SGOT, including a behavioral code, Discord moderation, and
crisis resources and emergency services (see Appendix 1 for more
detail). Additional information about Streetlight and SGOT can be
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found on their website and in related publications (LeBeau et al.
2023; Rujimora et al. 2023; Walker et al. 2022a, 2022b).

Objective

Despite knowledge regarding the delivery of programs for chron-
ically ill AYAs and needs expressed by this population, we lack
research on age-appropriate programs targeting AYAs psychoso-
cial support needs that are delivered virtually and extend beyond
the hospital setting. As part of a larger project and ongoing research
efforts to manualize the Streetlight program (LeBeau et al. 2023;
Rujimora et al. 2023; Walker et al. 2022a, 2022b), we aimed to
address the research gap of AYAs’ unmet support needs by investi-
gating the existence and enactment of social support among chron-
ically ill AYAs using an OHC. We also compared this with existing
online social support categories to understand which support types
are present in this online space.

Methods

A description of this study’s phenomenological qualitative research
design has previously been described (LeBeau et al. 2023). Briefly,
we used a constructivist research paradigm and a hermeneutic
phenomenological approach to investigate the lived experiences
of SGOT nparticipants, considering points of view from different
patients and using all perspectives to represent the phenomenon
(Neubauer et al. 2019). We selected hermeneutic phenomenol-
ogy because it facilitates in-depth exploration and interpretation of
AYA patients’ lived experiences of social support and emphasizes
meaning and meaningfulness as ascribed by participants (Bynum
and Varpio 2018; Neubauer et al. 2019). Our study was guided by
the COREQ checklist to ensure rigor, credibility, and trustworthi-
ness (Tong et al. 2007). We obtained approval from the University
of Florida Institutional Review Board (#202000235).

Data collection

Based on recommendations for phenomenological studies, we
aimed to conduct at least 8 interviews (Vasileiou et al. 2018).
Recruitment for this study mirrored recruitment for Streetlight
itself. As such, this study was not focused on a specific diagnosis;
rather, the goal was to reach a sampling of various patients partic-
ipating in the SGOT as there is value in investigating a variety of
conditions and illnesses (McNeil et al., 2019). To understand the
breadth of experiences, we recruited AYAs with various illnesses,
such as cancer, cystic fibrosis, sickle cell disease, diseases requir-
ing organ transplant, and other rare diseases. Eligible participants
were Streetlight members; currently participating or had previ-
ously participated in SGOT; between the ages of 13 and 30 years;
able to speak, read, and write in English; and cognitively able
to participate. We recruited AYAs using purposeful and snowball
sampling to ensure selection of information-rich cases and allow
for any members to participate, regardless of disease trajectory
and psychosocial history. Streetlight staff assisted with recruitment
by posting the recruitment flyer to the Discord general chat and
directly messaged AYAs inviting them to participate. Participants
provided electronic informed consent (adults) or consent with
assent (minors) via REDCap (Harris et al. 2009). Data collection
materials underwent an extensive vetting process, described previ-
ously (LeBeau et al. 2023). We collected data between September
2020 and January 2021.
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Table 1. Initial online social support coding scheme used for deductive
approach to reflexive thematic analysis

Table 2. Demographic characteristics and descriptive statistics of AYA
participants (n = 9)

Type of social

support Operationalization Examples
Esteem and Information that a Being held in high
emotional person is esteemed, esteem, offer help with

one’s emotional state,
or express acceptance,
caring, liking, loving,
respect, concern,
empathy, or sympathy

cared for, and
accepted

Sense of social
belonging and
having others to
engage with in
shared social
activities

Social compan-
ionship and
belonging

Expressions of
inclusivity or spending
time together; sharing
leisure time

Informational Advice, feedback,
suggestions,
information,

guidance, references

Offering help in the
form of advice,
constructive feedback
or affirmation, new
information or
perspectives, or
references to new
resources

Instrumental Tangible aid and

services

Offering financial aid,
providing material
resources, or taking on
a responsibility

Participants completed a researcher-created questionnaire via
REDCap (Harris et al. 2009) capturing self-reported demographic
characteristics. For accuracy, Streetlight staff provided data on
length of Streetlight and SGOT membership for participants.
Participants also completed a 30-60 minute one-on-one semi-
structured interview with a female researcher (KL) trained in
qualitative methodology. The interview guide consisted of 12 open-
ended questions informed by online social support and AYA liter-
ature (Breuer et al. 2017; Nick et al. 2018), divided into 4 sections
according to online social support types: esteem/emotional, social
companionship/belonging, informational, and instrumental (Nick
et al. 2018) (Supplemental file 1). As interviews progressed, ques-
tions were added to address emerging references to experiences,
and confirm or clarify themes described by participants (e.g.,
member-checking) (Pennant et al. 2020). We conducted and
recorded interviews using Zoom®©. We transcribed interviews via
transcription software and reviewed for accuracy. No repeat inter-
views were conducted, and transcripts were not returned to partic-
ipants for comment or correction. AYAs received a $25 electronic
gift card for participating.

Data analysis

We analyzed demographic data using SAS Software (version 9.4)
to describe sample makeup. We used a predominantly deductive
approach to reflexive thematic analysis to analyze interview data,
where existing research/theory provide the lens through which
data are coded and interpreted (Braun and Clarke 2021, 2023). We
referenced existing online social support categories to develop the
initial coding scheme for analysis (Table 1) (Braun and Clarke 2021;
Nick et al. 2018).

Two researchers (KL, JMR) conducted analysis via Word
and Excel using the 6-phase process, moving between
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Characteristics Frequency (%)

Gender

Male 6 (66.7)

Female 3(33.3)
Age-group (years)

13-17 2(22.2)

18-25 7 (77.8)
Prior experience playing video games

Yes 9 (100)

No 0(0)
Characteristics Mean (SD)
Age (years) 19.8 (2.5)
Time being Streetlight member (months) 42.2 (28.9)
Time being SGOT participant (months) 22.9 (10.2)

phases as necessary: data familiarization; systematic data coding;
generating initial themes; developing and reviewing themes; refin-
ing, defining, and naming themes; and writing the report (Braun
and Clarke 2021, 2023). The researchers independently analyzed
data during phases 1-3 using the coding scheme, wherein initial
codes and themes were informed by existing online social support
categories. After completing separate analyses, themes/subthemes
were collaboratively compared and finalized during phases 4
and 5. We employed a more inductive approach for subtheme
development, which comprised descriptive and interpretive
elements, and involved querying our assumptions to produce a
richer understanding (Braun and Clarke 2021). Data saturation
was discussed during collaborative meetings about the analysis
process. Themes do not represent distinct entities but rather are
interrelated constructs that together capture the experiences of
AYA participants.

Results

Nine AYAs participated in the study, with 6 identifying as male and
3 identifying as female. Mean age was 19.8 years (SD = 2.5), and
7 participants (78%) were between the ages of 18 and 25 years.
On average, participants had been members of Streetlight and
SGOT for 3.5 and 1.9 years, respectively (Table 2). AYAs consis-
tently highlighted the existence and enactment of social support
within SGOT. Participants perceived the 4 online social support
categories, with all participants agreeing if they needed a certain
type of support, they felt confident they could seek it out from
other AYAs. Social companionship/belonging was the most preva-
lent support type experienced, followed by esteem/emotional and
informational support. Instrumental support was the least preva-
lent (Table 3). Themes and subthemes are in Table 4. Supporting
quotes are provided in Table 5.

Social companionship and belonging

Experiences of social companionship/belonging support were
captured into 4 subthemes: embeddedness, inclusivity and
common interests, sense of community, and sense of normalcy.
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Table 3. Coding frequencies and percentages for the 4 types of online social
support

Type of online social

support Frequency count Percentage
Social companionship 64 41.3%
and belonging

Esteem and emotional 43 27.7%
Informational 37 23.9%
Instrumental 11 7.1%
Total 155 100%

AYAs described being attached to others and deeply ingrained
in the SGOT group, much of which was attributed to their con-
nections and interactions with others, and a sense of closeness
from these relationships (quote #1). Some mentioned oth-
ers actions made them feel socially integrated and like they
were a prominent part of each other’ lives, creating a sense of
unity (#2).

Participants also discussed feelings of inclusivity, explaining
others’ actions made them feel like there was a place for them (#3).
Several AYAs mentioned SGOT’s welcoming nature added to its
inclusivity and their sense of belonging (#4). Ensuring a welcoming
environment was important to SGOT’s culture. AYAs were appre-
ciative of being welcomed with no judgment and desired to do the
same for others who join. Additionally, participants described sup-
port through shared interests (i.e., gaming, cooking, art, music,
memes, anime, pets), and the time spent together engaging in
leisure/recreational activities within SGOT (i.e., online gameplay).
Participants mentioned sharing and enjoying many interests with
others made them feel like they belong. More importantly, these
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commonalities provided pathways to build deeper relationships,
encouraging mutual disclosure (#5).

Most participants expressed a sense of community, feeling for-
tunate to be part of a supportive group. The support and commu-
nity from AYAs with shared experiences also alleviated feelings
of isolation and loneliness (#6 and 7). Additionally, participants
expressed that their sense of community often stemmed from being
part of a group where people are going through the same thing.
Shared experiences were related to their experiences as chronically
ill AYAs, providing participants with a special bond, or form of
kinship, which contributed to their feeling of community (#8).

Lastly, participants expressed a sense of normalcy that emerged
from exposure to AYAs with similar health issues, explaining that
it was comforting to see others talk about their illnesses because
it made them feel more normal in their own illness experience
(#9). Moreover, the commonality from which SGOT is based -
living with chronic or life-limiting illness - provided the same “nor-
mal” baseline where AYAs could act like regular teens. Participants
appreciated how normal it felt to talk about illness, making these
conversations as normal as talking about the weather (#10). They
also appreciated that SGOT participation alleviated the pressures of
being defined by their illnesses, making the focus less about being
sick and more about their own teenage-related interests and who
they are as a person (#11).

Esteem and emotional

Esteem/emotional support fell into 3 subthemes: feeling cared for
and listened to, acceptance and validation, and coping with and
managing illness. Connections between AYAs were perceived as
supportive, making AYAs feel cared for and listened to by others.
Participants mentioned other AYAs improved their mood on days

Table 4. Online social support themes and subthemes with accompanying definitions

Theme Subthemes

Definitions

Social companionship Embeddedness

and belonging support

Sense of being embedded in a network or being attached to other AYA
patients in SGOT

Inclusivity and
common interests

Expressions of inclusivity or spending time together with other AYA
patients through leisure/recreational activities; having shared inter-
ests made AYAs feel like they belong to SGOT and helped them build
relationships with other AYA patients

Sense of community

Feeling like you belong to a group of people who understand each
other’s experiences, are supportive of one another, and provide friend-
ship; comfort in knowing others have felt the same way because they
have similar experiences as AYA patients

Sense of normalcy

Sense of commonness that emerges from being around a group of
patients with similar health issues; providing AYA patients with the
same normal baseline where they can act like normal teens; alle-
viating the pressure of being defined by illness or feeling like an
outlier

Esteem and emotional
support

Feeling cared for and
listened to

Feeling like AYA patients have someone they can talk to who will listen
and care for them just the way they are; being willing to help other
AYA patients and care for them; providing hope and a listening ear

Acceptance and
validation

Feeling accepted, validated, and that other AYA patients are genuinely
interested in them as a person; feeling like they matter or are held in
high esteem

Coping with and
managing illness

Offering help in managing other AYA patients’ emotional states; help-
ing AYA patients assess their situations or self-evaluate; providing AYA
patients with relief or distraction from illness
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Table 4. (Continued.)

Theme Subthemes

Definitions

Informational support General information

Provision of general knowledge, information, and perspectives from
what AYA patients perceive as reliable sources

Recommendations and
advice

Providing advice, feedback, guidance, or suggestions, which centered
around general interests and more specific interests within designated
Discord channels

Instrumental support Tangible aid or

assistance

Practical help provided by another AYA patient; somebody actually
doing something for someone else in SGOT

Perceived availability
of instrumental
support

Belief that help would be available if needed and would be received if
a patient asked for it

where they would otherwise feel stuck and alone (#12). Participants
enjoyed developing friendships within SGOT where they could talk
for hours with AYAs who understood the challenges associated
with illness (#13 and 14).

Additionally, participants overwhelmingly described feel-
ing accepted and validated through their SGOT interactions.
Participants felt their contributions mattered and members
responded with genuine care and interest (#15). Participants
felt like they were part of a pseudo family where they could be
themselves without worry (#16).

SGOT offered a space where AYAs could receive help in manag-
ing their emotional state and cope with and/or manage their illness,
which helped with stress relief, mental health, isolation, and lone-
liness. Participants valued that they could speak about their illness
as much or as little as they wanted, and when they wanted to talk,
participants appreciated SGOT as an alternative to speaking with
family members (#17). Moreover, SGOT provided relief from var-
ious aspects of illness. For many, knowing they shared experiences
with AYAs contributed to feeling less alone in their illnesses and
the accompanying uncomfortable experiences (#18). Not all par-
ticipants were initially engaged to the full potential of SGOT, but
through continued exploration they found their place and were
grateful for SGOT participants keeping them sane on hard days
(#19).

Informational

Most participants did not typically use SGOT for seeking infor-
mation; however, they agreed that if they needed informational
support, it would be available. Informational support had 2 sub-
themes: general information and recommendations and advice.
Participants felt confident other AYAs could provide valuable
knowledge and perspectives. They felt comfortable asking ques-
tions and trusted the responses of SGOT participants (#20 and 21).

Many participants also valued that they were receiving recom-
mendations and advice from people they could trust and who had
relevant life experiences, as opposed to Googling answers on the
internet (#22). Recommendations and advice varied, and often
centered around AYAs’ general interests or interests specific to the
designated SGOT Discord channels (#23). Additionally, partici-
pants described being exposed to new topics they might otherwise
have not come across (#24).

Instrumental

Instrumental support was comprised of 2 subthemes: tangible aid
or assistance and perceived availability of instrumental support.
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Some participants mentioned the receipt of help from another
participant in which that person directly assisted them with some-
thing, such as troubleshooting Discord issues or beating video
game levels (#25 and 26). Most participants perceived the availabil-
ity of instrumental support and if needed felt that SGOT members
would be willing to help. Some also stated they would be willing to
offer instrumental support if someone asked (#27 and 28).

Discussion

Our study demonstrates the existence and enactment of social
support within SGOT, highlighting support type prevalence and
demonstrating the relevance and meaningfulness to chronically ill
AYAs. AYAs mostly used SGOT for social companionship/belong-
ing, esteem/emotional, and informational support. Findings are
consistent with research indicating AYAs desire opportunities for
emotional, informational, and social companionship/belonging
support (Breuer et al. 2017; Cheung and Zebrack 2017; Lea et al.
2018; LeBeau et al. 2023; Pennant et al. 2020; Rujimora et al. 2023).
Our study adds to existing research by demonstrating that SGOT is
an impactful OHC which can be used to meet AYAs’ psychosocial
support needs.

AYAs experienced social companionship/belonging support
through a strong sense of community wherein they felt like they
belonged to a group who understood each other and provided
authentic friendships. This sense of community reduced feelings of
isolation and improved AYAs’ ability to cope with difficult events.
The ability for SGOT to provide this type of support is especially
valuable considering the isolation and loneliness resulting from liv-
ing with chronic and life-limiting illnesses (Kent et al. 2013). This
aligns with research demonstrating the importance of supportive
relationships for AYA patients (D’Agostino et al. 2011; Kent et al.
2013; Lazard et al. 2021; LeBeau et al. 2023; Rabin et al. 2013;
Rujimora et al. 2023; Zebrack and Isaacson 2012).

Facilitating a sense of normalcy was another way social
companionship/belonging support was meaningfully experienced,
which aligns with studies suggesting AYAs provide support
through a sense of normalcy (Lazard et al. 2021; LeBeau et al. 2023;
Pennant et al. 2020). SGOT created an environment where every-
one has an illness history, resulting in a new normal baseline where
participants can be regular people instead of chronically ill patients,
which alleviated feelings of abnormality and insecurity that often
arise from being around non-sick peers (Pennant et al. 2020). AYAs
appreciated SGOT was not strictly focused on having an illness
but instead allowed participants to act like normal teenagers or
young adults (LeBeau et al. 2023; Pennant et al. 2020). Findings
are consistent with research documenting the positive impact of
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Table 5. Quote numbers? and exemplary quotes for themes and subthemes

Theme Subtheme

Exemplar quotes

Social companionship Embeddedness

and belonging support

#1.

#2.

I mean, feels like friends, or at least as close as | can get to friends.... We’re just a big group
of...acquaintances that are stuck together and happily stuck together.... A sense of family that’s
not focused on illnesses. (Participant 15)

It’s definitely just like all the positivity and the in-depth conversations that happen ... they
make you feel like they want to hear what you’re saying, or they want to see what you’re doing,
and actually be a part of your lives without actually being there in person ... it’s not even just
gaming. It’s more just like a regular ... Discord server where we all talk about different things ...
we all do different things. And it’s just all of us coming together to be part of that.

(Participant 7)

Inclusivity and
common interests

#3.

#4.

#5.

I never feel stupid or too young or too old, or | never feel out of place. Just because everyone’s
always so encouraging and so inclusive. (Participant 15)

| feel definitely like | was welcomed [with] open arms. And that goes for everybody else that
joins [SGOT]. Whenever you join in the little chat space, there’s like a little welcome message.
And right off the bat, as soon as you join, there’ll be a few other people like, “Hello ... Welcome
to the [SGOT] family.” ... as soon as you join, you know, it’s just a hoard of love and friendship
together. It’s just really amazing that | get to be a part of this community. And | love seeing new
people join every day. | love seeing that welcome message pop up in the general chat. And |
type in their name, | say, “Hey, welcome,” you know, just to make sure that everyone has the
same experience that I've had. (Participant 4)

We just get like the camaraderie built up by playing the game [Dungeons & Dragons]
together...I had a conversation with people on there that | met playing the [Dungeons &
Dragons] campaign. And we became friends over a couple of weeks. And then after a while, we
just started talking about, like, how we were in [SGOT] and what happened to us and things
like that. (Participant 8)

Sense of community

#6.

#T.

#8.

Everyone in [SGOT], [they’re] really amazing people. It’s like words ... can’t even explain how
good this community has been to me. It’s just really amazing that | get to be a part of this
community. (Participant 4)

They make me feel supported and give me a sense of community that, again, I’'m not alone. |
mean, they’re always so supportive. (Participant 15)

| definitely feel some sort of kinship with them just because | know what we’re all going
through is very hard, regardless of each individual person’s diagnoses or whatever treatment
they’re going through. | know it’s just hard being sick at this age. So yeah, there’s definitely
some sort of kinship there. And | definitely feel kind of almost protective over them.... | guess |
would say that | feel like a part of a community there. (Participant 3)

Sense of normalcy

#9

#10.

#11.

. Seeing others that have mentioned having G tubes or stuff. It’s cool, because not a lot of ... |

mean, you think of feeding tubes, and you think of either babies or really old people. So, to
see that I’m not the only teen around that has a feeding tube or has a port or a PICC line or
something, it’s really nice to see that I’'m not alone ... (Participant 15)

It’s nice [because] people aren’t so like, “Oh, my God, that’s terrible”. It’s kind of just like
talking about the weather. Like, it’s just a thing ... just makes me feel more normal ... like |
kind of have a friend group or a group of people that | can talk to these things about and not
have it be such a big deal. (Participant 3)

... it takes away from some of the reminders that, “oh, yeah, this is a medical group”. And for
lack of better terms, we’re all screwed up.... So having the [SGOT], where it’s just, you know,
we all have health issues, that’s okay. Let’s just move on. It’s nice because it really adds a
sense of normalcy that you don’t get a lot when you’re chronically ill. (Participant 15)

Esteem and emotional
support

Feeling cared for and
listened to

#12.

#13.

#14.

Especially when ... I’'m stuck in the hospital room, and | just feel like I’'m alone - there’s no
one else like me, I’'m going through it alone.... Getting on the group and chatting with others,
it does improve my mood. It can make a bad day a good one just because knowing that
there’s someone else right there [who] knows what you’re talking about [and] knows what
you’re going through. (Participant 15)

Sometimes we just are inside the [SGOT] area and just talk for hours on end about what’s
going on.... It also helps you figure out how you want your own life to go as well because
friends help you develop all this stuff. So, it’s just nice actually having a group of people that
are actually nice and wanting to be near me and talk to me ... (Participant 6)

And it was this one girl ... she told me about ... some of her problems with dealing with
Crohn’s disease. And Crohn’s disease is ... an autoimmune disease. And | have lupus, which is
another autoimmune disease. And | remember talking to her about, like, maybe some of the
symptoms that she has. And like “Oh, | experienced those same things, | totally understand
where you’re coming from” ... it’s a really good feeling to connect with other people that
share similar experiences. (Participant 4)

(Continued)
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Table 5. (Continued.)

Theme Subtheme

Exemplar quotes

Acceptance and
validation

#15.

#16.

When I’'m having an active conversation, | always feel like they’re actually interested in
what I’m saying ... | mean, they express genuine interest...it feels like what I’'m saying
matters and that it’s not just “Oh, another person commenting in a group chat with a
bunch of people.” (Participant 15)

Yeah, it really does make you feel like a whole second pseudo family, where you can just

come in and be accepted and not have to worry about having any person really down you
... (Participant 6)

Coping with and
managing illness

#17.

#18.

#19.

It definitely helps because...on top of them being around my age and ... being like my
general demographic, but also having those things in common. And knowing what’s going
on with each other ... you can talk with [them] about things like that, rather than having
your parents or your family, like if you don’t yet want to talk to them about that, or if you
don’t feel comfortable talking with them about that. It’s just ... it’s another way to relieve
some of the stress and mental things going on with being or having a chronic illness.
(Participant 7)

Relieving ... | know that sounds bad, that sounds really, really bad. But it’s relieving
because you’re actually talking to people who went through the same thing as you.... Like
| had cancer. And some people have the immunity thing where they have to take pills to
get better. Or they have to be in the hospital and have a bag go through them, or they
have to constantly have nurses come in and all that. It’s just nice knowing that I’'m not the
only one that had to deal with all this hospital “funness” where | had to actually get a port
inside and have [inaudible] go through my heart and have ALL my hair fall out. And
essentially feel like | might be dying at one point of this. It’s nice feeling that there are
other people that went through it, and you can actually talk to each other and make each
other feel better and not have to focus on that negative thing that’s going on.

(Participant 6)

And it’s really funny because | was there for about a month and, like I said, | don’t like
meeting new people. So, every time they came in, | would tell them ... “’'m not interested
[in] anything”. And that happened for about a month until I got really bored. And [then |
was like] “alright, I'll come down [to] join you guys [in] whatever you do”. And after that ...
| want to say they kept me sane throughout a lot of it. And | thank them for that a lot.
(Participant 8)

Informational support General information

#20.

#21.

| feel like people who have knowledge would respond to me. Because, like | said, even if
they’re [not on Discord at the time], | feel like they’d probably get to it when they could ...
and if they have [the] information. (Participant 8)

[People post information] about ... housing in general because there’s a bunch of new
students who are either starting to move out on their own or people who are coming to
Gainesville ... and just like different things that helps with what you should look for, what
you need, things like that with moving into a new place. (Participant 7)

Recommendations and
advice

#22.

#23.

#24.

Oh, yeah, definitely. There’s enough of us to have the life experience to get pretty good
advice, honestly. Because there’s also the varying age ranges of everybody in the group.
But everybody’s extremely helpful and would actually give good advice, from my opinion
... [because] personal life experiences tend to be better than Googling things. (Participant
7)

There’s a channel in the [SGOT] Discord.... It’s the cooking channel. And ever since that
was put in, | remember a lot of people who are into cooking or, like, want to learn and try
out different recipes. Like, we’ll give our little tips or tricks that we can do during cooking.
Like, | remember in the creativity challenge that we did a few months ago, cooking was
like a big thing during creativity challenge, like everybody was sharing their creations. And
| remember that being super fun ... there’s a few people [in SGOT] where they’ll give like
recommendations on maybe like a game that they played, or a show that they’ve
watched. Um, | remember talking to [participant name] a lot ... And he’s recommended a
lot of shows to me that I’'ve watched and they’re really good shows... And I think pretty
much anyone, like, depending on the situation or conversation that’s going on, um,
there’ll be at least somebody that might recommend something. (Participant 4)

| look at the anime channel to find out things that | think might be something good to
watch. Or, you know, | just kind of look around. And there have been times where I've
[seen] something that’s for somebody else. And I’'ve been like, well, that kind of applies to
me too. (Participant 1)

Instrumental support Tangible aid or
assistance

#25.

#26.

Yeah, we have [username] who knows a bit more about the Discord if you don’t really
know how to do it, he will literally call you and be like, “Okay, this is how you do it.” And
he talks you through it and helps you out how to do all this. (Participant 6)

| was playing Zelda. And | was like, “I don’t know how to get through this shrine, what is
going on?” And we kind of talked through it a little bit. So, like, | know, if | went on there,
especially with video games, if | was like, “how do | do this?” | could get help.
(Participant 3)

(Continued)
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Theme Subtheme

Exemplar quotes

Perceived availability
of instrumental
support

#27. I've never personally asked for help. So, maybe, but I’'m pretty sure if | did someone would
probably help me. (Participant 8)

#28. Oh, yeah, definitely. Yeah, everyone’s extremely helpful. And | would do the same for them.
(Participant 7)

2Quote numbers are formatted with a # and the number of the quote. This is how quote numbers are referenced in the article, as well.

same-aged peers (Cheung and Zebrack 2017; Mobley et al. 2018).
When developing psychosocial programs for AYAs, the desire to
feel normal and have access to programs that do not focus solely
on illness-related factors should be considered to help facilitate
healthy development and a sense of normalcy (Pennant et al. 2020).

AYAs perceived unique value in esteem/emotional support
offered within SGOT because other AYAs can relate and pro-
vide perspective on illness and treatment in ways people without
illness cannot, including managing illnesses and appraising situa-
tions as less threatening (D’Agostino et al. 2011). Having similar
illness experiences contributed to ease in talking to others and
feeling understood. These shared experiences also helped AYAs
feel less intimidated by their illnesses, encouraging proactive cop-
ing (D’Agostino et al. 2011; Rujimora et al. 2023). Experiences
of esteem/emotional support were not solely defined by illness.
Participants expressed interest in what other AYAs had to say and
what was going on in their lives and provided comfort for non-
illness-related life events. Furthermore, SGOT acted as a judgment-
free zone where AYAs did not have to worry about being anyone but
themselves - illness and all. For some, this was one of the first times
in their lives where they felt accepted and validated for who they
were as a person, adding to the importance of esteem/emotional
support in this OHC.

SGOT also provided a supportive space where AYAs could
find relief from illness. Relief was generally discussed in 2 ways.
First, SGOT participation provided relief in knowing other people
understood what living with chronic illness encompasses with-
out needing to explain, including the day-to-day difficulties and
undesirable parts of treatments. AYAs appreciated being part of
a group with such a deep level of understanding that did not
require talking about their illness or feeling pitied. This aligns with
research highlighting the value of AYA peers (Pennant et al. 2020)
and a meta-analysis that found evidence supporting technology-
assisted interventions that provide relief from treatments (Zhang
et al. 2022). Second, there was relief in knowing illness was not
the focal point of their interactions. Access to SGOT was a much-
needed relief from everything else going on in life and a sup-
portive place where AYAs could dialogue about non-illness topics.
Connecting to same-age peers with similar illness experiences has
been shown to be a crucial type of support, sometimes more ben-
eficial than support received from family and friends (Breuer et al.
2017; D’Agostino et al. 2011; Kent et al. 2013; Mobley et al. 2018;
Pennant et al. 2020; Rabin et al. 2013). As AYA research contin-
ues to develop, understanding the impact of a program like SGOT
on caregiver/family burden for certain types of support is impor-
tant, especially given their role in an AYA patient’s continuum of
care and increased dependence on caregivers for support needs that
chronically ill AYAs experience (Devine et al. 2017; Pennant et al.
2020).

Many responses indicated social companionship/belonging and
esteem/emotional support were interconnected. Some participants
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described being more emotionally engaged and vulnerable because
they had developed close relationships and felt embedded in the
SGOT community. Conversely, others explained the receipt of
esteem/emotional support facilitated the development of deeper
connections and relationships. Both support types seemed to
influence each other in a cyclical way and provided oppor-
tunities for the other to exist. These support types may pro-
vide AYAs with necessary psychosocial resources to mitigate the
adverse effects of illness and make life feel more meaningful and
manageable.

We found SGOT was not primarily used to seek disease-related
information. Most informational support was in relation to rec-
ommendations and advice outside of their needs as chronically
ill AYAs. However, participants were confident that if they had
disease-related questions, they would receive a trustworthy answer,
which aligns with research suggesting chronically ill AYAs can be
an important source of informational support (Lazard et al. 2021;
Pennant et al. 2020). While platforms designed for meeting AYAS’
health information needs are important (Allen et al. 2022; Lea et al.
2018; Rabin et al. 2013), our study suggests it is also important for
AYAs to have space where they can be “normal” teens and young
adults and access information related to those needs.

SGOT innovatively uses a Discord server as the main online
platform. Discord is cost-effective (free) and available to anyone
with internet and a computer/smartphone. Utilizing more popular
online platforms can ensure access to programs that are relevant,
meaningful, and age-appropriate in their delivery (Abdelaal et al.
2022; Cheung and Zebrack 2017). Our study provides evidence for
Discord as a technological tool that can be utilized for AYAs in
other hospital settings to facilitate psychosocial support through
the development of similar online programming.

What makes SGOT unique and meaningful is its virtual deliv-
ery and extension beyond the hospital setting, wherein AYAs
can conveniently maintain relationships. Treatments and numer-
ous hospital admissions impact the ability to sustain relationships
(Cheung and Zebrack 2017; Kent et al. 2013; Zebrack and Isaacson
2012). Recognizing that AYAs require their own specialized sup-
portive care services, many hospitals develop programs for patients
while they are admitted, but these programs often do not con-
tinue after discharge. Because of its online delivery, AYAs can access
SGOT anywhere and continue cultivating relationships. This is a
novel way to continuously provide supportive/palliative care ser-
vices after AYAs are discharged, finish treatment, or transition to
older adult care settings. Online social support programs address-
ing AYAs psychosocial needs could lead to improved patient
experiences and positive long-term outcomes. However, additional
research is needed to evaluate the effects of such programs, and
relevant mediators, on various outcomes of interest (i.e., quality
of life differences between participants; differences in age of onset
and prognosis of disease; effectiveness of social support by disease
outcome; etc.). Understanding these relationships, as well as the


https://doi.org/10.1017/S1478951524000208

Palliative and Supportive Care

mechanisms driving them, is an important next step for this field
of research.

Limitations

Findings should be interpreted in the context of several limitations.
First, this study describes a unique sample of AYA patients and
findings cannot be generalized to all AYA populations. The small
sample size also potentially limits generalizability of our qualitive
findings. However, this initial single site study provides a pathway
for larger studies to be performed that determine the applicability
of such a program for wider dissemination across AYA hospital set-
tings. Second, sampling methods could have resulted in selection
bias which could further limit generalizability. Patient participants
could be ones most in need of support, omitting other valid per-
spectives and experiences due to sample composition (Breuer et al.
2017). Third, this study did not include a process for participants if
a formal mental health evaluation was determined to be needed.
Given the medical and psychosocial challenges experienced by
AYAs, future studies involving AYAs should consider including
mental health safeguards in their study processes. Fourth, par-
ticipants largely represented older AYA patients; the experiences
and needs of younger AYAs may differ from our findings. Other
demographic variables might also be of interest for future research
that were not collected for this study and currently are not reg-
ularly collected by Streetlight, including race, ethnicity, socioe-
conomic status, employment, and education. Additionally, there
remains a need to expand diversity in AYA research to include AYA
minorities and more types of chronic and life-limiting illnesses
that impact this population and are underrepresented in existing
research (Devine et al. 2017). Fifth, it is possible that some AYAs
may not have the means to continue SGOT engagement outside
of their admission (e.g., lack of access to a smartphone, com-
puter, or internet). Streetlight recently benefitted from a Federal
Communications Commission grant where they received access to
hotspots with unlimited data that could be issued to support SGOT
involvement for patients who would not have access to internet oth-
erwise. Similar initiatives could be helpful in reducing some access
barriers. Lastly, this study was conducted during the COVID-19
pandemic, which impacted the lives of all participants in the study
and likely impacted data collected from them.

Conclusions

SGOT is an impactful OHC dedicated to meeting AYAs’ social sup-
port needs. Care for AYA patients is inherently multifaceted. AYAs
need spaces where they can access continuous support and feel nor-
mal, both inside and beyond the hospital. OHCs such as SGOT can
be used to meet the unmet support needs of chronically ill AYAs
by facilitating social support, providing access to same-aged AYAs
with similar experiences, allowing space to experience relief from
illness, and promoting normal life activities. This study enhances
the current framework of understanding for AYA psychosocial sup-
port programs. Findings can be used by healthcare professionals to
provide AYAs with the most relevant and meaningful social sup-
port programs and may be beneficial for pediatric and AYA hospital
units across the country to implement similar programs.

Supplementary material. The supplementary material for this article can
be found at https://doi.org/10.1017/S1478951524000208.
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