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Cancer

Abstract

Qualitative research is a useful and important way to describe and analyse the
experiences of adolescents and young adults with cancer. However, undertaking
gualitative research with adolescents and young adults living with, or beyond, a
cancer diagnosis requires careful planning and a well-informed approach for
participants with a high level of vulnerability and who are at a crucial stage
developmentally. This article reflects on the challenges of including adolescents and
young adults with cancer between the ages of 16 and 25 in qualitative research. By
drawing on each author’s own experiences of engaging in qualitative research
interviews with adolescents and young adults with cancer, the article provides
suggestions regarding how best to manage challenges and yield valuable data
describing their experiences. Insights that are shared between qualitative
researchers in this field may assist in preparing for the challenges posed by
conducting qualitative research with this group and may help researchers to manage

this activity successfully.
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Introduction

Quialitative research plays an important role in describing adolescent and young
adults’ (AYA) cancer experiences.! Qualitative research can provide explanations for
guantitative findings and unearth new facets of the AYA cancer experience that are
important in improving care. One useful example is the little explored area of AYAS’
pre-diagnostic experiences, with qualitative work revealing how AYAs coped with
undiagnosed cancer symptoms, sometimes for extended periods of time.? There are
an increasing number of studies and commentaries which have highlighted the unique
challenges that may impact qualitative research carried out with AYAs with a diagnosis
of cancer.®>® However, there is a scarcity of guidance about how investigators might
approach working with this age group during the qualitative research interview in an

optimal, age-appropriate manner.’

Adolescence between the age of 16 and 25 is a dynamic ‘time of transition’
across all domains of an individuals’ experience. This has implications for those in this
age group with cancer.81! In addition to significant physiological changes adolescents
are called upon to navigate several key social challenges including individuation from
their parents and the family system, solidification of peer groups and formation of
romantic relationships.'?12 Key psychological developmental tasks include identity
formation, the ability to understand and regulate one’s own emotions, and movement
towards more complex abstract thinking.'>'® Many mental health disorders have
onset in the adolescent years, and account for a significant proportion of disease
burden in this age group worldwide.* Understanding adolescent developmental theory

may be useful in achieving an effective relationship with AYAs. Tonorezos and
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Oeffinger have highlighted the challenges of undertaking research with AYAs with
cancer, many of which are related to their transitional stage of social, cognitive and
emotional development.t®> These developmental considerations may impact both the
content of qualitative interviews (that is, what is asked by the interviewer, and what is
revealed by the AYA) and the interview process (that is, how these questions are

posed, and how the interview is set up).

Undertaking qualitative research with AYAs living with, or beyond, a cancer
diagnosis therefore requires preparation and a careful and measured approach given
their pre-existing developmental and psychological vulnerabilities.®17 It is important
that mechanisms are put in place to support young people taking part in qualitative
research that may evoke strong emotions or memories, and to ensure that they are
protected from feeling burdened as a result of the research process.*® Although not in
the same way, this sense of emotional burden can also emerge for qualitative
researchers who witness the emotional impact of cancer on this age group.*® Insights
that can be shared between qualitative researchers in this field may assist in preparing
for the challenges posed by conducting qualitative research with this group and
managing this activity successfully. This article will consider how to manage these
challenges by drawing on each author's own experiences of having engaged in

qualitative research interviews with AYAs with cancer.?0-?7

The nature of cancer in the AYA age group

Cancer diagnosed during the AYA years (sometimes defined as between the
ages of 16 and 25) presents a range of unique psychosocial issues.?8-3° Young people
facing such a serious illness at this point in the life course will experience a number of

unfamiliar transitions, ‘layered’ one upon another.3°
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Two major, and simultaneous, transitions facing a young person with cancer
include the shift from childhood to adulthood, and from a life free from a cancer
diagnosis to one where they are required to live with its impact (whether as a current
patient, a cancer survivor, or at the end of life). Within each of these possible
scenarios, AYAs with cancer will face a number of additional transitions on an
everyday level such as moving from one school year to the next, the transition towards
independent living, sexual and relationship experimentation, and achieving freedom
from parental control.3! This transitional complexity is compounded further by the fact
that many AYAs have not yet developed sufficiently mature experiential or cognitive
frameworks, informed by life experiences such as prior serious illness. AYAs may also
lack an appropriate array of emotional skills to find meaning in their cancer experience.
Thus, psychosocial care that is appropriate in terms of meeting the needs of the age
group is a prime consideration in this field of practice.®? As a group of researchers, we
also suggest here that similar considerations should also be addressed when planning

gualitative research involving AYAs affected by cancer.

The nature of qualitative research

Some researchers may assume that effective qualitative interviewing can be
undertaken with minimal preparation; especially given the view that interviewing is
somewhat akin to the skills of everyday conversation which, when successful, is a
universally-familiar human interaction. However, this not the view of authors in this
area.®® Additionally, the relational nature of qualitative interviewing means that the
intentional nature of the interaction is imbued with complexity and may present

challenges even to the most experienced of qualitative researchers.
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Qualitative interviewing of any vulnerable population requires the skills of active
listening, interpretation of non-verbal cues and understanding the need to tolerate
silences during the interaction.333* Employing these skills is particularly critical, when
working with AYAs with cancer who have a dual vulnerability: serious, possibly life-
limiting iliness, and mental health risks characteristic of their developmental stage. In
this article, we present several examples, drawing on actual in-depth interviews with
individual young people affected by cancer during their AYA years, alongside
theoretical perspectives that may assist in preparing for best-practice qualitative data

collection.

We present three cases relating our experience of conducting qualitative
research interviews with AYAs diagnosed with cancer from the United Kingdom and
Australia. This analysis draws illustrative cases from three separate research
studies, which were each initially analysed in the context of the original studies. This
collaborative, secondary analysis aims to illustrate the unique developmental
processes that can emerge when undertaking qualitative interviews with AYAS,
regardless of the research focus and interview content. We use each case to
highlight one key developmental consideration, and then use each case as a
departure point from which to explore relevant theoretical perspectives to help to
explain processes observed and experienced within the interview encounter. We
also focus on some of the more complex, relational issues that can arise during
gualitative interviews with AYAs, for which there is less clear methodological, clinical
and ethical guidance surrounding qualitative research ‘best practice’. Each case
draws on our experiences of interviewing AYAs from a range of contexts. To protect
these individuals, we have adopted pseudonyms throughout. Our intention is not to

make recommendations for practice but rather to explore propositions and strategies
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that might be helpful to consider when conducting such interviews with this age

group before, during, or after cancer treatment.

CASE STUDY 1: Will

Will was 20 years old and had recently completed a college programme at a
local sports academy. Will had a girlfriend who he had been seeing for six months and
had a wide social circle of friends. He enjoyed a number of sports and played football

and rugby for local teams.

As a result of his cancer diagnosis, Will required surgery resulting in an above
knee amputation. At the time of the interview, he was working with a physiotherapist
as part of his rehabilitation and was receiving chemotherapy which was due to be
completed in two months. His cancer treatment required significant changes to his
daily life, particularly with reference to sports, which he had hoped to incorporate into
his future career plans. He was also hoping to move out of his parent’s home as soon

as possible.

The study context

Will was participating in a research study exploring his experience of decision-
making during cancer treatment. This study was undertaken in the UK with the data
collected between February 2014 and February 2015 and was approved through the
NHS UK research ethics committee (REC reference number 13/WS/0293).The aim of
the study was to explore choice and control in treatment decision-making and to
observe how this fluctuated during cancer treatment. The study included a series of

three face-to-face semi-structured interviews lasting no longer than one hour.
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Participants could choose the location of their interview. Will preferred to be

interviewed at home in his bedroom, lying on his bed.

Reflection

In the early part of the first Interview, Will's answers were short and, when
invited to, he did not seem to want to expand on his responses. He commented to me
prior to the interview that this was, ‘the first time I've talked about this’. This may have
accounted for his short replies early on the series of interviews. This quote illustrates
the value of a qualitative in-depth interview where the methods/process takes into
account the unique developmental considerations of the group/participant and how
these may affect an interview. In later interviews, he talked more openly and was also
more animated. His mother had taken leave from work and had remained downstairs
during the interview but knocked on the door more than once to see if he required
anything (such as a drink). He told the interviewing researcher he wished she would

just ‘F...ff and stop interrupting him.

Theoretical insights

Reflecting on this interview experience it was apparent that conscious personal
agency emerged as a concern in determining the degree of autonomy and freedom
that Will had to control his environment.3> His depth of response to questions in the
early interviews and his use of privacy and personal power controlled the extent of his
disclosure. This attempt to maintain control and privacy in his environment contrasted
with how cancer had already altered his body and had impacted negatively on his

lifestyle.

10
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As is common with the AYA age group, Will was making the transition to a state
of established adulthood and as this is a dynamic period, it is often identified as
‘emerging adulthood’.3! Closely aligned to this process is the ongoing development of
personal autonomy. Zimmer Gembeck and others refer to autonomy as being mainly
task orientated.®® They emphasise the importance of the development of autonomy,
arguing that this contributes to the general wellbeing of AYAs, and commenting that
moving from reliance on adults towards self-reliance is a feature of coping during this
phase of development. The move towards autonomy in adulthood represents a time
of significant change, when individuals engage in several new activities, including
leaving home and separating from parental influence. Part of the move towards
independent living may involve key changes in relationships with parents, including
differences in communication routines. These will alter as and when the young person
begins to occupy a place in the wider community in their own right, whilst developing,
for instance, the tools for social independence, such as financial stability and moving
into the labour market.37-2° This does not always signal an end to communication with
parents but may denote a new emphasis on becoming more autonomous as an

individual with expectations around privacy and expression of opinions.

In Will's case, he was now unable to leave the parental home as he had planned
prior to cancer. He not only had to cope with the effects of chemotherapy, he was also
having to learn how to mobilise with a prosthesis following the amputation. Despite
this, he still sought to enact some autonomy. It has been suggested that the process
of ‘letting go’ can be difficult for parents, particularly between mothers and sons, with
mothers sometimes feeling a desire to keep supporting young men despite their desire
for increasing independence.*° In the context of a cancer diagnosis, parents may be

experiencing high levels of stress, fear, anxiety and even anticipatory grief. Added to

11
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this, parents must also navigate a range of complex family dynamics whilst also coping
with the relationships required with those professionals providing healthcare.*!#2 This

scenario provided a brief glimpse into each of these factors.
Further considerations

It is not surprising that Wills’ mother wanted to check on the interview process.
Although the interviewer had sought to establish a trusting relationship with the
mother, this had only been for a short time and she was perhaps anxious about the
situation. Importantly, a qualitative interview taking place at home with one’s child
about their cancer, is very different to talking to healthcare professionals in a hospital
or more public setting. Will had also only recently left hospital, where his mother had
constantly supported him and had been involved in most conversations that took place
between himself and his healthcare team. Therefore, recovering from cancer was not
only a time of change and transition for Will, but also for his mother and the wider
family.*>4* Nevertheless, his mother's desire to be present to support him was
exemplified by her making an enquiry as to his wellbeing but this was not welcomed
by Will. Instead, he was keen to maintain his privacy and not be interrupted. Had this
happened, then Will would perhaps not have felt the need to express anger at his

mother in light of her interruption when he was engaging in a private conversation.

In Wil’'s case there were a number of matters which may have further
influenced the interview situation, not least that he was exhibiting symptoms of grief
both at the loss of his leg and that he was unable to participate in traditional sport in

the short and longer term.

12
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Practice implications/considerations

It is important for the qualitative researcher to be attuned to the nuances of the
AYAs broader family system and to link this to relevant theoretical perspectives that

will underpin the interview encounter, such as agency and autonomy.?°

This level of awareness can help the interviewer to understand the dynamic
existing between parents and the AYA and by doing so enable the interviewer to
recognise the tension between autonomy and the drive for parents to support and

protect their child.

We also suggest that it would be helpful for qualitative researchers to discuss openly
the need for privacy and confidentiality between young people and their parents.
Researchers may find that by first explaining a study’s focus, intent, and implications
jointly with AYAs and their parents, they are able to convey a sense of respect and
understanding of the parental role in their child’s life, clarify the AYAs autonomy and
provide clarification/reassurance to both parties about confidentiality. Importantly
researchers could also openly acknowledge the parent’s difficulty or discomfort with
the interview situation set against the AYAs need for some sense of control. This may
help to prevent apparent ‘interfering’ or ‘blocking’ behaviours on the part of the parent
and may be especially useful when working with AYAs who are legally minors and/or

still living together with their parents.

CASE STUDY 2: George

The second study was carried out in the UK between 2007-2009. The reviewer noted

that we had mentioned twice ‘in the UK’ in this sentence so we deleted a repeat of in

13
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the UK and was granted ethical approval in 2007 by the UK NHS Research ethics
process (Reference number 07/Q0806/59). The focus was on the pre diagnostic
experiences of adolescents and young adults within one year of a cancer diagnosis.

The interview interaction with George provides the focus for this section.

George was 19 at the time of the interview. He was undergoing chemotherapy
for a pelvic cancer and was being ‘boarded’ in an adult oncology unit. The researcher
had arranged the interview for the late morning and arrived to find a bare clinical room
with few personal possessions. George sat on top of the bed with his posture
suggestive of being resigned to his situation. George was alone in this room having to

endure a lengthy course of chemotherapy over several days.

The study context

This interview took place as a part of a study investigating the pre-diagnostic
experiences of AYAs with cancer. The aim was to gain insight into the symptom
experience, the transition towards a definitive diagnosis and the impact of this
experience when undergoing treatment in a specialist AYA cancer centre. The study
consisted of single face-to-face interviews with young people with a range of cancers
and with different personal experiences of receiving a cancer diagnosis. Some follow
up communication with each young person took place towards the end of the study
by phone or text. A range of experiences emerged during the research including
some accounts that described ongoing and sometimes severe symptoms as well as
repeated attempts to have these taken seriously. It was not uncommon for the AYAs
in the study to live with burdensome symptoms, such as ongoing pain for several

months or even years, until a diagnosis was made. The impact of this experience

14
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was found to influence AYAs subsequent views about how their symptoms had been

viewed by those from whom they had sought help.

Reflection

Having carried out several other interviews for the study, this meeting struck
the researcher as completely different to those that took place in a specialist AYA
unit where personal artefacts acted to emphasise the individuality of each young
person and signified their identity. Apart from George himself, who was lying on the
bed in the hospital room, it was actually the intravenous chemotherapy stand that
dominated the room. His demeanour was resigned boredom and he seemed to be
focused on getting through the challenge of his treatment. He seemed unsure about

what taking part in an interview might entail.

During the interview itself, which focused on the lead up to his diagnosis, he
revealed that his home life was always “full of family politics” and that his parents told
“everyone his business.” This sense of privacy being breeched infused the interview
and he needed specific encouragement to open up and provide more details. The
approach taken by the researcher was to encourage him to talk. His responses were
often brief but, when offered, were detailed and insightful. He spoke repeatedly of
disappointment at losing his sense of privacy through cancer and by being thrust
back into his family when he had hoped to move away. He also spoke of having only
one good friend who was currently away travelling. He gave an impression of coping

with all of this alone.

15
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Theoretical insights

The practical and theoretical challenges that underpinned this interview event
revealed George managing responses that highlighted grievance and resentment
toward his family, primarily as a result of the impact of cancer on his independence
and his now uncertain future. According to Young and Gibb experiences with others
that may evoke frustration or anger from figures who are significant early in life may
evoke a recurring sense of unfairness if needs are unfulfilled.*® This dynamic may
then characterise an AYA’s subsequent relationships with peers or adults, including

interactions with an adult researcher who is trying to engage them in an interview.

George spoke very clearly about how much he resented his family’s tendency
to talk about him with others, signifying a loss of trust, and he disliked having to
repeatedly tell the ‘back story’ of his cancer (which made it challenging to address
this topic during the interview; especially at the start). This meant that a different
approach was needed to establish rapport. To address this, the researcher focused
on what he was looking forward to in the future. This seemed to evoke a more
engaged response, as the future became less threatening than the present and this

shift in focus managed to carry the remainder of the interview forward.

This qualitative interview ended on the topic of regrets. George shared that he
had been unable to provide a sperm sample prior to chemotherapy due to pelvic
nerve damage, and thereafter developed an infection when a sperm sample was
sought via a surgical incision in his groin. This ‘failure’ seemed to represent another
of his attempts towards independence being thwarted, as though he was again “at
the mercy of his cancer”. As Briggs suggests such events can be catastrophic for

young people who feel that their body has already failed them, whilst healthy peers

16
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may be focussing primarily on the future and establishing an identity with which they
can relate.*® The threat of cancer in the AYA population can be seen to include
challenges to relational capacities and the impact of these were played out openly in

this interview situation between George and the researcher.

Further considerations

Establishing rapport early in an interview is a significant challenge in any
gualitative research study, and we suggest that more attention needs to be paid to
this issue. In AYA age groups, the rapport that is needed to allow disclosure about
sensitive issues, such as the threat of a cancer diagnosis, relies on what Knox and
Burkard suggest is a central concern: how to conduct an incisive interview that yields
rich and meaningful data while simultaneously helping participants to feel safe to
explore often difficult experiences with a relative stranger.4” Whilst Knox and Burkard
are coming from a psychotherapeutic perspective, there are echoes with interview
situations with AYA cancer participants who are invited to explore emotionally
challenging topics verbally, and always with the (often unspoken) existential threat

associated with cancer.

Practice implications/considerations

Researchers seeking to establish a rapport with AYA participants during
gualitative interview situations should be mindful of the challenges that they may
face. Establishing rapport may require several strategies to allow engagement with a
young person, such as viewing the interview situation from their perspective, or
trying different ways to ask questions in a way that matches with what is important to
them. This case also suggests the need for qualitative researchers to be able to

‘read’ AYAs relationship with their cancer experience, as different AYAs may

17
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experience challenges envisaging/imagining their futures after cancer in great
detail.?* Being asked to do so in a study context may therefore be both difficult, and

potentially distressing and researchers should be aware of this.
CASE STUDY 3: Abbey

Abbey was 16 years-old at her time of participation in a qualitative interview
delivered over the telephone. She had recently completed curative treatment for
acute myeloid leukaemia, and the research team was aware that Abbey had a
history of mental health difficulties including major depressive disorder and episodes
of superficial self-harm (i.e., ‘cutting’) in the context of school and interpersonal
stress. She had recently returned to school full-time, close to her home in a rural
area several hours’ drive from where she was originally treated for cancer. Here, she
was hoping to continue her schooling together with her original year-group (after
having missed much of the previous year). Abbey lived with her parents and younger

brother, all of whom she described as being close to.

Study context

The purpose of the interview was to investigate young cancer survivors’ perceptions
of the impact of their cancer diagnosis by asking them to recount a narrative of their
lives and to reflect on their visions and goals for the future. This study was
undertaken in Australia, with data collected between March 2014 and December
2016 and was approved through the South Eastern Sydney Local Health District
Ethics Committee (Reference number 12/068). Abbey completed the telephone

interview from her home in a rural area of Australia.

18
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Reflection

From the beginning of the interview, Abbey’s slowed and flat tone of speech
caused the researcher to wonder whether she might be sad or experiencing low
mood. She was not easily engaged by the researcher early in the interview,
responding to inquiries about the events of her day and current psychological state
with statements such as “It doesn’t matter” and “I'm fine”. As the interview
progressed, and Abbey talked about events in her life to date, she mentioned a
significant family history of mental illness as well as personal experience of
suicidality and self-harm. Abbey also described current periods of recreational drug
use, such as cannabis, during her cancer treatment for pain management, although
she mentioned that this was not endorsed by her oncologist. When discussing her
hopes and visions for her future, Abbey described feeling hopeless. Abbey told the
researcher that she was reluctant to believe that her future life could entail any
positive achievements or events, and therefore she felt that she had “nothing to look
forward to”. At the end of the interview the researcher was left with significant
concern for Abbey’s wellbeing. Enacting the steps defined by the IRB approved
research study’s psychosocial risk management protocol, the researcher conducted
a follow-up phone call with Abbey to determine her current psychosocial supports
and needs. By using Abbey’s own described experiences as an entry point for
‘checking in’ further with her, this process was able to be both sensitive and
responsive, whilst still adhering to IRB-approved safety protocols to ensure
participant safety. This telephone-based risk assessment to assess Abbey’s level of
suicidality or self-harm ideation identified that although she was feeling low in mood,
she was not at any acute risk. This conversation resulted in Abbey and the

researcher determining a safety-plan for the next steps, which included Abbey
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agreeing to make an appointment with her general practitioner (GP) to discuss her

psychological symptoms.

Theoretical insights

This case study revealed that some AYA patients and survivors who
participate in qualitative research interviews will be experiencing distress or have a
current (or past) diagnosable mental health disorder. The AYA years are
developmentally-complex, and are known as a time of mental health risk.*®> Within
the framework of the Adolescent Resilience Model, a highly stressful life event such
as a cancer diagnosis may precipitate reduced quality of life and mental health
outcomes with risk factors located in the individual (e.g. maladaptive coping styles,
genetic predisposition to mental illness, and/or a personal history of mental illness).*°
Abbey’s case highlighted several risk factors including a personal history of
suicidality and self-harm and family history of mental health difficulties. It was
possible from the symptoms reported at the time of the interview that she was
experiencing a major depressive episode. However, as the ARM illuminates,
protective factors were also likely at play for Abbey, including her close family

relationships, and possibly a supportive school environment.

Although it is clear that qualitative researchers should hold in mind useful
theoretical models of adolescent health to inform the processes taking place in the
interview, this case also highlights that qualitative research studies should have pre-
defined psychosocial risk management procedures that can be followed if
information about an AYA’s mental health or mental health risk comes to light
through the interviewing process. When working with populations vulnerable to poor

mental health outcomes, such as AYAs with serious, possibly life-limiting illness,
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there are cases where the researcher has an ethical duty to not only function as an
observer or ‘witness’ to the AYA’s unique experiences of physical pain and emotional

distress, but actually intervene ifiwhen needed.’
Further considerations

This case study also illuminates several considerations in interviewing AYAs
when the qualitative data collection does not take place face-to-face. Telephone and
telehealth (e.g., videoconferencing, ‘Skype’) interviews are increasingly more
common in qualitative research and allow the opportunity to access the perspectives
of some ‘hard to reach’ populations, including those living in remote geographical
areas.® In the Australian context, the perspectives of AYA cancer patients and
survivors who live in such areas are important to capture. Further, some have
argued that telephone interviews may allow individuals to more freely discuss
sensitive, personal material that they may be reluctant to address face-to-face.>® We
can speculate that Abbey may not have engaged in a face-to-face interview about
her experiences. Nevertheless, this case illustrates that building rapport may be
different, possibly requiring more effort, when interviews are conducted over the

telephone as important social cues have to be perceived aurally.
Practice implications/considerations

Qualitative researchers working with AYA cancer patients or survivors should
be aware that participants may express distress, with the threat of death being a
universally distressing experience. Qualitative researchers working with AYA cancer
patients/survivors should assume that at least some participants in their research will
be experiencing clinical levels of distress, or possibly a diagnosable mental health

disorder. It is therefore important for qualitative researchers to be trained in basic
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psychosocial risk management. As part of this risk management, researchers
should have an understanding of psychosocial supports and referral options

available to the young person in their area.

We also suggest that telephone interviews are a useful method of data
collection in this population to access AYAs living in remote geographical areas,
and/or to collect data on sensitive subjects, however a prior plan to build rapport over
the telephone might be valuable to ensure that the interviews yield in-depth data.
Qualitative researchers using these technologies to conduct interviews remotely
should familiarise themselves with safety practices used in other forms of remotely-
conducted research, such as in digital/telehealth-delivered psychological
interventions.%15218 In Abbey’s case specifically, following a referral through her GP,
Abbey’s psychological needs continued to be monitored by the research team
alongside her ongoing participation in an online psychological intervention. As such,
she was linked in with several forms of support concurrently, illustrating the way in
which it is sometimes necessary and important for an AYA’s research participation

and their ‘real world’ to intersect to effectively support them.

Discussion

The quality and richness of the data obtained from interviews is integral to the
success of qualitative inquiry. Interviews are brief but important social encounters,
carried out with a purpose. Done well, they have the potential to yield rich descriptive
data and interviews can provide nuanced insights into the experience of young
people living with a cancer diagnosis. As the title of this article highlights and as
stated previously, this may be the first time that an AYA with cancer has spoken to

someone at length about their experiences. It is therefore important that interviewers
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support AYAs to feel at ease in attempting to retrieve rich sources of data. This
article argues that the interview encounter with AYAs affected by cancer can be a
complex and sometimes challenging activity for both parties. To fully realise the
potential benefits of qualitative interviews requires practical skill, insight and
theoretical understanding of the issues involved. An appreciation of the
aforementioned factors is relevant for researchers who approach AYA participants
wishing to undertake a successful interview. Furthermore, we argue that further

matters require consideration in this field with regard to interviewing.

Each case described here occurred in a different context in terms of the
location, method of interviewing, and the type and stage of cancer involved, and
each presented different factors for consideration, and a range of tensions that
required some degree of balancing. In Will's case, there was a clear need for
autonomy alongside the need for privacy and the capacity to talk freely. However,
the perspective of the parent was also important, and the interviewer was required to
strike a balance between the needs of mother and her son to achieve the best
outcome. The researcher needed to view the AYA in isolation, but within the context
of their family unit. In George’s case, there was a similar need for independence for
George as he struggled to establish a rapport with the researcher, and the
researcher tried to establish a rapport with him, so that his story could be told. This
indicates the need for researchers to sensitively gauge AYASs’ current relationship
with cancer and their own personal futures. In George’s case he was also concerned
for his privacy which he felt was being compromised by his family when recounting
detail of his illness to others. In Abbey’s case, the interview took place by telephone.
As described, there is some evidence that those being interviewed by phone can be

more likely to disclose richer or more emotionally challenging issues than being
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interviewed face to face. In this case, Abbey disclosed her level of distress and some
of the strategies that she adopted to manage these feelings. On this occasion, the
researcher was left concerned for Abbey’s wellbeing; an outcome that is challenging
for qualitative researchers who seek to maintain participant’s privacy but also protect
them from harm. Abbey’s case highlighted the need for researchers to be aware of
when they need to shift from a more passive, ‘observer’ role, and when the research
process may need to intersect with the AYA'’s ‘real world’. The table below suggest
some possible ways in which researchers may think about useful approaches which

can overcome the challenges described in the cases.

Table 1 propositions and strategies in enhancing interviews with AYA cancer

patients.

Challenges in the interview process Potential propositions and strategies

Finding and maintaining privacy e Negotiate a private space
beforehand and ensure others
know that privacy is required
(e.g. parents and siblings, other
clinical staff if in a clinical space).

e Acknowledge parents may find it
difficult to not become involved in

the interview.

Building rapport and relational e Familiarise yourself with the
awareness participant
e Allow time to get to know what

the participant is interested in
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Employ active listening skills

Having awareness of the psychosocial
context of the interview (for example,
recent news re diagnosis, treatment

issues)

Ensure that any relevant clinical
permissions are in place
Communicate with relevant
clinicians and ensure they are

aware of the study

Recognise individual agency

Focus on participant’s individual
situation

Ensure that all data is valuable
and individual perspective
welcomed

Allow enough time for individual
priorities to emerge alongside
focus of the interview questions

Do not judge responses

Addressing and assessing mental e Normalise the experience of distress,
health concerns both in terms of thoughts and feelings,
in AYAs who have/have had cancer

throughout the interview.

e Openly explore expressions of
distress without judgment, providing
opportunities for the young person to

pause, or leave the interview, and
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giving them the agency to choose to
continue (e.g., “It sounds like this is
bringing up some difficult feelings for
you. This is really common when
reflecting on such a challenging
period of your life. But | do want to
make sure you are OK to continue?”)
¢ Be prepared with a plan to manage
acute distress or mental health risks
(e.g., expressed suicidal ideation),
including immediate and short-term
supports for the young person during
and after the interview.
Ensure that you also help the young
person consider the way in which their
research participation may have helped
contribute towards research and future

patients (e.g., helping to develop better

to strengthen the young person’s sense
of agency, self-efficacy, and sense
altruism for having taken part in the

interview.

services for young people with cancer) -
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Theoretically, there are also several different perspectives described here.
These range from the use of conscious agency, as well as theories associated with
rapport building and independence and resilience awareness in the AYA cancer
population. These frameworks can help situate the needs of young people during the
interview process and can help us to better understand the ways in which
researchers can gather important qualitative data more effectively. We suggest that
gualitative interviewing is essentially a relational activity and one that requires skills

of empathy to the other. As MacNamee (2014, 74) usefully summarises:

‘If ours is a relational constructivist view, the ‘thing’ (or entity) we are
examining is the interactive processes of people in relation with each other and their
environments. We are curious about what sorts of worlds can be made possible

through particular forms of interaction, particular ways of talking and acting.>2

Conclusion

For researchers seeking to understand the AYA cancer experience, it is
imperative that the interview encounter is recognised as an opportunity to connect
and explore. To do so successfully, however, requires relational skills that are
appropriate to this age group and a readiness to adopt a flexible approach to assist
in accessing data that can help answer the research question. We hope that our
reflections on this process can assist other researchers planning to engage AYAs
with cancer in qualitative interviews. By attending to the underlying factors impacting
on successful qualitative interviewing, the data collected may be of a higher-quality,
and may better capture AYAS’ perspectives, generating greater insight into the lives

of AYAs living with cancer.
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