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Abstract
Young adults (YAs), defined as individuals between the ages of 18 and 39 years, experience unique challenges when
diagnosed with advanced cancer. Using the social constructivist grounded theory approach, we aimed to develop a
theoretical understanding of how YAs live day to day with their diagnosis. A sample of 25 YAs (aged 22–39 years) with
advanced cancer from across Canada participated in semi-structured interviews. Findings illustrate that the YAs de-
scribed day-to-day life as an oscillating experience swinging between two opposing disease outcomes: (1) hoping for a
cure and (2) facing the possibility of premature death. Oscillating between these potential outcomes was characterized as
living in a liminal space wherein participants were unsure how to live from one day to the next. The participants oscillated
at various rates, with different factors influencing the rate of oscillation, including inconsistent and poor messaging from
their oncologists or treatment team, progression or regression of their cancer, and changes in their physical functioning
and mental health. These findings provide a theoretical framework for designing interventions to help YAs adapt to their
circumstance.
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Background

Adolescents and young adults (AYAs), defined as indi-
viduals aged 15–39 years, face unique and marked
challenges when diagnosed with an advanced cancer
(Avery et al., 2020a, 2020b; Wiener et al., 2015). AYAs
with advanced cancer, defined as a stage 4 or incurable
diagnosis of any type of cancer and/or recurrent or me-
tastasized cancer, have an ongoing need for life-sustaining
cancer treatments and symptom management (Abdelaal
et al., 2021; Figueroa Gray et al., 2018). However, they
still face the real prospect of dying at a young age (Burgers
et al., 2022a, 2022b; Knox et al., 2017). These individuals
are at a life stage typified by seeking autonomy from their
parents, developing their own values and identity, fo-
cusing on building relationships, embarking on a career,
and starting a family of their own (Arnett et al., 2014).
Advanced cancer during adolescence and young adult-
hood disrupts this development (Barakat et al., 2016;
Burgers et al., 2022a, 2022b). AYAs with advanced cancer
have reported feeling socially isolated from their peers and
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family, dependent on others, and unable to pursue life
goals or achieve developmental milestones (Clark &
Fasciano, 2015; Zebrack & Isaacson, 2012). The cur-
rent literature on supportive care in advanced cancer has
not focused on the unique challenges faced by AYAs with
advanced cancer, leaving limited evidence or available
services to address the challenges of having advanced
cancer as an AYA (Berkman et al., 2020; Johnston et al.,
2018).

Services involving palliative care, cancer rehabilita-
tion, and psychosocial support are critical components of
high-quality supportive cancer care (Alfano et al., 2019;
Silver et al., 2015). The integration of these services early
in the disease trajectory has shown promise in improving
the quality of life of patients with advanced cancer in-
dependent of age and cancer type (Mathews et al., 2021;
Nottelmann et al., 2021; Teo et al., 2019). However,
successful early integration of these services for AYAs
lags far behind those seen in paediatric and older age
groups (Baird et al., 2019; Lockwood et al., 2021;
McGrady et al., 2022), and as a result, less is known about
the best model to support the unique needs of this pop-
ulation (Knox et al., 2017; Wiener et al., 2015). In ad-
dition, few studies have explored illness experience of
these AYAs, which has led to a dearth of knowledge and
evidence of how to provide them with appropriate and
timely supportive cancer care (Knox et al., 2017; Soanes
& Gibson, 2018; Wiener et al., 2015). Specialized sup-
portive and palliative care programs are being developed,
but there continues to be a lack of consensus on best
practices (Abdelaal et al., 2023; Coburn et al., 2023).

Proportionally, in Canada, AYA patients over the age
of 18 are more likely to receive care at adult cancer centre
than a paediatric one (Gupta et al., 2016). This study is
primarily focused on informing supportive care for AYAs
being treated in adult cancer centres. Thus, we focused on
young adults (YAs), aged 18–39 years. We aimed to
explore the illness experience of YAs receiving care at
adult cancer centres and how they navigated their day-to-
day life with an advanced-stage cancer diagnosis. Our
goal was to create a theoretical rendering of the experience
to guide the development of support and integration
strategies for this population. The following two research
questions drove the development of this theoretical ren-
dering: (1) How do YAs live with and navigate their day-
to-day life with an advanced-stage cancer diagnosis? (2)
What challenges impact YAs’ ability to live well from one
day to the next?

Study Design

We used constructivist grounded theory methodology
based on our intention of illuminating the processes by
which YAs live and navigate their day-to-day life with an

advanced cancer diagnosis. Our goal was to develop a
theoretical framework that outlines these processes to
guide the development of supportive care programming to
support these individuals. Consistent with a social con-
structivist theoretical positioning, we considered our-
selves as researchers who were not passive objective
observers but rather active participants in creating
meaning (Charmaz, 2014; Creswell, 2014; Denzin &
Lincoln, 2005; Mills et al., 2006). Our intent and posi-
tioning are aligned with Charmaz’s (2014) constructivist
grounded theory methodology and therefore was used as a
guide to data collection and analysis. We also adopted the
1980 World Health Organization’s (WHO) International
Classification of Disability and Health (ICF) model as a
conceptual framework to guide data collection and
analysis (Levasseur et al., 2007). The ICF model illus-
trates the dynamic interplay between health conditions,
personal factors, and the environment to determine
whether disordered function results in participation re-
strictions (Gilchrist et al., 2009). A disordered function
does not always result in participation restrictions. For
example, as Gilchrist et al. (2009) illustrated, if a cancer
treatment (e.g. chemotherapy) causes a patient to develop
unresolved pain and leg weakness, this patient may have a
limited ability to move (limitation) and may require long-
term use of a leg brace. Limited ability to walk could result
in an employment restriction for a firefighter but not for a
computer programmer (p. 288). The ICF has been used as
a conceptual framework to understand how various ill-
nesses can result in participation restrictions. The ICF has
been used as a conceptual framework to explore the
impact of a breast cancer (see Pinto et al., 2022), car-
diovascular illness (see Lee et al., 2018), stroke (see Perin
et al., 2020), and diabetes (see Wildeboer et al., 2022).
Using the ICF model as a conceptual framework provided
a concise and organized way to explore how advanced
cancer (the health condition) impacted how YAs live their
life (personal and environmental) and ways they go about
living from one day to the next when they encounter
participation restrictions because of their diagnosis
(Cheville et al., 2017; Bornbaum et al., 2013).

Setting, Recruitment, and Study Participants

Canada is geographically divided into 10 provinces and 3
territories within which comprehensiveness, design, and
delivery of cancer control programs vary (Sutcliffe, 2011).
Healthcare is publicly funded through the Canada Health
Act and is implemented through federal, provincial, and
territorial governments. Each province and territory have
its own cancer control program that develops policies and
provides services specific to a patient’s diagnosis, treat-
ment, and support. Variations exist between cancer control
programs, which could impact the experiences and needs
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of those receiving oncological and supportive care across
Canada. To capture this possible variation, we divided
Canada into five regions (Figure 1), enabling us to recruit
a heterogeneous sample of YAs from different regions to
ensure geographic diversity in our sample. We recruited
fluent English-speaking YAs between 18 and 39 years of
age residing in different regions of Canada diagnosed with
advanced-stage cancer. Ethics approval was obtained
from the University Health Network (UHN) (CAPCR#
20-5156) and the University of British Columbia/BC
Cancer harmonized (#H20-02424) research ethics boards.

We used convenience, purposeful, and snowball
sampling to recruit a heterogeneous sample of YAs across
age (18–24; 25–31; 32–39 years of age), gender (men;
women), years living with cancer (0–1 year; 1–5 years;
5 years or more), and geographical region. Participants
were recruited through our clinician partners at outpatient
cancer care clinics at two Canadian tertiary cancer centres
(The Princess Margaret Cancer Centre (PM) (Toronto,
Canada) and BC Cancer Vancouver (BCCV); from an
email distribution list of YAs who partook in a previous

YA research project and who expressed interest in par-
ticipating in future research (Avery et al., 2022); through
the distribution of an invitation letter by our community
partners; and through other participants who volunteered
to forward an invitation letter to potential participants. A
broad definition of advanced cancer was used to screen
each potential participant for eligibility. We defined ad-
vanced cancer as any stage 4 diagnosis of any type of
cancer and/or cancer that had metastasized and/or recurred
one or more times. The research lead (JA) provided this
definition to each potential participant during participant
screening and before obtaining informed consent. As data
collection evolved, recruitment became more targeted to
ensure representation across age, gender, years living with
cancer, and regions of Canada.

Our final sample included 25 YA participants (age
range 22–39 years). Most were between 30 and 39 years
of age (19/25, 76%), were women (19/25, 76%), and
resided in the province of Ontario (14/25, 56%) or British
Columbia (7/25, 28%) (Table 1). Just under half of the
participants (11/25, 44%) had been diagnosed with cancer

Figure 1. Regions of Canada.
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within a year at the time of their interview, with the re-
mainder living with their advanced cancer between 2 and
5 years (7/25, 28%), for 6–10 years (3/25, 12%), or for
over 10 years (4/25, 16%) with 5 (20%) having multiple
recurrences and living for periods with no evidence of
disease. Breast cancer (7/25, 28%) and sarcoma (6/25,
24%) were the most common primary cancers, with lung
(3/25, 12%), Hodgkin’s lymphoma (2/25, 8%), colorectal
(2/25, 8%), leukaemia (1/25, 4%), and other types of
cancer (4/25, 16%) as the remaining types.

Data Collection

We conducted semi-structured, one-on-one interviews as
the primary method of data collection. An interview guide
was developed (see Table 2) using the ICF and previous
literature on YA care to design questions that explore
YAs’ efforts to live and cope with advanced cancer,
emphasizing the personal and environmental challenges
they experience. Questions evolved during data collection
to help identify the most relevant themes that described
their experience and the processes by which they lived
from one day to the next with their illness. For example,
after six interviews, descriptions of living in a liminal
space had been variously described by all participants, and
we identified this as an emerging theme to explore further.
Thus, we introduced preliminary descriptions and con-
ceptualizations of this liminal space to subsequent par-
ticipants and asked how this compared to their

experiences. Interviews were conducted by the research
lead (JA) virtually using the Microsoft Teams platform.
Each participant participated in one interview and com-
pleted a demographic form so we could describe the study
sample. No follow-up interviews were completed.

Data Analysis

The interviews were audio recorded and transcribed ver-
batim, noting punctuation and pauses to help go beyond the
words used by participants to detect any nuance in the
meaning behind the words they chose to describe their
experience. Data analysis relied on the constant comparative
method, three levels of data coding used in constructivist
grounded theory (initial, focused, and theoretical coding)
(Charmaz, 2014), and theoretical sampling to categorize and
map the process of how YAs try to live with advanced
cancer. The analytic process began with reviewing each
interview as a whole and taking notes with initial thoughts to
obtain an overall impression of the contents of each inter-
view. Then, each interview was reviewed line by line and/or
in segments (i.e. initial coding) to identify and highlight
codes. Using the constant comparative approach, codes were
then organized into themes and categories, relating them to
previously analyzed data (i.e. focused coding). Relationships
between data, codes, themes, and categories were mapped,
and broader conceptual categories were formed to create the
scaffolding of the findings (i.e. theoretical coding). To
generate this scaffold, the participants’ experiences were

Table 1. Qualitative Interview Guide.

Question Probes

What is it like to live with advanced cancer as a young
adult?

• When were you diagnosed? What was it like to be diagnosed at that age?

How does advanced cancer impact your experience in
day-to-day life as a young adult?

• How does your diagnosis impact the things you want to be doing?
• Can you elaborate on what causes those difficulties?

What are the different things you are doing to
overcome these difficulties?

• How have you attempted to carve out a life for yourself?
• What has worked? What hasn’t worked?
• Why have these things worked or not worked?
• What do you wish had worked? Why?

What services and/or supports are you accessing? • What was it about these supports/services that helped you? What hasn’t
helped?

• Why have these things worked or not worked?
• What do you wish had worked? Why?
• What type of services/supports would you like to see? Can you elaborate on
what these services might look like?

What was the process like when you finished your
treatment?

• What were or are some of the physical/psychological/social concerns you
are/have faced since you have finished your treatments?

• How did the treatment phase affect your relationships with your family/
friends/co-workers? Can you speak more about this?

• Can you talk about some of the support you received from family/friends/
clinicians around the management of these concerns?

Is there anything else that you would like to add? • Is there any important issue that we have not talked about and that you
would like to share with me?
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mapped onto the ICF model to see how a diagnosis of
advanced cancer impacted YAs ability to participate in daily
life andways they tried to adapt (seeCampbell et al., 2012, p.
2301). Theoretical sampling was applied by collecting and
analyzing data concurrently and testing insights in subse-
quent interviews by asking specific probes related to pre-
viously collected data to determine the best type of data to
elaborate a deeper analytical understanding of the experience
and to confirm the emerging process (Draucker et al., 2007).
For example, living in the liminal space was a theme that
participants discussed during early interviews. If a partici-
pant did not organically discuss this space during a later
interview, we asked directive probes to have them elaborate
on whether living in this space was a key characteristic of
their illness experience andwhenwe asked them to elaborate
as to why or why not. This concurrent process is consistent
with the grounded theory method (Draucker et al., 2007;
Walker &Myrick, 2006). Co-authors participated in the data
analysis process by providing feedback on the progression of

the coding when the first author (JA) presented on the
emerging findings. Rigour was enhanced by staying as close
as possible to the words used by participants when analyzing
and coding data and by checking the theoretical construction
generated against participants’meanings of the phenomenon
during interviews. In addition, reflexive journaling, memo
writing, and keeping field notes were used to critically
examine the first author’s influence on the research process
and the co-creation of meaning with research participants.
Qualitative data analysis software NVivo 10 version 12 was
used to help organize codes, categories, and themes.

Findings

The YAs described living and navigating their day-to-day
life with an advanced-stage cancer diagnosis as an os-
cillating experience swinging between two opposing
possible outcomes of their illness: (1) hoping for a cure
and (2) facing the possibility of premature death. Oscil-
lating between these potential outcomes began with a
diagnosis of advanced cancer and was characterized as
living in a liminal space wherein the participants were
uncertain how to continue to pursue and achieve life goals.
As the participants swung towards having hope for a cure,
they lived from one day to the next by (a) delaying life
decisions and the pursuit of key milestones while (b)
waiting for and seeking out social cues that a cure was
possible before continuing to pursue said milestones.
When swinging towards the possibility of premature
death, the YAs shifted how they lived from one day to the
next by (a) expediting the pursuit of key life milestones
while (b) seeking ways to prolong life to increase the
likelihood of reaching said milestones before end of life.
Although the participants articulated two different ways of
living from one day to the next, most were in the liminal
space of oscillating between hoping for a cure and facing
the possibility of premature death. The participants os-
cillated at different rates. Faster and more abrupt oscil-
lations made life unpredictable and more difficult for the
participants to know which way of living was best.
Different factors emerged that influenced the rate of os-
cillation, including inconsistent and poor messaging from
their oncologists or treatment team, progression or re-
gression of their disease, and abrupt changes in physical
functioning and mental health (Figure 2).

Hoping for a Cure

For most of the YAs, being told they have stage 4, ad-
vanced, metastatic, or recurrent cancer evoked over-
whelming thoughts of immediate rapid decline in physical
functioning and mental health, and premature death.
These thoughts completely disrupted their day-to-day life
and diminished their sense of becoming an adult. The

Table 2. Participant Characteristics.

Participant characteristics Frequency (%) Range

Age
18–24 years old 1 (4.00%) 22–39
25–29 years old 5 (20.0%)
30–39 years old 19 (76.0%)

Gender
Male 6 (24.0%)
Female 19 (76.0%)

Cancer type
Lung 3 (12.0%)
Breast 7 (28.0%)
Sarcoma 6 (24.0%)
Hodgkin’s lymphoma 2 (8.00%)
Colorectal 2 (8.00%)
Leukaemia 1 (4.00%)
Other 4 (16.0%)

Marital status
Married/life partner 13 (52.0%)
Single/never married 9 (36.0%)
Divorce/separated 2 (8.00%)
Others 1 (4.00%)

Province of residence
Ontario 14 (56.0%)
British Columbia 7 (28.0%)
Manitoba 2 (8.00%)
Alberta 1 (4.00%)
Saskatchewan 1 (4.00%)

Years living with cancer
0–1 year 11 (44.0%)
2–5 years 7 (28.0%)
6–10 years 3 (12.0%)
10+ years 4 (16.0%)
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participants attempted to mitigate this disruption by (a)
delaying major life decisions and the pursuit of key
milestones while also (b) waiting for and seeking out
social cues that a cure was possible before continuing to
pursue said milestones unabated.

Delaying Major Life Decisions and the Pursuit of Key
Milestones. Many of the participants described delaying
making major life choices to reduce the impact of their
illness on said choices. Some notable activities halted
included having children, purchasing a home, pushing
for career progression, returning to work or school,
travelling, and dating. One participant (P018, 38-year-

old woman living with breast cancer) reflected, ‘My
husband and I were waiting to have family … but I
needed to know [first if my cancer had progressed]’.
There was a constant tension between waiting for fa-
vourable test results and pursuing young adult activities
as highlighted by a 39-year-old man who had lived with
advanced lung cancer for 3 years (P002): ‘Do I continue
my career, or do I continue dating this person? Or
should I just sort of give up and just focus on treatment
… and on surviving?’ This young man’s commentary
highlighted how, when waiting for favourable test re-
sults, he questioned whether to postpone or continue
pursuing YA-related milestones. A 37-year-old man

Figure 2. The process of living with advanced cancer.
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diagnosed with ameloblastoma (P025) described
waiting as living with ‘a kind of tunnel vision’ with the
hopes that ‘maybe the next [scan], in three months… or
[later] this year there might be a cure for me’, at which
point he could return to a typical life trajectory and the
pursuit of key milestones. Thus, when the YAs were
situated on the hopeful side of the pendulum, they were
contemplating how, in what ways, or if at all, to pursue
key life milestones while waiting for information or
news about a possible cure. For many, life appeared to
be framed as temporarily on hold.

Waiting for and Seeking Out Social Cues That a Cure Is
Possible. As the YAs contemplated whether to delay or
pursue young adult milestones, they also waited for and
sought cues from their social surroundings to reinforce a
belief that it was possible to overcome advanced-stage
cancer. Cues were sought from multiple sources. The
participants recounted their hopes of gaining access to
novel cancer treatments and clinical trials they had heard
about, as reflected in the comments of a 34-year-old
woman with lung cancer (P011) that ‘they are testing
these other drugs… so I am not closing off that possibility
of that narrative [of survival]’. Conversations with other
YAs who had survived cancer also provided hope, helping
the participants believe that they too could outlive their
illness, as recounted by a 31-year-old woman with stage 4
Hodgkin’s lymphoma (P012) who indicated that ‘Just
meeting people that had survived cancer and realizing,
oh, not everybody dies from it’. For others, the words and
body language used by their oncologists and other spe-
cialists provided a glimmer of hope for a cure. The ‘“what
the fuck” look [I got] when I asked him [their oncologist]
if there was hope’ gave one 37-year-old woman (P009) the
impression that she too could survive her stage 4 invasive
ductal breast carcinoma. Waiting for and seeking out these
cues from their social surroundings gave the YAs hope
that they could outlive their cancer and return to a typical
young adult life trajectory in time.

Facing the Possibility of Premature Death

The YAs also encountered cues that propelled towards the
other end of the pendulum, the possibility of premature
death. Receiving unfavourable test results, being told
there was little possibility of a cure, and experiencing a
decline in physical functioning and mental health
prompted the participants to feel that they would not
overcome their illness. This was associated with a sense of
personal inadequacy, believing that they could somehow
influence whether their treatment was effective. As the
YAs oscillated towards this end of the pendulum, they
shifted how they lived from one day to the next by (a)
expediting the pursuit of key life milestones while (b)

seeking ways to prolong life to increase the likelihood of
reaching said milestones.

Expediting the Pursuit of Key Life Milestones. Facing the
prospect of dying at a younger age before accomplishing
key life milestones was difficult for the YAs to accept.
They described feeling social pressure to achieve these
milestones even amid a life-threatening illness. Feeling
the constant ‘[I] need to catch up because you’re falling
behind in your own goals or the goals that are ingrained
in us [as young adults]’ described by a 27-year-old
woman with acute lymphoblastic leukaemia (P007) was
common. Being in this position pushed the participants to
expedite the pursuit of certain key life milestones before
facing an imminent decline in physical functioning,
mental health, and eventual death. One participant, a 38-
year-old woman (P024) with stage 4 breast cancer, wanted
to ‘do the things I want to do [now]’ because ‘I know my
time is limited’. Another YA, a 30-year-old man with
advanced-stage sarcoma (P005), similarly described his
strategy of ‘Let’s focus on specific things like getting a job,
or just focusing on myself and doing things that I enjoy…
and not feeling held back’. Doing things now and not
feeling held back by their cancer became a mindset that
propelled YAs to accomplish key life milestones before
significant decline in physical functioning and/or mental
health prevented them from doing so. It allowed them to
feel a sense of accomplishment and that their life was not
wasted in the event they died prematurely. It also allowed
some participants to build a living legacy, which for this
39-year-old woman living with metastatic breast cancer
(P004) was a way to ‘do [more] things as a family to make
memories together with our kids’ so that her young
children may have a better recollection of who their
mother was in the event she dies prematurely. This
mindset also allowed other participants to address the
social pressure they felt to accomplish their life goals even
when faced with life-threatening cancer.

Seeking Ways to Prolong Life. The YAs oscillating towards
the possibility of premature death began to let go of any
hope of ever finding a cure. Acquiescing was not easy, as
suggested by a 35-year-old woman with metastatic breast
cancer (P022) who stated, ‘it is hard to wrap your head
around that’when reflecting on the incurable nature of her
illness. Based on their younger age, YAs felt they should
be capable of overcoming their illness and struggled with
the notion that this might not be possible. To cope, many
began to view their illness as something that could be
controlled and managed rather than cured. A 37-year-old
man with stage 4 ameloblastoma (P025) remarked, ‘I’ve
come to terms with the fact this [cancer] isn’t going away.
But I may be able to control it’. This sentiment was
similarly shared by a 38-year-old woman with stage 4
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breast cancer (P024), who stated, ‘… even if this is not
curable … [maybe] we can get to the point of [control]’.
This framing appeared to prompt some of the participants
to adopt specific health behaviours and/or seek alternative
and complementary forms of treatment they perceived to
slow cancer growth or metastases. Participating in ac-
tivities connected to spirituality, mindfulness, meditation,
physical exercise, and mental health was adopted with the
belief that ‘[if] I treat my own body [better], I will
probably impact it [my cancer] more over a longer term’,
as shared by a 30-year-old man with stage 4 sarcoma
(P005). This reframing provided the participants with
some optimism that even if their illness was advanced,
there were ways to improve the quality of the remainder of
their life.

Living in the Liminal Space: Oscillating Between
Hoping for a Cure and Facing the Possibility of
Premature Death

Although the participants articulated two different ways of
living from one day to the next, most were in the liminal
space of oscillating between hoping for a cure and facing
the possibility of premature death. The participants os-
cillated at different rates. Faster and more abrupt oscil-
lations made life unpredictable and more difficult for the
participants to know how to live from one day to the next.
Some participants navigated this space by attempting to
live as if they did not have cancer until they got confir-
mation that their illness was either curable or undeniably
incurable. Different factors emerged that influenced the
rate of oscillation and their capacity to situate on one side
of the pendulum or the other. These factors included
inconsistent and poor messaging from their oncology
team, progression or regression of their disease, and
abrupt changes in physical functioning and mental health.

Inconsistent and/or Poor Messaging From the Oncology
Team. Participants described instances when they be-
lieved their oncologists or members of their treatment
team were not forthright about the seriousness of their
illness, as indicated by a 33-year-old woman with pilo-
cytic astrocytoma (P010): ‘I don’t think that anyone was
really straightforward with me in terms of what we were
dealing with …’ The YAs commonly noted that they
received mixed messaging about their cancer prognosis.
For example, a 28-year-old man with stage 4 signet cell
adenocarcinoma (P020) recounted that the word ‘incur-
able was used… and at the same time, achieving a state of
remission was also used’. Similarly, a 35-year-old woman
with stage 4 colorectal cancer (P014) indicated that her
oncologist told her she was ‘cancer free’, which ‘didn’t
make sense … there is still cancer on my liver’. This type
of unclear messaging made it difficult for the YAs to

comprehend the seriousness of their illness and the
likelihood of ever becoming cancer free. One 27-year-old
woman with acute lymphoblastic leukaemia (P007)
shared her confusion: ‘being told this a dire … and then
meeting another doctor who understands … every pa-
tient’s different and you’re younger so you can be a little
more positive about the situation … that was hard’.
Without clear, concise, and consistent messaging, the
participants had a more difficult time orienting themselves
in the experience to determine how to live well from one
day to the next.

Progression or Regression of Their Illness. Progression and/or
regression of their disease propelled YAs to oscillate
between hoping for a cure and facing the possibility of
premature death. At times, this movement was instigated
by receiving favourable or unfavourable results, most
often from follow-up tests and/or scans. At other times,
the movement was prompted by the anticipatory fear of
what an upcoming scan could reveal. ‘The swings of
anxiety coming up to a scan’ propelled one 35-year-old
woman with metastatic breast cancer (P022) to oscillate
between hoping for a cure and facing the possibility of
premature death. For other participants, gaining access to
a novel cancer treatment or clinical trial initiated this
oscillation associated with progression or regression. A
30-year-old woman with stage 4 sarcoma (P001) oscil-
lated towards the hopeful side when ‘They found this …
miracle drug for me’, only to swing to the other side of the
pendulum when the drug was unsuccessful, ‘I did ev-
erything the doctors told me to do… and still I relapsed!’.
The fear associated with receiving results from a scan,
gaining access to a clinical trial, and the progression/
regression of the illness were instigators that pushed YAs
into the liminal space between hope for a cure and having
to face the prospect of premature death.

Changes in Physical Functioning and Mental Health. In ad-
dition to inconsistent messaging received from the
treatment team and thoughts and feelings associated with
the progression and regression of the illness, improve-
ments or declines in physical functioning and mental
health pushed YAs into the liminal space. Reduction in
pain, cognitive impairment, and emotional distress/
depression or improvements in mobility and function
helped the YAs feel physically and emotionally stronger.
This led several YAs to think they had the strength and
resilience to overcome their illness. At 27 years of age,
one woman with acute lymphoblastic leukaemia (P007)
explained that ‘my psychiatrist has helped me… And to be
honest, I’m a little bit more hopeful … I don’t think that
I’m going to die’. Some of the participants even believed
that staying physically and mentally strong could help
them live long enough for a novel cancer treatment or cure
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to be developed. ‘Maybe in a month or something,
someone comes with a treatment that can help cure me’
was a reflection provided by a 22-year-old woman with
stage 4 rectal cancer (P027) who was thus motivated to do
what she could to manage her illness to maintain an
acceptable quality of life.

However, the opposite was also true. A decline in
physical functioning and poor mental health propelled the
YAs in the opposite direction. A 31-year-old woman with
stage 4 Hodgkin’s lymphoma (P012) explained that de-
spite believing that she was on the path to remission,
certain symptoms compelled her to think otherwise: ‘I’m
closer to this [reality] of remission… but… there’s pain in
certain parts of my body … spots where I had cancer …
and that’s making me [re]think about it … what if this is
like cancer coming back or something more severe?’. The
oscillation associated with improvements and declines in
physical functioning and mental health coincided with
living in the liminal space between hope for a cure and
dying prematurely and prompted a sense of uncertainty
about how best the YAs should live from one day to the
next.

Discussion

Our study illuminated the process by which YAs live from
one day to the next with an advanced cancer diagnosis.
Our interviews with participants suggested an oscillating
experience of living in the liminal space between two
opposing yet possible outcomes of their illness: (1) living
with hope for a cure and (2) facing the possibility of dying
prematurely. Oscillating at different rates and living
within the liminal space shaped how the participants lived
from one day to the next with an advanced diagnosis.

Previous research has demonstrated that individuals
diagnosed and living with advanced cancer experience
what has been coined as double awareness (Krause et al.,
2015). Our findings describe this phenomenon in that the
YAs hold two potential outcomes in mind and within their
lived experience. Double awareness refers to balancing
the possibilities that remain in life against the despair
evoked by the finality of death (Colosimo et al., 2018).
This theory challenged traditional views regarding death
denial and the linear perspective of death processing
proposed by Kübler-Ross (Colosimo et al., 2018). Double
awareness posits that it is impossible to avoid awareness
of death in the face of advanced disease, even while
continuing to engage in life. The participants in our study
neither accepted nor denied the possibility of death. In-
stead, they oscillated between hoping for a cure and facing
the possibility of premature death. The process of oscil-
lation reflects the dialectal tension of double awareness, of
negotiating how to remain engaged in the world when
facing the possibility of a life-limiting disease.

Research also suggests that adults of any age can
experience the oscillation at different rates between these
two opposing realities of living with a life-limiting illness
(Arantzamendi et al., 2020; Garcı́a-Rueda et al., 2016). In
a meta-synthesis of the experience of people living with
advanced-stage cancer, Garcı́a-Ruedal et al. (2016)
pointed to the prominence of people’s desire to find ways
to balance the dialectical tension between remaining years
left to live while also facing the reality of death and dying.
However, these authors concluded that the literature is
limited because research has yet to consider cultural,
gender, or age-related differences in the desire to live
within this reality and the processes by which people
attempt to live within the dialectal tension of double
awareness. For example, in a longitudinal grounded
theory study of 27 patients (45–82 years of age) with
either advanced lung or gastrointestinal cancer, Nissim
et al. (2012) illustrated that participants engaged in a
process of balancing the dialectal tension of double
awareness that included valuing life in the present over the
need to accomplish more. Our YA participants did not
articulate the same desires or processes in their attempt to
live meaningfully. Instead, they articulated the desire to
achieve more, not less, even for those participants os-
cillating towards the possibility of dying prematurely.

Unlike older adults, YAs are at a stage of rapid change
associated with developing their sense of self and finding
ways to strive for independence while pursuing platonic
and romantic relationships (Wiener et al., 2015). Shifting
emotional attachments and keeping up with their peers’
social progression is fundamental to the YA identity
(Johnston et al., 2016). The need to progress has been
theorized as central to young adult identity, even for those
with a life-threatening disease (Johnston et al., 2016;
Soanes & Gibson, 2018). In a grounded theory study
exploring the experiences, purposes, and meanings of
supportive cancer care to young adults recently diagnosed
with cancer, Soanes and Gibson (2018) found that par-
ticipants were most concerned about protecting this young
adult identity and proceeded to maintain this sense of self
by interpreting cancer as a temporary interruption; that
they would resume normal young adult life progression
once they completed treatment. In contrast to our study,
these findings were limited to a group of YAs between 19
and 24 years of age recently diagnosed with cancer and
did not explore the illness experience of those living with
advanced illness over months and years.

Like the findings of Soanes and Gibson (2018), our
participants strove to protect their young adult identity by
finding ways to minimize the impact of their illness on
their capacity to achieve young adult milestones. Yet, they
struggled to protect this identity within the dialectal
tension of double awareness and to negotiate how to
remain engaged in the world when realizing their illness
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may not be a temporary interruption; that they may have to
live within the dichotomy of life and death prompted by
their diagnosis.

Research has shown that the strongest predictors of
good overall health-related quality of life for those living
with advanced cancer are increased age, stable or im-
proved physical and mental well-being, and treatment
status (Zimmermann et al., 2011). Shifting from one
treatment to another, fluctuations in disease progression/
regression, and changes in physical functioning can be
cumbersome for the mental health for any individual with
an advanced cancer diagnosis but may be more difficult
for YAs who are less adept at facing the possibility of
death when compared to older adults (Alcaraz et al., 2020;
Avery et al., 2020a). Our participants spoke adamantly of
the mental health challenges associated with the pro-
gression or regression of their illness and jumping from
one treatment or clinical trial to another in an attempt to
control or treat their cancer. In addition, the inconsistent
cues our participants perceived receiving from their
healthcare providers made it more difficult for them to
acknowledge the advanced nature of their illness and
possibly less capable of accepting the duality of their
circumstances. It is common among adults of any age to
struggle to live within the dichotomy of double awareness
(Umaretiya et al., 2023; Avery et al., 2020a). However, the
inconsistent cues our participants perceived receiving
from healthcare providers may be more common among
the YA population (Joad et al., 2022).

In a qualitative study with 19 oncology specialists,
Avery et al. (2020b) noted how these healthcare providers
felt tension between the need to relay hopeful curative
messages and articulate the realities of advanced/recurrent
illness to their YA patients. This tension was reportedly
not felt to such an extent when treating older adults. The
emotional tension that healthcare providers experience
when trying to balance hopeful messages with risk when
treating YAs has been noted in other research (Burgers
et al., 2022a, 2022b; Figueroa Gray et al., 2018; Wiener
et al., 2015) and perhaps contributes to inconsistent
messaging, as reported by our study participants. Further,
this inconsistency in messaging from healthcare providers
might have contributed to the difficulty YAs experienced
in choosing a mode of living from one day to the next. The
inconsistent messages may even contribute to the chal-
lenges reported by healthcare providers associated with
the early introduction of palliative care. Research has
shown that YAs may be more resistive to accepting early
palliative care referrals because the word ‘palliative’
brings to mind a specific reality (i.e. death and dying) they
may not be ready to think about. Inconsistent messaging
may hinder the YAs’ capacity to become more com-
fortable with the idea of death and dying and more primed
to reject the early integration of palliative care (Avery

et al., 2020a; Janardan & Wechsler, 2021). Our findings
thus provide a theoretical rendering of the processes by
which YAs attempt to live from one day to the next with
advanced cancer, the challenges they encounter that
previous research has not yet illuminated, and ways to
consider how to improve the care we provide.

There are some limitations to this research. This
constructivist grounded theory study represented the re-
searcher’s interpretation of reality that was co-created
with participants. We acknowledge that other interpre-
tations of this reality and other realities could be co-
created with different researchers and participants.
Therefore, these findings represent a specific interpreta-
tion situated at a time and place and individuals. This
articulated process could be different if YAs approaching
the end of life were included. None of our participants
disclosed they were medically defined as being at the end
of life even if some believed they were on that trajectory.
In addition, our sample does not represent the cultural
diversity of Canada. Our participants were primarily
women, affluent, and Canadian born. Those between 15
and 17 years of age, of various gender identities, or from
different cultural groups could articulate different pro-
cesses of living with advanced cancer. We also only in-
terviewed each participant once. Conducting follow-up
interviews could have revealed additional processes by
having participants reflect on our emerging theory. For
example, additional interviews could have provided more
clarity around the concept of double awareness, oscilla-
tion, and tension. For example, follow-up interviews
could have revealed nuances in the oscillating experience
for those living with their illness for multiple years when
compared to those living with advanced cancer for a
shorter period. Young adults with young children may
also experience a different process. Although we did not
collect this demographic information, two of our partic-
ipants disclosed during interviews that they had young
children.We did not detect any differences in their process
of living from one day to the next, but additional inter-
views with other young adults with children could have
revealed other insights.

Implications for Practice and
Future Research

There continues to be limited evidence and knowledge of
how to support YAs living with advanced cancer. Our
study provides a theoretical rendering of their illness
experience, which can inform ways to integrate improved
supportive care to better support this population. Few
studies have explored the illness experience of these YAs,
which has led to a dearth of knowledge and evidence of
how to provide them with appropriate and timely sup-
portive cancer care (Knox et al., 2017; Soanes & Gibson,
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2018; Wiener et al., 2015). Our study is the first of three
phases to develop an implementation strategy to improve
the care for this population. In this first phase, we de-
veloped the framework, which is being used to inform
Phase 2 (currently underway) to explore the perspective of
oncology professionals, administrators, and program di-
rectors involved in the care of AYAs. Findings from this
second phase will be used to co-develop actions and
priorities for research and programming to understand
what would be needed to integrate improved support to
help YAs with advanced cancer to live from one day to the
next (phase 3) with the YAs themselves and with the
oncology professionals who support them. In addition, a
secondary data analysis is also underway to explore in
more depth how YAs lived within the dichotomy of
double awareness. Double awareness has yet to be
thoroughly explored in the YA population (Figueroa Gray
et al., 2018; Rodin et al., 2018). Our interviews are rich in
content and provide an opportunity to explore these data
using double awareness as a theoretical lens. Findings
from this secondary analysis can inform future psycho-
therapeutic interventions intended to treat and prevent
psychosocial and end-of-life distress in YAs with ad-
vanced cancer.

Conclusion

In summary, we have provided a theoretical rendering of the
YAs’ experience living from one day to the next with a
diagnosis of advanced cancer. Our framework provides the
opportunity to explore how to tailor future interventions for
these YAs. Specific areas where our framework could be
utilized include understanding how to approach onco-fertility
for YAs, exploring how to enhance clinical trial recruitment
asYAs oscillate between these two possible disease outcomes
(Canzona et al., 2021; Docherty et al., 2019).

Acknowledgements

We thank Designs that Cells and, specifically, Ava Schroedl for
her design of Figure 2.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) disclosed receipt of the following financial support for
the research, authorship, and/or publication of this article: This
research studywas conductedwith support fromC17 and funded by
the Michael Kamin Hart Research Fund (AYA Program, Princess
Margaret Cancer Center), the Canadian Cancer Clinical Trials
Network (3CTN), and the Canadian Cancer Society.

ORCID iDs

Jonathan Avery  https://orcid.org/0000-0002-7347-6224
A. Fuchsia Howard  https://orcid.org/0000-0001-5704-1733

References

Abdelaal, M., Avery, J., Chow, R., Saleem, N., Fazelzad, R.,
Mosher, P., Hannon, B., Zimmermann, C., & Al-Awamer,
A. (2023). Palliative care for adolescents and young adults
with advanced illness: A scoping review. Palliative Med-
ic ine , 37 (1) , 88–107. h t tps : / /doi .org /10.1177/
02692163221136160

Abdelaal, M., Mosher, P. J., Gupta, A., Hannon, B., Cameron,
C., Berman, M., Moineddin, R., Avery, J., Mitchell, L., Li,
M., Zimmermann, C., & Al-Awamer, A. (2021). Sup-
porting the needs of adolescents and young adults: Inte-
grated palliative care and psychiatry clinic for adolescents
and young adults with cancer. Cancers, 13(4), 770. https://
doi.org/10.3390/cancers13040770

Alcaraz, K. I., Wiedt, T. L., Daniels, E. C., Yabroff, K. R.,
Guerra, C. E., & Wender, R. C. (2020). Understanding and
addressing social determinants to advance cancer health
equity in the United States: A blueprint for practice, re-
search, and policy. CA: A Cancer Journal for Clinicians,
70(1), 31–46. https://doi.org/10.3322/caac.21586

Alfano, C. M., Leach, C. R., Smith, T. G., Miller, K. D., Alcaraz,
K. I., Cannady, R. S.,Wender, R. C., &Brawley, O.W. (2019).
Equitably improving outcomes for cancer survivors and
supporting caregivers: A blueprint for care delivery, research,
education, and policy. CA: A Cancer Journal for Clinicians,
69(1), 35–49. https://doi.org/10.3322/caac.21548

Arantzamendi, M., Garcı́a-Rueda, N., Carvajal, A., & Robinson,
C. A. (2020). People with advanced cancer: The process of
living well with awareness of dying. Qualitative Health
Research, 30(8), 1143–1155. https://doi.org/10.1177/
1049732318816298
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