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Abstract

Obijective: Adolescents and young adults with cancer face unique psychosocial and
practical issues. However, patients across this group encounter different life experi-
ences, cancer diagnoses and treatment settings given the tailored services for pa-
tients ages 15 to 24. Here, we qualitatively explore the psychosocial experiences and
practical challenges of young adults (YAs) with cancer diagnosed between ages 25
and 39 in the United Kingdom.

Methods: We invited YAs diagnosed with cancer in the 5 years prior to enrolment
at participating sites to take part in semi-structured interviews or focus groups.
Transcripts were analysed using inductive thematic analysis. Two YA patients re-
viewed the results to ensure robustness.

Results: Sixty-five YAs with varied diagnoses participated. Participants struggled to
balance work, childcare and financial solvency with treatment. The halt in family and

work life as well as changes in image and ability threatened participants’ identity and
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1 | INTRODUCTION

Due to the transitional period in life, adolescents and young adults
(AYAs) with cancer face specific psychosocial issues compared to
paediatric and older adult cancer patients, including loss of indepen-
dence, frustration with changes in appearance, school or work inter-
ruption and fertility impairment (Fidler et al., 2019; Zebrack, 2011;
Zebrack et al., 2014). Incident cancer types and tumour biology in
AYAs, commonly defined by the oncology community as ages 15 to
39, also differ from older and paediatric patients, while improvements
in survival have been slower (Barr et al., 2016; Bleyer et al., 2017).

Past psychosocial research in AYA oncology used traditional
task-based developmental theories to describe how cancer im-
pacts the lives of AYAs, such as Erikson's framework, the Stages
of Psychosocial Development (Norma M. D’Agostino et al., 2011;
Erikson, 1995). These theories infer that psychosocial development
is a linear progression and that the interference of cancer on com-
pleting prescribed tasks leads to developmental failure.

Recently, however, researchers have encouraged moving away
from the notion that all young people share the same stepwise ‘life
goals’ advancing from educational and vocational attainment to estab-
lishing romantic relationships and having children (Hammond, 2017;
Levin et al., 2019). They reject the assumption that AYAs are a dis-
tinct homogenous group and suggest that research should recognise
the context in which AYAs exist such as increasing financial precarity,
changing timelines and priorities and expanding cultural diversity. This
is particularly relevant when considering the potential differences in
cancer types and life circumstances between the lower and upper ends
of the AYA age spectrum (Close et al., 2019; Sodergren et al., 2018). In
addition, in the United Kingdom (UK), there are substantial differences
in the healthcare context across AYAs, with teenagers and young adults
(TYAs) ages 15 to 24 receiving care in age-specialised services but
young adults (YAs) ages 25-39 receiving cancer care in adult settings.

Past research and healthcare interventions in the UK, have fo-
cused largely on the TYA group, without distinguishing between
TYAs and YAs. The lack of focus specifically on YAs may obscure
important differences in experience and priorities. Here, we aim to
explore the specific experiences of YAs diagnosed with cancer in the
UK context and describe the age-specific psychosocial impact and
practical challenges of cancer and its treatment.

perceived ‘normality’ as a YA, however, these also stimulated positive changes. YAs
experienced social isolation from friends and family, including children. Many strug-
gled to cope with uncertainty around treatment outcomes and disease recurrence.

Conclusion: The disruption of family and work life can lead to age-specific issues in

YAs diagnosed with cancer. Age-tailored psychological and practical services must be

AYA, neoplasms, qualitative research, social isolation, uncertainty, young adult

2 | METHODS

2.1 | Study design

This was a phenomenological qualitative research study aiming to
describe the experiences of YAs diagnosed with cancer in the UK
within the last five years. Phenomenological methodologies have
been increasingly used in health research to explore the lived expe-
rience of illness and recovery (Finlay, 2009). Given the diversity of
YAs in the UK, this approach was chosen for its ability to capture the
richness and complexity of the direct and subjective experience of

time, space, self and relations with others.

2.2 | Participants

Potential participants were identified in clinic lists or locally held pa-
tient databases by the clinical team. In person or by phone, a clini-
cal team member invited patients diagnosed with any cancer type
aged 25-39 in the 5 years prior to enrolment. We recruited a con-
venience sample, aiming to sample a range of tumour types, from
participating sites including the Royal Marsden NHS Foundation
Trust, Imperial College Healthcare NHS Trust, University Hospital
Southampton NHS Foundation Trust, East Suffolk and North Essex
NHS Foundation Trust, and Bart's Health NHS Trust.

The Royal Marsden and Institute of Cancer Research Joint
Committee on Clinical Research reviewed and sponsored the study
(CCR4648). The Research Ethics Committee and Health Research
Authority in the UK approved the study nationally (17/LO/0219).
Informed consent was obtained from all individual participants in-
cluded in the study. The study complies with the standards of the
Declaration of Helsinki.

2.3 | Setting

Focus groups were conducted in hospital meeting rooms or local
charity centres. A nurse or oncologist was present to address clinical
questions. One-to-one interviews were conducted in-person either

in hospital or by telephone.
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2.4 | Data collection
Data collection took place between November 2017 and July 2018.
Each participant provided written informed consent and chose to
take part in a focus group or interview. Travel was reimbursed for
participants who participated in person. Participants self-reported
sociodemographic and clinical information prior to participation.
Semi-structured individual interviews and focus groups were
conducted as complementary data collection methods to enhance
the richness of the data collected (Lambert & Loiselle, 2008).
Integrating both methods of collection allowed the interviewers to
obtain a description of personal experience in individual interviews
and explore agreeing and contrasting opinions and beliefs in focus
groups. The facilitator (EL), a non-clinical public health researcher
formally trained in qualitative research, followed a semi-structured
interview schedule (Table 1). The interview schedule, drafted spe-
cifically for this study by the authors, was intentionally broad to
elicit the issues most salient to the participant and avoid inference
about developmental tasks or timelines. The two YA patients and
two healthcare providers with a research focus on young people
with cancer reviewed the interview schedule for relevance and com-
prehensiveness and provided written feedback by email. Based on
the comments, we amended the question exploring areas of need to
elicit issues perceived to be specifically related to age. Discussions
were audio-recorded and transcribed verbatim. Field notes were

kept to provide context.

2.5 | Data analysis

Transcripts were analysed using the six phases of inductive thematic
analysis described by Braun and Clarke which include the follow-
ing: (a) familiarisation with the data, (b) generating initial codes,
(c) searching for themes, (d) reviewing potential themes, (e) defin-
ing and naming themes and (f) writing the report (Braun & Clarke,
2012). Two researchers (EL and CV) openly coded the data inde-
pendently and reconciled the initial codes in NVivo (Version 12,
QSR International). Field notes were consulted during initial cod-
ing to provide context to the transcripts and aid interpretation.

The researchers used the codes to identify potential themes and

TABLE 1 Semi-structure interview schedule

Questions

1. Could you tell me about your experiences in the time since your
cancer diagnosis?

2. Have you faced any challenges or problems?

3. Have you had any particular needs or issues in the following areas
as a YA cancer patient?

Psychological or emotional

Risk behaviour

Practical

Social

Spiritual
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subthemes. These were refined in an iterative process in discus-
sion with the larger study team including two YA patients (ET and
KS). The YA patients provided an expert opinion on interpretation
of the data and robustness of the results. The analysis process was
fluid rather than linear as we continued to refine the themes while
producing the manuscript. We specifically sought to identify com-
monalities across participants and provide a detailed account of im-

portant themes unique to YAs.

3 | RESULTS

Of the 152 patients invited, 65 (42.8%) patients participated, 50
(76.9%) in individual interviews and 15 (23.1%) in five focus groups.
Three patients declined due to illness, two felt too distressed, seven
were too busy, 45 declined without reason, six did not meet eligi-
bility criteria after review and 24 did not participate after consent.
Interviews averaged 43 minutes (range: 20-88 minutes) while focus
groups averaged 117 minutes (range: 92-150 minutes).

YAs were 33.6 years old on average at the time of participation
(Table 2). The majority of participants were female (N = 39; 60.0%),
white (N = 50; 74.6%), married (N = 35; 53.8%), university educated
(N = 45; 69.2%) and did not have children (N = 38; 59.4%). YAs varied
in living arrangements and employment status but the majority ex-
perienced some level of financial difficulty (N = 33; 54.1%).

A range of tumour types were included, most commonly sarco-
mas (N = 13; 20.0%), breast cancer (N = 12; 18.5%) and central ner-
vous system (CNS) tumours (N = 12; 18.5%) (Table 3). YAs were an
average of 31.7 years old at diagnosis and a mean of 1.9 years from
diagnosis. The majority were in follow-up (N = 37; 56.9%), treated
with curative intent (N = 40; 66.7%) and had received chemotherapy
(N =46;71.9%) or surgery (N = 38; 59.4%).

We identified four main themes. The themes and subthemes
along with codes and exemplary excerpts are presented in Table 4.
Numbers in parentheses denote the in-text reference for the ex-
cerpt in the table.

3.1 | Theme 1: Competing responsibilities
3.1.1 | Subtheme 1: Balancing treatment and
work or childcare

YAs encountered difficulty balancing responsibilities while under-
going treatment or in recovery due to hospital appointments and
immobilising side-effects. Some participants could not or did not
want to stop working for extended periods of time. Patients felt the
challenge of navigating treatments and appointments among work
commitments were not always appreciated by the healthcare team
(1.1.1). Particularly for single parents, the unpredictability of wait
times and hospital admissions made childcare challenging. Some pa-
tients felt there was little support around caring for children while
on treatment (1.1.2).



4 of 11
S| ILEY-

TABLE 2 Patient-reported demographic information

Age at participation
Gender
Female
Male
Ethnicity
White
Asian/Asian British
Black/African/Caribbean/Black British
Mixed/Multiple ethnic groups
Relationship status
Married
In a relationship
Single
Divorced
Children under 18 (N = 64)
No
Yes
Current living situation
Live with spouse/partner
Live with spouse/partner and children
Live with parents
Live with housemate(s)
Live alone
Live with spouse/partner and parents
Live with children
Highest level of education
University or degree
College or diploma
Secondary School
Vocational qualification
Current employment status (N = 64)
Full-time employed
On sick-leave
Part-time employed
Self-employed
Unemployed
Homemaker and/or caretaker for children
Other
Experienced financial difficulties (N = 61)
Not at all
A little
Quite a bit
Very much
Decrease in income
Travel costs

Childcare

LIDINGTON ET AL.

Mean (Range) Mean (Range)
33.6(25-42) —
years Number (%) Age at diagnosis 31.7 (25-39) years
(Total = 65) 1.9 (0-5) years
39 (60.0) . . . biamber (%)
Years since diagnosis (Total=65)
261400 Diagnosis
074.6) Sarcoma 13(20.0)
11(16.4) Breast cancer 12 (18.5)
2(3.0) Central nervous system tumour 12 (18.5)
2(3.0) Gastrointestinal cancer 7(10.8)
Urological cancer 6(9.2)
35 (53.8) Gynaecological cancer 5(7.7)
16 (24.6) Haematological cancer 5(7.7)
13 (20.0) Lung cancer 3(4.6)
1(1.5) Melanoma 2(3.1)
Current treatment status
38 (59.4) In follow-up 37 (56.9)
26 (40.6) On treatment 28 (43.1)
Treatments received (N = 64)
24(36.9) Chemotherapy 46(71.9)
20(30.8) Surgery 38 (59.4)
6(9.2) Radiotherapy 28 (43.8)
6(9.2) Clinical trial 13 (20.3)
6(9.2) Hormone therapy 7 (10.9)
2(3.1) Immunotherapy 7 (10.9)
1(1.5) No treatment 5(7.8)
Targeted therapy 5(7.8)
5 (69.2) Bone marrow or stem cell transplant 1(1.6)
11 (16.9) Brachytherapy 1(1.6)
7 (10.8) Treatment intent (N = 60)
2(3.1) Curative 40 (66.7)
Unknown 12 (20.0)
30(46.9) Palliative 8(13.3)
15 (23.4) Disease recurrence (N = 61)
7(10.9) No 41(67.2)
5(7.8) Yes 10 (16.4)
3(4.7) Not applicable 10 (16.4)
2(3.1) Number of comorbidities (N = 61)
2(3.1) None 45 (73.8)
1 12 (19.7)
28 (45.9) 2 1(1.6)
20(32.8) 3 3(4.9)
9 (14.8)
4 (6.6)
27(81.8) 3.1.2 | Subtheme 2: Financial insecurity
8(24.2)
206.1) A number of participants experienced financial difficulties after re-

TABLE 3 Patient-reported clinical information

ceiving a cancer diagnosis. This was often due to a loss of income
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with extended sick leave but also to concurrent events such as mov-
ing house or reduced income during maternity leave (1.2.1). YAs
often relied on parents for childcare and in some cases received fi-
nancial support or moved back in, which was perceived as a relief.
Some YAs worryingly described financial difficulty as a major factor
in returning to work before full recovery, leading to mental health
challenges (1.2.2).

3.2 | Theme 2: Retaining normality and identity as
aYA
3.2.1 | Subtheme 1: Avoid cancer identity

YAs wanted to ‘get on with it’ and avoid cancer becoming the focus
of daily life. For YAs, this often meant continuing to work or spend-
ing time with friends and family, often avoiding cancer-related activi-
ties as much as possible (2.1.1). Changes in physical appearance such
as hair loss or weight gain were often distressing as they belied their
illness and attracted attention, particularly as YAs compared them-
selves to healthy peers (2.1.2). Hair had particular cultural impor-
tance for some YAs from minority backgrounds who faced a lack of
inclusive wig services, where the hair offered was more appropriate
for Caucasian women. Changes in physical ability, including sexual

function, lowered confidence and made YAs feel ‘less capable’.

3.2.2 | Subtheme 2: Work life a component of
YA identity

Working life was a central component to YA's sense of normality in
terms of goals and daily routine (2.2.1). Returning to work was an
important part of returning to ‘normal.” However, many YAs found
returning to work difficult or daunting due changes in cognition, en-
ergy levels, physical ability and time passed (2.2.2). Many YAs viewed
their ability at work as a part of their identity and self-worth. Some
participants were frustrated if they were unable to return to the same
level of performance or the same role as before the cancer diagnosis
(2.2.3). A number of YAs described a great amount of pride in their

careers and experienced immense feelings of loss if unable to return.

3.2.3 | Subtheme 3: Positive change in
outlook and priorities

Despite the adversities described, many YAs felt the unexpected
cancer diagnosis was a catalyst for personal growth in various ways,
including gaining fearlessness or confidence and learning to ac-
cept a lack of control (2.3.1). Some participants felt they learned to
prioritise family and personal experiences over work, appreciating
time spent with loved ones (2.3.2). Experiencing cancer also helped
improve relationships with partners, parents and friends when con-

fronted with emotional distress and potential early mortality (2.3.3).
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3.3 | Theme 3: Facing isolation

3.3.1 | Subtheme 1: Distancing from friends

Although some relationships improved, YAs found that other friend-
ships were weakened by the cancer diagnosis. YAs found that
friends without personal experience of cancer or severe illness did
not understand what they were going through, making it difficult to
relate and leading to discomfort (3.1.1). YAs worried about forming
new relationships as they were unsure how or whether to disclose
their diagnosis, particularly with potential romantic partners (3.1.2).
Participants experienced a range of cancer-related worries including
fear of disease progression or recurrence. Despite these concerns,
many YAs downplayed their emotions or declined to disclose full de-
tails about the diagnosis in order to protect loved ones, sometimes

contributing to perceived emotional distance (3.1.3).

3.3.2 | Subtheme 2: Feeling younger than other
cancer patients

Not only did YAs find it difficult to relate to peers, but they often
found it difficult to relate with other oncology patients due to the
common age difference (3.2.1). YAs felt their psychosocial concerns,
healthcare needs and social interests were very different from those
of older patients. Being visibly younger also made participants feel
uncomfortable and out of place in the hospital as it attracted un-

wanted attention from patients and hospital staff (3.2.2).

3.3.3 | Subtheme 3: Missing out

Many patients felt isolated from friends and family due to side-
effects like fatigue, fear of infection or extended hospital admis-
sions. For YAs with young children, this was particularly distressing
as they felt they missed out on important developmental changes
(3.3.1). Hospital settings, designed for older adults, made it difficult
to bring children to visit. YAs usually felt extremely busy before the
cancer diagnosis, making the isolation due to treatment and side-
effects more difficult to cope with. Participants felt that they missed
out on social activities with friends and family as well as the social
aspects of work (3.3.2). Only a few YAs discussed missing religious
gatherings as a source of frustration, but this was particularly impor-

tant for some.

3.4 | Theme 4: Coping with Uncertainty

3.4.1 | Subtheme 1: Uncertain life circumstances

Challenges faced by YAs were compounded by the transitional
nature of YA life and future uncertainty. All participants were ex-
tremely shocked by their diagnosis as cancer is rare and unexpected
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among YAs who are usually otherwise healthy (4.1.1). At the time of
diagnosis, many participants described moving house, changing jobs,
building new relationships or having children. The uncertainty in life
circumstances made managing treatments and appointments more
difficult (4.1.2). While not all YAs were interested in having children
or growing their family, the need for timely treatment required YAs
to make decisions about fertility treatment they felt unprepared for.
The diagnosis and treatment were particularly disruptive as it forced

YAs to face possible mortality at a time full of plans for the future.

3.4.2 | Subtheme 2: Uncertain clinical outcomes

Uncertainty about short-term treatment outcomes and long-term
life expectancy weighed heavily on the minds of many participants,
particularly for patients with rare or advanced cancers. YAs had to
defer plans for relationships, moving home and furthering careers.
Several patients felt the uncertainty made them feel like life was ‘on
hold’ (4.2.1). Other patients described coping with the uncertainty by
‘living one day at a time’ or actively deciding not to focus on prognosis
and staying positive about future life expectancy (4.2.2). After treat-
ment, anxiety around cancer recurrence was heightened by reduced
monitoring and less frequent contact with the healthcare team (4.2.3).

4 | DISCUSSION

The psychosocial experiences and practical issues identified here
are centred on the active day-to-day routine of YAs with early ca-
reers and young families and the sudden disruption of their activ-
ity following a cancer diagnosis. This interruption may threaten YAs’
sense of identity as a young person, in contrast to older adults who
may find cancer less disruptive to personal identity in the context of
ageing and declining health (Hannum et al., 2016).

Family, important to people of any age, plays a unique role for
YAs. While social isolation is experienced acutely across the AYA age
range, YAs have the added complexity of missing out on the lives
and development of young children (Barakat et al., 2016). At present,
YAs do not benefit from tailored measures to reduce social isolation
in wards and clinics that exist in TYA treatment centres (Bibby et al.,
2017). While psychosocial support for TYAs focuses on access to
peers, services for YAs need to also provide family support. Although
not specifically asked about, YAs did not describe feeling frustrated
about becoming dependent on parents again or perceive relying on
parents for childcare or housing as a regression in development as
previous theories infer. Notably, these feelings are often observed in
TYAs (Belpame et al., 2016; Hokkanen et al., 2004). In contrast, YAs
actively protected parents and friends from the emotional burden
of the condition (Norma Mammone D’Agostino & Edelstein, 2013).

Work plays an important role for YAs as a financial necessity but
also in providing a sense of normality, a source of social interaction
and, for some, a contributor to identity and self-worth. Interventions
to support attaining educational and vocational goals have been

developed for TYAs to facilitate reintegration after treatment
(D’Agostino et al., 2011). YAs need similar support to return to work
and ‘normal life, navigating the myriad of legal, social, material and
health-related issues they face (Hauken et al., 2013). This is particu-
larly important given the difficulty YAs in this study described in re-
turning to work. Previous research has shown YAs experience higher
perceived physical and cognitive deficits compared to older adults
that may limit their ability to return to work (Champion et al., 2014;
Stone et al., 2017). Financial toxicity, reported extensively in North
America, is also experienced by YAs in the UK due to loss of income
and travel costs (Finkelstein et al., 2009; Guy et al., 2014). This needs
to be addressed to ensure YAs return to work at an appropriate time.

Coping with uncertainty was a strong theme among YAs. While
uncertainty and fear of recurrence may occur among cancer pa-
tients of any age, it may be particularly pronounced in young patients
(Simard et al., 2013). Additional social uncertainty for YAs due to the
transitional period in life, as highlighted by the patients here, may con-
tribute to the concerns. Higher illness uncertainty is linked to lower
social support and lower quality of life, making the YA experiences of
social isolation a cause for concern (Sammarco, 2001). Despite wor-
ries about short-term treatment outcomes and recurrence, many YAs
shared stories of personal growth and strengthening in relationships.
This suggests the current discourse around young people experienc-
ing either post-traumatic growth or post-traumatic stress may simplify
the human condition as patients can experience both simultaneously.

Participants in this study shared experiences of job and financial
insecurity, also reflected in the responses to the background ques-
tionnaire. These findings support the new frameworks suggested
by Levin and Hammond that take the changing economic context
for young people with cancer into account (Hammond, 2017; Levin
etal., 2019). Our findings also support the idea that life goals and pri-
orities vary between individuals, as a number of YAs did not plan to
have children and were happy to live with family members. However,
the contribution of work to identity and the focus on family life and
children fits with previous theories taking developmental life course
perspectives (Docherty et al., 2015). The lack of culturally appro-
priate supportive care services reflects the scarcity of research and
support tailored to meet the needs of the diverse UK population.
The specific issues faced by growing minority groups of YAs should

be explored in-depth in future research.

4.1 | Clinical implications

YA experiences suggest that there may be a need for more aware-
ness of YA-specific issues by healthcare providers and improved
age-specific practical, emotional and social support during cancer
treatment and recovery. The National Institute for Health and Care
Excellence guidelines for providing cancer care to children and young
people provide excellent recommendations for age-specific multi-
disciplinary care (National Institute for Health & Care Excellence,
2014). Patients and providers should review these guidelines to
determine whether they should extend to YAs and if current adult
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supportive care services should be supplemented with YA-specific
support (Gupta et al., 2016).

Scalable interventions should be explored, particularly those that
can be delivered remotely (Penn & Kuperberg, 2018; Viola et al., 2020).
A paper-based discussion aid called ‘Snapshot’ providing prompts
for psychosocial issues and a mobile phone app supporting symp-
tom tracking have shown to facilitate conversations around personal
or sensitive topics in AYAs (Erickson et al., 2018; Poort et al., 2018).
Individual psychological support focusing on AYA-related issues includ-
ing social, family and romantic relationships and a similar intervention
using cognitive behavioural therapy have shown to improve quality of
life (Aubin et al., 2019; Rosenberg et al., 2015). Consulting with a fer-
tility specialist and undertaking fertility preservation has the biggest
impact on reducing decisional regret and improving quality of life, how-
ever, web-based decision aids in conjunction with specialist consulta-
tion have also shown to reduce decisional conflict (Ehrbar et al., 2019;
Letourneau et al., 2012; Wang et al., 2019). Multidisciplinary interven-
tions including physical, psychological information and/or vocational
facets can improve return-to-work rates and quality of life in people of

working age with cancer (de Boer et al., 2015).

4.2 | Study limitations

While this study included a large number of YAs, the conclusions
are limited by its geographic focus in South East England, with a
majority of patients treated in London. The study did benefit from
representation of ethnicities that roughly match the population dis-
tribution in South East England (Office for National Statistics, 2018).
Future work should focus specifically on the needs of growing mi-
nority groups in order to provide culturally appropriate care. The
large number of patients from London may also have influenced the
results with the emphasis on careers. However, this perspective is
important for treating YAs from a metropolitan area.

A high number of patients in this study had rare cancer types
and advanced disease that may also have impacted the main themes
identified such as the focus on uncertainty. However, this is also an
important group of patients that is often excluded from studies. This
study had a broad, exploratory focus allowing participants more au-
tonomy in directing the interviews and focus groups but reducing
the possibility for in-depth analysis of the topics identified. Asking
patient in follow-up to reflect on their experience since diagnosis
also limited our ability to attribute certain issues to treatment sta-
tus. The large sample enabled the identification of patterns across a
variety of tumour types, even though the amount of data also limited
in-depth analyses. Future work will conduct sub-group analysis to
further explore the diversity in experiences.

5 | CONCLUSIONS

With an unexpected cancer diagnosis, YAs face a number of specific
psychosocial experiences and practical challenges with the sudden
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halt of family and work lives. Current healthcare services designed
to treat much older adults may not fully address these issues and
provide adequate support to YA patients. Further research should

identify age-specific requirements in supportive care services.

ACKNOWLEDGEMENTS
We thank the participants for their involvement, Emily Davies for
supporting recruitment and Ceinwen Giles from SHINE for joining

the working group.

CONFLICT OF INTEREST
The authors declare that they have no conflict of interest.

AUTHOR CONTRIBUTIONS

Guarantor of integrity of the entire study: WTAG, OH, Study con-
cept and design: NSt, JL, SS, MNo, SB, ZS, ASD, MG, BS, WTAG,
OH, Literature research: EL, OH, Data collection: EL, EY, PE, MNa,
NH, NSa, DF, AD, NSt, JL, SS, MNo, SB, ZS, ASD, MG, BS, WTAG,
OH, Experimental studies / data analysis: EL, CV, KS, EY, PE, MNa,
OH, WTAG. Statistical analysis: N/A, Manuscript preparation: EL,
CV, KS, ET, ASD, OH, WTAG, Manuscript editing: EL, CV, KS, ET, EY,
PE, MNa, NH, NSa, DF, AD, NSt, JL, SS, MNo, SB, ZS, ASD, MG, BS,
WTAG, OH.

DATA AVAILABILITY STATEMENT

Research data are not shared.

ORCID

Emma Lidington "= https://orcid.org/0000-0001-6176-8054

REFERENCES

Aubin, S., Rosberger, Z., Hafez, N., Noory, M. R,, Perez, S., Lehmann, S.,
Batist, G., & Kavan, P. (2019). Cancer!? | don’t have time for that:
Impact of a psychosocial intervention for young adults with can-
cer. Journal of Adolescent and Young Adult Oncology, 8(2), 172-189.
https://doi.org/10.1089/jayao.2017.0101.

Barakat, L. P., Galtieri, L. R., Szalda, D., & Schwartz, L. A. (2016). Assessing
the psychosocial needs and program preferences of adolescents
and young adults with cancer. Supportive Care in Cancer, 24(2),
823-832. https://doi.org/10.1007/s00520-015-2849-8.

Barr, R. D., Ferrari, A., Ries, L., Whelan, J., & Bleyer, W. A. (2016). Cancer
in adolescents and young adults: A narrative review of the current
status and a view of the future. JAMA Pediatrics, 170(5), 495-501.
https://doi.org/10.1001/jamapediatrics.2015.4689.

Belpame, N., Kars, M. C., Beeckman, D., Decoene, E., Quaghebeur, M.,
Hecke, A. V., & Verhaeghe, S. (2016). ‘The AYA Director’: A synthe-
sizing concept to understand psychosocial experiences of adoles-
cents and young adults with cancer. Cancer Nursing, 39(4), 292-302.
https://doi.org/10.1097/NCC.0000000000000307.

Bibby, H., White, V., Thompson, K., & Anazodo, A. (2017). What are
the unmet needs and care experiences of adolescents and young
adults with cancer? A systematic review. Journal of Adolescent
and Young Adult Oncology, 6(1), 6-30. https://doi.org/10.1089/
jaya0.2016.0012.

Bleyer, A., Ferrari, A., Whelan, J., & Barr, R. D. (2017). Global assessment
of cancer incidence and survival in adolescents and young adults.
Pediatric Blood & Cancer, 64(9), e26497. https://doi.org/10.1002/
pbc.26497.


https://orcid.org/0000-0001-6176-8054
https://orcid.org/0000-0001-6176-8054
https://doi.org/10.1089/jayao.2017.0101
https://doi.org/10.1007/s00520-015-2849-8
https://doi.org/10.1001/jamapediatrics.2015.4689
https://doi.org/10.1097/NCC.0000000000000307
https://doi.org/10.1089/jayao.2016.0012
https://doi.org/10.1089/jayao.2016.0012
https://doi.org/10.1002/pbc.26497
https://doi.org/10.1002/pbc.26497

LIDINGTON ET AL.

10 of 11
0o | \WILEY-

Braun, V., & Clarke, V. (2012). Thematic analysis. In H. Cooper. (Ed.), APA
Handbook of Research Methods in Psychology (pp. 57-71). https://
doi.org/10.1037/13620.004

Champion, V. L., Wagner, L. |., Monahan, P. O., Daggy, J., Smith, L., Cohee,
A., Ziner, K. W,, Haase, J. E., Miller, K. D., Pradhan, K., Unverzagt,
F. W., Cella, D., Ansari, B., & Sledge, G. W. (2014). Comparison of
younger and older breast cancer survivors and age-matched con-
trols on specific and overall quality of life domains. Cancer, 120(15),
2237-2246. https://doi.org/10.1002/cncr.28737.

Close, A. G., Dreyzin, A., Miller, K. D., Seynnaeve, B. K. N., & Rapkin, L.
B.(2019). Adolescent and young adult oncology—past, present, and
future. CA: A Cancer Journal for Clinicians, 69(6), 1-12. https://doi.
org/10.3322/caac.21585.

D’Agostino, N. M., & Edelstein, K. (2013). Psychosocial challenges and
resource needs of young adult cancer survivors: Implications for
program development. Journal of Psychosocial Oncology, 31(6), 585-
600. https://doi.org/10.1080/07347332.2013.835018.

D’Agostino, N. M., Penney, A., & Zebrack, B. (2011). Providing develop-
mentally appropriate psychosocial care to adolescent and young
adult cancer survivors*. Cancer, 117(SUPPL. 10), 2329-2334.
https://doi.org/10.1002/cncr.26043.

de Boer, A. G. E. M., Taskila, T. K., Tamminga, S. J., Feuerstein, M., Frings-
Dresen, M. H. W., & Verbeek, J. H. (2015). Interventions to enhance
return-to-work for cancer patients. Cochrane Database of Systematic
Reviews, (9). https://doi.org/10.1002/14651858.CD007569.pub3

Docherty, S. L., Kayle, M., Maslow, G. R., & Santacroce, S. J. (2015). The
adolescent and young adult with cancer: A developmental life
course perspective. Seminars in Oncology Nursing, 31(3), 186-196.
https://doi.org/10.1016/j.soncn.2015.05.006.

Ehrbar, V., Urech, C., Rochlitz, C., Zanetti Dillenbach, R., Moffat, R.,
Stiller, R., Germeyer, A., Nawroth, F., Dangel, A., Findeklee, S., &
Tschudin, S. (2019). Randomized controlled trial on the effect of an
online decision aid for young female cancer patients regarding fer-
tility preservation. Human Reproduction, 34(9), 1726-1734. https://
doi.org/10.1093/humrep/dez136.

Erickson, J. M., Ameringer, S., Linder, L., Macpherson, C. F., Elswick, R.
K., Luebke, J. M., & Stegenga, K. (2018). Using a heuristic app to im-
prove symptom self-management in adolescents and young adults
with cancer. Journal of Adolescent and Young Adult Oncology, 8(2),
131-141. https://doi.org/10.1089/jayao.2018.0103.

Erikson, E. H. (1995). Childhood and Society, (2nd ed). Vintage Books.

Fidler, M. M., Frobisher, C., Hawkins, M. M., & Nathan, P. C. (2019).
Challenges and opportunities in the care of survivors of adolescent
and young adult cancers. Pediatric Blood and Cancer, 66(6), 1-11.
https://doi.org/10.1002/pbc.27668.

Finkelstein, E. A., Tangka, F. K., Trogdon, J. G., Sabatino, S. A., &
Richardson, L. C. (2009). The personal financial burden of cancer
for the working-aged population. The American Journal of Managed
Care, 15(11), 801-806.

Finlay, L. (2009). Exploring lived experience: principles and practice of
phenomenological research. International Journal of Therapy and
Rehabilitation, 16(9), 474-481.

Gupta, A. A, Papadakos, J. K., Jones, J. M., Amin, L., Chang, E. K,
Korenblum, C., Mina, D. S., McCabe, L., Mitchell, L., & Giuliani, M.
E. (2016). Reimagining care for adolescent and young adult can-
cer programs: Moving with the times. Cancer, 122(7), 1038-1046.
https://doi.org/10.1002/cncr.29834.

Guy, G. P, Yabroff, K. R., Ekwueme, D. U., Smith, A. W., Dowling, E. C.,
Rechis, R., Nutt, S., & Richardson, L. C. (2014). Estimating the health
and economic burden of cancer among those diagnosed as adoles-
cents and young adults. Health Affairs, 33(6), 1024-1031. https://
doi.org/10.1377/hlthaff.2013.1425.

Hammond, C. (2017). Against a singular message of distinctness: chal-
lenging dominant representations of adolescents and young adults
in oncology. Journal of Adolescent and Young Adult Oncology, 6(1),
45-49. https://doi.org/10.1089/jaya0.2016.0018.

Hannum, S. M., Clegg Smith, K., Coa, K., & Klassen, A. C. (2016). Identity
reconstruction among older cancer survivors: Age and meaning in
the context of a life-altering illness. Journal of Psychosocial Oncology,
34(6), 477-492. https://doi.org/10.1080/07347332.2016.1221017.

Hauken, M. A., Larsen, T. M. B., & Holsen, . (2013). Meeting reality:
Young adult cancer survivors’ experiences of reentering everyday
life after cancer treatment. Cancer Nursing, 36(5), 17-26. https://
doi.org/10.1097/NCC.0b013e318278d4fc.

Hokkanen, H., Eriksson, E., Ahonen, O., & Salantera, S. (2004).
Adolescents with cancer: experience of life and how it could be
made easier. Cancer Nursing, 27(4), 325-335.

Lambert,S.D.,&Loiselle, C.G.(2008). Combiningindividualinterviews and
focus groups to enhance data richness. Journal of Advanced Nursing,
62(2),228-237. https://doi.org/10.1111/j.1365-2648.2007.04559.x

Letourneau, J. M., Ebbel, E. E., Katz, P. P,, Katz, A., Ai, W. Z., Chien, A. J,,
Melisko, M. E., Cedars, M. I., & Rosen, M. P. (2012). Pretreatment
fertility counseling and fertility preservation improve quality of life
in reproductive age women with cancer. Cancer, 118(6), 1710-1717.
https://doi.org/10.1002/cncr.26459.

Levin, N. J., Zebrack, B., & Cole, S. W. (2019). Psychosocial issues for
adolescent and young adult cancer patients in a global context:
A forward-looking approach. Pediatric Blood and Cancer, 66(8),
e27789. https://doi.org/10.1002/pbc.27789.

National Institute for Health and Care Excellence (2014). Cancer Services
for Children and Young People. https://www.nice.org.uk/guidance/
qs55

Office for National Statistics (2018). Population of England and Wales.
Retrieved November 1, 2019, from https://www.ethnicity-facts
-figures.service.gov.uk/uk-population-by-ethnicity/national-and-
regional-populations/population-of-england-and-wales/latest

Penn, A., & Kuperberg, A. (2018). Psychosocial Support in Adolescents
and Young Adults with Cancer. Cancer Journal (United States), 24(6),
321-327. https://doi.org/10.1097/PPO.0000000000000339.

Poort, H., Souza, P. M., Malinowski, P. K., MacDougall, K. M., Barysauskas,
C. M., Lau Greenberg, T., Tulsky, J. A., & Fasciano, K. M. (2018).
Taking a “snapshot”: Evaluation of a conversation aid for identi-
fying psychosocial needs in young adults with cancer. Journal of
Adolescent and Young Adult Oncology, 7(5), 565-571. https://doi.
org/10.1089/jaya0.2018.0027.

Rosenberg, A. R., Yi-Frazier, J. P., Eaton, L., Wharton, C., Cochrane, K.,
Pihoker, C., Baker, K. S., & McCauley, E. (2015). Promoting resil-
ience in stress management: A pilot study of a novel resilience-
promoting intervention for adolescents and young adults with se-
rious illness. Journal of Pediatric Psychology, 40(9), 992-999. https://
doi.org/10.1093/jpepsy/jsv004.

Sammarco, A. (2001). Perceived social support, uncertainty, and qual-
ity of life of younger breast cancer survivors. Cancer Nursing, 24(3),
212-219.

Simard, S., Thewes, B., Humphris, G., Dixon, M., Hayden, C., Mireskandari,
S., & Ozakinci, G. (2013). Fear of cancer recurrence in adult cancer
survivors: A systematic review of quantitative studies. Journal of
Cancer Survivorship, 7(3), 300-322. https://doi.org/10.1007/s1176
4-013-0272-z

Sodergren, S. C., Husson, O., Rohde, G. E., Tomaszewska, |. M., Vivat,
B., Yarom, N., Griffiths, H., & Darlington, A.S. (2018). A life put on
pause: An exploration of the health-related quality of life issues
relevant to adolescents and young adults with cancer. Journal of
Adolescent and Young Adult Oncology, 7(4), 453-464.

Stone, D. S., Ganz, P. A, Pavlish, C., & Robbins, W. A. (2017). Young
adult cancer survivors and work: a systematic review. Journal of
Cancer Survivorship, 11(6), 765-781. https://doi.org/10.1007/s1176
4-017-0614-3.

Viola, A., Panigrahi, G., & Devine, K. A. (2020). Digital interventions for
adolescent and young adult cancer survivors. Current Opinion in
Supportive and Palliative Care, 14(1), 51-59. https://doi.org/10.1097/
SPC.0000000000000480.


https://doi.org/10.1037/13620.004
https://doi.org/10.1037/13620.004
https://doi.org/10.1002/cncr.28737
https://doi.org/10.3322/caac.21585
https://doi.org/10.3322/caac.21585
https://doi.org/10.1080/07347332.2013.835018
https://doi.org/10.1002/cncr.26043
https://doi.org/10.1002/14651858.CD007569.pub3
https://doi.org/10.1016/j.soncn.2015.05.006
https://doi.org/10.1093/humrep/dez136
https://doi.org/10.1093/humrep/dez136
https://doi.org/10.1089/jayao.2018.0103
https://doi.org/10.1002/pbc.27668
https://doi.org/10.1002/cncr.29834
https://doi.org/10.1377/hlthaff.2013.1425
https://doi.org/10.1377/hlthaff.2013.1425
https://doi.org/10.1089/jayao.2016.0018
https://doi.org/10.1080/07347332.2016.1221017
https://doi.org/10.1097/NCC.0b013e318278d4fc
https://doi.org/10.1097/NCC.0b013e318278d4fc
https://doi.org/10.1111/j.1365-2648.2007.04559.x
https://doi.org/10.1002/cncr.26459
https://doi.org/10.1002/pbc.27789
https://www.nice.org.uk/guidance/qs55
https://www.nice.org.uk/guidance/qs55
https://www.ethnicity-facts-figures.service.gov.uk/uk-population-by-ethnicity/national-and-regional-populations/population-of-england-and-wales/latest
https://www.ethnicity-facts-figures.service.gov.uk/uk-population-by-ethnicity/national-and-regional-populations/population-of-england-and-wales/latest
https://www.ethnicity-facts-figures.service.gov.uk/uk-population-by-ethnicity/national-and-regional-populations/population-of-england-and-wales/latest
https://doi.org/10.1097/PPO.0000000000000339
https://doi.org/10.1089/jayao.2018.0027
https://doi.org/10.1089/jayao.2018.0027
https://doi.org/10.1093/jpepsy/jsv004
https://doi.org/10.1093/jpepsy/jsv004
https://doi.org/10.1007/s11764-013-0272-z
https://doi.org/10.1007/s11764-013-0272-z
https://doi.org/10.1007/s11764-017-0614-3
https://doi.org/10.1007/s11764-017-0614-3
https://doi.org/10.1097/SPC.0000000000000480
https://doi.org/10.1097/SPC.0000000000000480

LIDINGTON ET AL.

W] LEY 110f 11

Wang, Y., Anazodo, A., & Logan, S. (2019). Systematic review of fertil-
ity preservation patient decision aids for cancer patients. Psycho-
Oncology, 28(3), 459-467. https://doi.org/10.1002/pon.4961.

Zebrack, B. J. (2011). Psychological, Social, and Behavioral Issues for
Young Adults With Cancer*. Cancer, 117(510), 2289-2294. https://
doi.org/10.1002/cncr.26056.

Zebrack, B.,Kent, E. E., Keegan, T. H. M., Kato, |., Smith, A. W., & Aya Hope
Study Collaborative Group. (2014). “Cancer sucks”, and other pon-
derings by adolescent and young adult cancer survivors. Journal of
Psychosocial Oncology, 32(1), 1-15. https://doi.org/10.1080/07347
332.2013.855959.

How to cite this article: Lidington E, Vlooswijk C, Stallard K,
et al. ‘This is not part of my life plan’: A qualitative study on
the psychosocial experiences and practical challenges in
young adults with cancer age 25 to 39 years at diagnosis. Eur
J Cancer Care. 2021;00:e13458. https://doi.org/10.1111/
ecc.13458



https://doi.org/10.1002/pon.4961
https://doi.org/10.1002/cncr.26056
https://doi.org/10.1002/cncr.26056
https://doi.org/10.1080/07347332.2013.855959
https://doi.org/10.1080/07347332.2013.855959
https://doi.org/10.1111/ecc.13458
https://doi.org/10.1111/ecc.13458

