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Abstract

Obijective: The aim of this research was to produce a synthesis of phenomenological studies
of the experience of living with the awareness of having terminal cancer in order to gain a

more complete understanding of the parameters of this experience.

Methods: This research used metasynthesis as a method for integrating the results of 23
phenomenological studies of the experience of living with the awareness of having terminal

cancer published between 2011 and 2016.

Results: The metasynthesis generated 19 theme clusters which informed the construction of
four master themes: trauma, liminality, holding on to life and life as a cancer patient. Each
master theme captures a distinct experiential dimension of living with the awareness of
having terminal cancer. Each dimension brings with it significant and distinctive

psychological challenges.

Conclusion: The results from the present metasynthesis suggest that the experience of living
with the awareness of having terminal cancer is a multi-dimensional experience which
patients actively negotiate as they search for ways in which they can rise to the psychological
challenges associated with it. A better understanding of the parameters of this experience can

help health care professionals provide appropriate support for this client group.

Key words: living with advanced cancer; metasynthesis; phenomenology of cancer;

qualitative analysis; illness experienc



Introduction

Increasing numbers of people are being diagnosed with cancer and, as a result of
improvements in diagnosis and treatment, people live longer with cancer even during
advanced stages of the disease. This means that a large number of people with advanced
cancer are now living with the awareness that the end of their life is approaching. Qualitative
research has been conducted to help us understand how the dying person engages with the
challenges posed by the living-dying interval (eg. Coyle, 2006McSherry, 2011; Willig, 2015).
Such research suggests that the experience of dying from cancer constitutes a threat to the
individual’s sense of self and the phenomenal world they are accustomed to. It requires the
individual to accommodate many significant changes (to their bodies, their social
relationships, their social roles, their relationship with the future, and so on). Living with the
awareness of having terminal cancer confront patients with the existential paradox of

struggling to live whilst preparing for death (Coyle, 2004a and b; 2006).

Although many original qualitative studies have been published on the subject, their impact
has been limited because each one of them is based on a relatively small number of
participants. Whilst it is not the aim of a metasynthesis to produce generalisable results, this
method of analysis provides an opportunity to integrate findings from across a range of
qualitative studies to produce a conceptually more robust account of the meaning and
significance of a phenomenon than would have been possible on the basis of a single
qualitative study.. If our aim is to acquire a comprehensive, contextualised, multi-
dimensional understanding of the meaning and significance of the experience of living with

terminal cancer, then metasynthesis provides us with a methodology to move towards this



goal.

Metasynthesis

Metasynthesis offers a methodology for systematically aggregating, integrating and
interpreting findings from a sample of qualitative research reports (Ludvigsen at al., 2015).
As such, metasynthesis has the potential to increase the credibility and relevance of
qualitative research and to help ensure that such research plays a bigger role in policy-making

and evidence-based practice (Bondas & Hall, 2007: 115).

There are a number of different approaches to conducting metasyntheses and researchers
have different views regarding the ideal number of studies that should be included in a
metasynthesis, as well as regarding the inclusion/exclusion criteria for studies. For example,
Kearney (2001) argues that greater numbers of primary studies facilitate a more saturated and
transferable analysis whilst others caution that the inclusion of more than ten (Sandelowski,
Docherty and Emden, 1997) or twelve (Paterson et al. 2001) primary studies is likely to
compromise the depth of the analysis (see Bondas & Hall, 2007). More significantly when
considering the role of interpretation, there are differences in approach regarding the extent to
which primary findings should to be re-interpreted, for example by re-labelling and/or re-
grouping themes with some authors disregarding the primary researchers’ interpretations
altogether (see Ludvigsen et al, 2015: 6).. However, as Thorne (2015: 1348) argues, any
metasynthesis should constitute “a distinct piece of scholarly research and not merely an
option for organising and displaying available literature in the field”. As such, metasynthesis
must be distinguished from meta-aggregation and other forms of qualitative research
synthesis (QRS) (Major & Savin-Baden, 2010; see also Ludvigsen et al. 2015 for a summary)
which focus on the identification of common themes across studies rather than also being

concerned with the interpretation of difference and diversity in the data set (see Weed, 2008).



In metasynthesis, the aim is to move beyond summaries and to offer novel interpretations of

findings from primary studies ( Bondas & Hall, 2007).

This paper seeks to contribute to the growing field of qualitative metasynthesis in health
psychology by presenting a metasynthesis of phenomenological studies of patients’
experience of living with the awareness of having terminal cancer. As such, it adds to a body
of qualitative research syntheses focusing on a variety of aspects of the experience of living
with cancer including emotional experiences of patients living with incurable lung cancer
(Refsgarrd & Frederiksen, 2013), the impact of a brain tumour on everyday life (Sterckx et al.

2012) and the experience of living with metastatic breast cancer (Willis, et al. 2015).

Method

Design

This research used metasynthesis as a method for integrating the results of phenomenological
studies of the experience of living with the awareness of having terminal cancer published
between 2011 and 2016. This timeframe was chosen to ensure that the included studies were
recent and thus reflect contemporary rather than historical experiences of cancer. This is
important as developments in diagnosis and treatment for cancer continue to take place and
these provide a context for, and therefore are likely to shape, the lived experience of cancer.
In addition, the relatively narrow 2011-2016 timeframe also ensured that, given that an
inclusive approach to the selection of eligible studies was taken (see below), the number of
primary studies included in the metasynthesis would be manageable given the resources
available to the researchers. The approach to metasynthesis taken in this research was
informed by guidance provided by Bondas and Hall (2007) and Ludvigsen et al (2015). These

two papers address the methodological challenges associated with conducting a qualitative



metasynthesis by drawing on Sandelowski and Barroso (2007) as well as Noblit and Hare
(1988), Paterson et al. (2001) and Kearney (2001). Both papers provide clear and helpful
guidelines informed by their detailed review of established procedures for selecting and
retrieving, appraising, classifying, interpreting and synthesising the results of qualitative

studies. As such, these papers provide a solid foundation for conducting a metasynthesis.

In line with Bondas and Hall’s (2007) and Ludvigsen et al.’s (2015) guidance,

the present metasynthesis aspired to offer novel interpretations of existing findings through
their integration and to facilitate theory development rather than to simply aggregate the
results of existing studies. This meant that the present metasynthesis engaged in some re-
interpretation of primary data where necessary (see Ludvigsen et al. 2015). Regarding the
selection of studies and quality parameters applied, the present metasynthesis opted to not use
standardised assessment tools and followed Sandelowski and Barroso’s (2007)
recommendation to not exclude studies due to poor quality. However, exclusion criteria were
predetermined rather than idiographic, and studies which did not meet the inclusion criteria
were excluded from the metasynthesis. Finally, following Kearney (2001) there was no cap
on the number of studies to be included; this was to ensure that the results would be as

saturated and transferable as possible.

Procedure

The following steps were taken to produce the metasynthesis:

)] Selection of eligible studies

Inclusion criteria were as follows: the study was published between 2011 — 2016; was

based on semi-structured interviews; showed an explicit commitment to a



phenomenological or hermeneutic method of analysis; the participants were at least 18

years old and were aware of their terminal diagnosis.

Exclusion criteria were as follows: the study was using a quantitative method or a
qualitative method that did not generate experiential data; was not based on interviews
with cancer patients; participants’ cancer was not necessarily terminal and/or they were
not aware of the seriousness of their condition; the study did not focus on the patients’
own experience of living with terminal cancer. Eligible studies were initially identified by
the second author on the basis of their published abstracts and then reviewed by both

authors after which inclusion (or exclusion) was confirmed.

i) Determination of search terms and data bases

The following databases were used: EBSCOhost (including results from Academic Search

Complete, CINAHL Plus with Full Text, Gender Studies Database, Health & Psychosocial

Instruments, Medline Complete, PsycAtrticles, Psycinfo, Socindex), PubMed, Scopus, Web
of Science and Internurse (StarPlus). Google Scholar was used when the pdf-file was not

retrievable on the database where the study was found.

The following search terms were used in the first phase of research: “phenomenological” OR
“hermeneutic” AND “cancer” AND “terminal” OR “advanced” OR “palliative” NOT
“survivor”. After an initial search phase, the research terms were reconsidered and a new
combination of search terms was applied. The following search terms were used in the
second search phase: “experiential” OR “qualitative” AND “lived experience” AND “cancer”
AND “terminal” OR *advanced” OR “palliative” NOT “survivor”. A third and final search
was conducted using the terms “end of life experience” AND “cancer” AND “qualitative”.

The time frame was set from March 2011 to March 2016. Where possible, the criterion to



select peer reviewed papers was chosen. The searches on the different databases produced

892 hits in total (including duplicates).

i) Selection of studies to be included

All studies identified through the above procedure were checked against the
inclusion/exclusion criteria and only those that met the criteria were retained. 36 studies met
the criteria (of these 21 studies had been identified during the search phase, ten in the second
search phase, three in the third search phase and two had been selected from Google Scholar).
The bibliographies of the selected studies were screened for further eligible studies which
were then also checked against the inclusion and exclusion criteria. This process identified
another six eligible studies and scrutiny of their reference lists identified one further eligible
study. While searching for one study on Google Scholar, another two studies were identified.

45 studies were selected in total.

All selected studies were scrutinised and some were excluded at this stage due to not being
retrievable online, being written up in a language other than English or German, taking the
form of a metaanalysis or review, or due to there being a lack of clarity regarding the extent
to which participants’ cancer was advanced and, therefore, could be considered terminal. One
further study (Esteves et al. 2015) was excluded because the presentations of its findings was
merged with a review of other studies’ findings which made it difficult to extract themes

specific to Esteves et al’s own data.

As a result of this process, 22 studies were excluded, leaving 23 studies to be included in the
metasynthesis. Studies whose results were based on the same sample were included because
the analyses presented in them had different foci which meant that each one of them

contributed distinct insights into the experience of living with terminal cancer.



All included studies and their key features (including country of origin, sample size, gender

and age of participants, type of cancer and method of analysis) are presented in Table 1.

Insert Table 1 about here

iv) Production of a summary table of results

The findings of the selected studies were compiled in a summary table in the form of themes.
The themes were derived by reviewing each papers’ results section and extracting themes
which captured the experiential meanings that had been identified by the authors. Care was
taken to ensure that the theme labels captured participants’ experiences as described by the
original authors rather than introducing explanatory or theory-driven constructs at this stage.
However, where it was felt that the original authors’ themes lacked phenomenological depth
(in that they identified the topics participants talked about, for example, rather than capturing
the experiential quality and meaning of participants’ lifeworld), new theme labels were
constructed on the basis of participants’ quotes. Within this process, primary researchers’
interpretations were overridden in favour of revisiting participants’ own accounts, as
recommended by Duggleby et al. (2012) and Lindahl and Lindblad (2011) (see Ludvigsen et
al, 2015). Once completed, the summary table contained a total of 151 themes (this table is

available on the journal’s website).

V) Integration and Interpretation

All themes contained in the summary table were then allocated to a theme cluster. Labels of
theme clusters identified by the original authors themselves provided a starting point for
clustering themes from all studies. In cases where different authors had used different cluster
labels to capture what appeared to be the same, or very similar, meanings, these were
collapsed into one cluster and given a label that captured the shared meaning. This process

generated 19 theme clusters in total (left hand column of Table 2). Again, this was an



interpretative process which required a comparative analysis of the primary studies’ findings.
As before, care was taken to stay as close as possible to the original authors’ interpretations
during this process whilst ensuring that the theme clusters allowed for a phenomenological

focus

The final step in the analysis involved reviewing the 19 theme clusters in relation to one
another with the aim of constructing categories of meaning of a higher order which would
pull together and crystallize the meanings contained within the original theme clusters. This
was done by looking for connections and relationships between the clusters and their
thematic content. This process led to the construction of four master themes (Trauma,
Liminality, Holding on to Life, Life as a Cancer Patient ) which identify the parameters of the
experience of living with the awareness of having terminal cancer; together they map out its
experiential possibilities. It was decided to use the label ‘master themes’ to designate these
higher order categories of meaning as this resonates with terminology used in Interpretative
Phenomenological Analysis (Smith et. al, 2009). This seemed most compatible with the
phenomenological focus of the present metasynthesis.

The relationships between the 19 theme clusters and the four master themes are represented

in Table 2 and will be discussed in more detail in the next section.

Insert Table 2 about here

Results

The present metasynthesis was based on 23 qualitative studies of the experience of living
with the awareness of having terminal cancer conducted in a variety of countries comprising
Australia, Israel, Norway, Taiwan, USA, Sweden, Denmark, Ireland, Thailand, Canada and

the United Kingdom. The total number of participants across the 23 studies lies between 318
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and 332 patients. Due to the overlap of participants who generated data for some of the
studies, as discussed above, it was not possible to determine the exact total sample size.
Participants were between 26 and 92 years old. They were suffering from a variety of cancer
types (see Table 1).. Most of the patients were suffering from metastatic cancer; however, the
studies only named the primary cancer site so not all cancer types the patients were suffering

from were listed. In some studies the type of cancer remained unspecified.

The present metasynthesis generated 19 theme clusters which informed the construction of
four master themes: trauma, liminality, holding on to life and life as a cancer patient (see
Table 2). Each master theme captures a distinct experiential dimension of living with terminal
cancer and together the master themes illuminate an experience which is characterised by a
wide range of experiential possibilities that bring with them significant and distinctive
psychological challenges. Five theme clusters contributed to more than one master theme
because the concerns contained within these clusters manifested within different experiential
contexts. For example, the theme cluster ‘impact on the psyche’ features in all four master
themes because each of the four experiential dimensions of living with terminal cancer
involves a psychological response of some kind. When choosing labels for the four master
themes an effort was made to ensure that they spoke to and reflected the experiential concerns
contained within their constituent theme clusters whilst at the same time help to crystalise
meaning by conceptualising and thinking about aspects of participants’ accounts in terms of
theory-inflected notions (such as ‘trauma’ and ‘liminality’). As such, the selection of labels
for the master themes was an interpretative act. Each master theme is introduced below,
before their relationships with one another are discussed. This is followed by reflections on
the implications for the types of support that psychologists and other health care professionals

might be able to offer to patients in this situation.

Master Theme 1: Trauma
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This master theme was informed by the content of seven theme clusters (“Interruption’,
‘Impact on the Psyche’, ‘Loss and Decay’, ‘Death’, *Threat’, ‘Control’ and ‘Suffering). It
captures the catastrophic interruption that a terminal cancer diagnosis constitutes as it impacts
upon all aspects of the patient’s life, including their anticipated life trajectory, their
relationship with the future, their personal relationships and social commitments as well as
their sense of self and their social identity. This experience of traumatic interruption is
described in terms that invoke a degree of violence and destruction akin to a physical blow.
The impact on the patient’s state of mind is profoundly negative as s/he experiences an
intense sense of vulnerability and lack of physical and emotional safety in the face of the
magnitude of the threat. In addition, a series of actual and anticipated losses, such as a loss of
health and customary functioning and a loss of one’s former sense of self, contribute to the
patient’s distress. The sudden emergence of one’s own mortality as a lived reality brings with
it a strong sense of existential anxiety. Finally, the loss of control over one’s body and one’s

physical functioning instils a fear of the future and the threat of impending suffering.

The quality of experience captured within this master theme invokes some of the features of
the impact of a traumatic event, the shock of which can shatter a person’s trust in the world,
its (relative) predictability and safety. The title Trauma was chosen for this master theme
since the impact of a terminal cancer diagnosis as described by participants spoke to four out
of eight dimensions that define traumatic stressors (see van der Kolk at al., 2000) including i)
threat to life or to one’s physical integrity, ii) serious damage or injury to one’s body;, iii)
confrontation with unimaginable events, and iv) the realisation that one’s own health is

seriously threatened.

Master Theme 2: Liminality
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This theme was informed by the content of six theme clusters (‘Impact on Social Life’,
‘Separation’, ‘Impact on the Psyche’, ‘Relationship to Time’, ‘Death’, (Un)certainty’). It
captures the experience of inhabiting an experiential space that is inbetween what was and
what will be, a kind of twilight zone on the threshold of death. This transitional space cannot
be shared with those who are healthy and it separates the patient from the everyday world
where being alive is taken for granted. There is a bell jar quality to this experiential space.
Inhabiting the liminal space can give rise to changes in cognitive functioning (eg. difficulties
concentrating and focusing on tasks at hand), and it can have emotional consequences (eg.
feelings of disconnection, disorientation and isolation). It is also characterised by an altered
relationship with time. Whilst in the liminal space it is difficult to make connections with
either past or future as both of these lie outside of the bell jar that is the liminal space. In their
(pre-cancer) past, the patient was somebody else in that they were pursuing everyday
concerns in the ‘land of the living’ and in the future they will be somebody else again as they
will join the vast army of the dead. Finding oneself in the liminal space on the threshold of
death can feel like occupying a waiting room where time itself becomes both all-important

and meaningless at the same time.

Being in the liminal space is not always experienced as negative as it can also make new and
precious experiences possible. The detachment from everyday worries about the future, for
example, and a new appreciation of the significance of the present moment can give rise to
intense emotional and spiritual experiences. These can be generated on the basis of basic
sensory experiences (such as drinking a cup of coffee or smelling fresh flowers) or through

religious practices (such as meditation or prayer)

The title Liminality (Latin for ‘threshold’) was chosen for this master theme as its use in
anthropology captures the quality of ambiguity and disorientation that arises as people
transition from one sociocultural status to another (see Andrews & Roberts, 2015). The

13



liminal stage is the middle stage of a ritual during which participants finds themselves
inbetween their previous position (eg. as a child) and their new position (eg. as an adult). This
resonates powerfully with the sense of inhabiting a space inbetween (the world of the living
and death itself) that the participants in this metasynthesis expressed. Our use of the concept
of liminality within the context of cancer diagnosis echoes Little et al. (1998) who used it to
capture the experiential quality of detachment from the healthy world and its assumptions
post-diagnosis which, they argue, stays with a person, regardless of whether or not their

cancer is cured.

Master Theme 3: Holding on to Life

This theme was informed by the content of ten theme clusters (‘Impact on the Psyche’,
‘Coping and Reaching Acceptance’, ‘Needs’, ‘Death’, ‘Resistance’, ‘Living Life in the
Present’, ‘Hope’, ‘Sense of Belonging/Attachment’,”Control’, *(In)dependence’). It captures
the patient’s efforts to stay connected to life and to the living, and to resist being torn away
from all that made life meaningful and worthwhile in the past. ‘Holding on to Life’ is an
effortful activity which describes the hard work required of patients to find a way of living
meaningfully with terminal cancer. The studies included in the metasynthesis identified
numerous coping strategies including acceptance, distraction, making arrangements for future
scenarios, engaging with spirituality, positive thinking/staying positive, stoicism, identifying
goals, escape, mobilising various social and material resources, being realistic, furthering
understanding of their situation, and making decisions about treatments. The important thing
to understand is that ‘Holding on to Life’ is experienced as a purposeful activity, something
that patients (have to) do and that takes up energy, not something that just happens to them or,

indeed, that someone else can do for the patient. It is a way of meeting one’s own needs (for
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normality, for continuity, for a sense of belonging, for knowledge and understanding, for
meaning, for hope and so on) in a situation that threatens to remove one’s ability to do so.
‘Resistance’ (eg. by fighting the cancer and not giving up on treatments),‘Living Life in the
Present’ (eg. by focusing on little pleasures in daily life) and ‘Hope’ (by identifying and
investing in a sense of the future even if that future can only be the immediate future) are
important ways in which patients hold on to life in the face of the existential threat that their
cancer poses. ‘Holding on to Life’, therefore, involves trying to hold on to some sense of

control over one’s life and preserving a level of independence.

Master Theme 4: Life as a Cancer Patient

This theme was informed by the content of five theme clusters (‘Impact on the Psyche’, ‘Loss
and Decay’, ‘Being a Patient’, ‘Suffering’, ‘(In)dependence’). It captures the impact of
terminal cancer on the patient’s day-to-day life and encompasses the mundane but
unavoidable and often intensely unpleasant routines and their side effects which are
associated with being a cancer patient. It also captures what it means to be (treated and
perceived as) a cancer patient in the social world. ‘Life as a Cancer Patient” can produce
strong emotions including anxiety (eg. when waiting for test results or in anticipation of new
treatments) and guilt (eg. for being a burden to loved ones, for causing loved ones to feel
distress). It can also generate feelings of vulnerability and a sense of helplessness within the
context of receiving treatments for cancer. Being positioned as ‘cancer patient” means being
at the receiving end of medical services, often with limited information and little opportunity
for shaping the care that one receives. This brings with it a sense of loss of control over one’s
body and what happens to it. Indeed, ‘Life as a Cancer Patient” confronts the patient with a

range of losses including a loss of dignity, a loss of energy, a loss of independence and a loss
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of control. At the same time, however, Life as a Cancer Patient’ opens up an opportunity for
sharing experiences with other cancer patients and this generates a welcome sense of
companionship and connection. This is particularly important as it provides a counterbalance
to the sense of disconnection from the ‘land of the living’ experienced within the liminal

space between life and death (see Master Theme 2: Liminality).

Discussion of Findings

The four master themes identify distinct yet related dimensions of the experience of living
with terminal cancer. They represent distinct experiential spaces which make available quite

different ways of relating to the challenge of living with terminal cancer

The relationships between the master themes are complex and include a dialectic of loss and
gain. There is the loss of connection with the ‘world of the living’ through Liminality on the
one hand, and on the other there is the gain of a sense of connection through companionship
and solidarity with fellow patients that becomes available through Life as a Cancer Patient
as well the heightened sense of belonging and attachment found in Holding on to Life. There
are also tensions between the catastrophic interruption that a terminal cancer diagnosis
constitutes (as captured in the master theme Trauma) and the patients’ efforts to protect parts
of their life and sense of self from this intrusion through finding some normality and
continuity, for example by holding on to pre-cancer roles and identities (as captured in
Holding on to Life). Finally, within Liminality there are possibilities for both loss and gain as
connections with the meaning and value of the everyday world weaken whilst opportunities

for a heightened sense of (worldly or religious forms of) spirituality open up.

It is important to acknowledge that were also some notable differences in the findings of the

studies. Both Bondas & Hall (2007) and Weed (2008) warn against reductive tendencies in
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metasynthesis research whereby an exclusive focus on common themes has a homogenising
effect and screens out differences. For example, there was evidence of cultural differences in
the ways in which participants coped with their situation (see Theme Cluster 6: Coping).
Nilmanat et al.’s (2015) study of the experiences of Thai patients with advanced cancer
demonstrated that for this group of participants the use of religious doctrine was central in
helping them transcend suffering and move towards the end of their lives with serenity.
Nilmanat et al.’s (2015) findings also suggest those Thai patients who had access to Buddhist
teaching reframed what was initially experienced as a traumatic interruption as a
manifestation of a natural process of life transition and were able to make peace with it in this
way. Religion did not play such a significant role in the other studies. Participants who did
not have access to religious doctrine and practices found other ways towards acceptance (eg.
through normalising death, see Aoun et al., 2015, or through experiences with nature, see
Karlsson et al., 2014); however, not all participants experienced acceptance. Similarly, other
contextual factors (eg. whether or not the patient was living alone, their age, the stage of their
cancer) mediated the ways in which participants inhabited the four experiential dimensions of
living with terminal cancer. This reminds us that whilst ‘Trauma’, ‘Holding on to Life’,
‘Liminality” and ‘Life as a Cancer Patient’ can be said to represent the experiential
dimensions of living with the awareness of having terminal cancer as identified across the 23
studies, the particular ways in which patients engage with and thus experience these
dimensions will be shaped by the specific contexts within which they find themselves.
Further research could fruitfully be conducted in order to identify and map out contextual

variations within the experience.

The present metasynthesis supports existing findings, for example in relation to the role that
religion can play in helping people cope with the challenge of confronting their mortality (eg.

Tarakeshwar et al., 2006), the importance of finding meaning in life post-diagnosis (eg.
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Bingley et al., 2006), and the traumatic effect of a cancer diagnosis (eg. Propper, 2007). It
also points to some ways in which health psychologists and other health care professionals
might support people during this challenging phase of their lives. To support patients whose
lives are traumatically interrupted and who are thrust into a new and terrifying reality (see
Master Theme 1) psychologists can help patients re-gain a sense of continuity and agency
through providing opportunities for patients to tell their stories and to author new narratives
which give meaning and coherence to their experiences (see Frank, 1995, and Willig, 2009 on
the role of narrative in coping with a cancer diagnosis). To assist patients in accessing the
rewarding aspects of liminality (see master Theme 2) psychologists can work with patients to
help them increase their sensory awareness in the here-and-now as well as provide
opportunities for patients to participate in activities such as meditation, listening to music and
spending time in/with nature (Brooks, 1991; Siegel, 2007). Patients’ efforts to “hold on to life’
(see Master Theme 3) can be supported by providing opportunities for patients to focus on
their experience of the present moment (see Theme Cluster 1: Living life (in the present)), for
example, through animal-assisted therapy (Fine, 2010) or mindfulness practice (Kabat-Zinn,
2013). Finally, facilitating patients’ sense of connection with other patients (see Master
Theme 4) through providing opportunities for them to meet either socially or within the
context of support groups could help strengthen a sense of group membership and social
identity and thus counteract the negative effects of feeling disconnected from “the land of the
living’ (see Haslam et al. 2009 for more on the role of social identity in health and well-

being).

Reflections on the Use of Metasynthesis Methodology
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Reading, reviewing, coding, interpreting and synthesising 23 sets of results was time-
consuming and demanding work. At the same time, paying close attention to the voices of so
many research participants (over 300 across the 23 studies) describing their experience of
their final life challenge was a rich and rewarding experience. The process of synthesising the
results enabled the production of a complex and yet coherent picture of the parameters of the
experience of living with terminal cancer. From an ethical point of view, metasynthesis
research in this field is to be welcomed as it allows researchers to gain a better understanding
of patients’ experiences without overresearching already vulnerable people whose resources
(eg. in terms of time and energy) are limited (see Sandelowski, Docherty and Emden, 1997).
However, it is important to bear in mind that being interviewed about their experience can be
a rewarding and meaningful experience for people who are facing their own death (see
Kleiderman et al, 2012, and Sivell at al. 2015, for a discussion of the ethics of interviewing

terminally ill patients).

Integrating the findings from the 23 studies involved a process of interpretation on the part of
the researchers. Grouping the 19 theme clusters under the four master theme headings
required the researchers to contribute to the meaning-making process. In addition,
conceptualising and thinking about aspects of participants’ accounts in terms of theory-
inflected notions such as ‘trauma’ and ‘liminality’ made it possible to extract and
communicate more of the meaning and significance of the impact of living with terminal
cancer than might have been possible on the basis of staying at a more descriptive level. It is
not easy to find a balance between integrating findings across studies and preserving the
unique features of each study’s finding, particularly where the primary studies subscribe to a
methodology such as phenomenology which is concerned with individual experience and

which takes an idiographic approach to the analysis. This is, of course, a challenge posed by
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all qualitative research when it seeks to capture a range of individuals’ experiences in the

form of shared themes (see Willig, 2015).

There were some limitations to the search strategy which may limit the validity of the
findings. Only systematic electronic searches together with a follow-up of references were
used. There were no manual searches or follow up “cited by’ columns of data bases. This
means that articles which did not use standardised key words or which might have used
idiosyncratic language to describe their research would have been missed. Also, unpublished

dissertations were excluded as were other metasyntheses.

It is important to bear in mind that all participants knew about and did not question their
terminal diagnosis (although some expressed hope of new treatments becoming available in
time for them). The findings, therefore, do not represent a phenomenology of living with

denial or ambivalence regarding a terminal cancer diagnosis.

Finally, this report does not include quotations from the participants in the studies that were
synthesized. This is mainly due to space restrictions but also reflects the metasynthesis’
primary function which is to map out the experiential spaces available to people living with
terminal cancer and to identify their defining features. Separate papers on each of the four
master themes will be published which will give voice to participants and explore the
tensions and contextual dimensions of the themes in more detail (eg. Willig & Wirth,under

review ).

Conclusion

The results from the present metasynthesis suggest that the experience of living with terminal
cancer is a multi-dimensional experience which includes experiential themes of connection as

well as disconnection, living as well as dying. Patients find themselves in the challenging
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position of having to negotiate tensions as they move between these dimensions. This is not a
linear process of moving through consecutive stages of an experience but rather a moving
back and forth between available experiential spaces which offer different ‘takes’ on living
with terminal cancer. The present metasynthesis demonstrates that in this process patients are
active and agentic as they search for ways in which they can rise to the psychological
challenge of living in the face of death. It seems that doing nothing is not an option as the
intensity of their experiences calls for a response of some kind. This observation reminds us
that suffering is not a passive state. It seems that, as Coyle (2006) suggested, living with
terminal cancer does indeed require a sustained effort on the part of the person as they
attempt to find a way to live meaningfully whilst preparing for death. Health psychologists

are well placed to support patients in this effort.
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