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ABSTRACT

Depression is one of the focus areas within the scope of palliative care, but its
conceptual ambiguity poses many challenges for clinicians. This ambiguity is
arguably more pronounced in the palliative care setting, given the confluence of
advanced illness and potential psychosocial, existential and spiritual ramifications at
the end-of-life. The existing literature indicates that clinicians hold various notions
about depression, which could impact on the diagnosis and treatment of depression.
Similarly, conceptual diversity is evident in the palliative care research literature on
depression and precludes meaningful meta-synthesis of their findings. This core
problem of concept forms the topic of this thesis, which reports on research that

explored medical concepts of depression in the palliative care setting.

This thesis is comprised of three studies and is presented in publication format.
Study 1 was an exploratory study and a prelude to the other studies. Through the use
of a questionnaire, it explored broad concepts of depression that were held by
medical practitioners practising in palliative care. In addition to demonstrating
conceptual variations, it identified some areas of conceptual differences specific to
depression in the palliative care setting, which contributed to the design of Studies 2
and 3. These two studies sought to understand and characterise the
conceptualisations of depression from the respective perspectives of palliative
medicine specialists and psychiatrists working in the Australian palliative care
setting. These medical specialist groups were chosen for their recognised expertise
and authority on end-of-life medical care and depression. The two qualitative studies
used purposive sampling, a semi-structured, in-depth interviewing technique, and
the theoretical framework of Kleinman’s Explanatory Model. Thematic analysis was

performed on verbatim transcripts.

xii



The findings of the three studies are presented in the form of five papers. Paper 1
reports on the questionnaire study, while the other four papers report on selected
aspects of Studies 2 and 3, as determined by the chief thematic domains that were
identified through data analysis. The contents are organised in the following manner:
Paper 2 focuses on palliative medicine specialists’ concepts of depression; Paper 3 on
palliative medicine specialists’ causal explanations for depression; Paper 4 on
palliative medicine specialists’ treatment approaches for depression; and Paper 5 on

psychiatrists’ concepts of depression.

In this thesis, it is demonstrated that depression was not a unitary concept among
medical practitioners in the studies, but varied within and between medical
disciplines. For palliative medicine specialists, depression involved divergent
ontological perspectives that called for an absolute judgement on normality versus
pathology on the one hand, and contextual understanding on the other. These
perspectives were difficult to unite and gave rise to anxiety over diagnostic
boundaries and errors. In comparison, psychiatrists more overtly articulated the
heterogeneity of depression and accommodated its multifarious natures using
different conceptual models. Specific challenges were highlighted for depression in
the palliative care setting, relating to its conceptualisation, diagnosis and treatment.
A direct link was also supported between the concept of depression, its causal

explanation and treatment approach.

The findings of this thesis have implications for future research on depression in the
area of palliative care, developments in treatment guidelines for depression in this
area, medical education and professional development for palliative care clinicians,
service models for the interfacing of palliative care and psychiatry, and developments
in psychiatric nosology and causal explanation frameworks. Furthermore, the central

relevance of conceptualisation to clinical practice is illustrated.
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CHAPTER 1 INTRODUCTION

1.1 Overview of thesis

Depression is widely regarded as a commonly encountered clinical problem in
palliative care, but is also a nebulous concept that lends itself to various
interpretations. The boundary between depression and emotional suffering has been
an enduring subject for contemplation, debate and research in philosophy and in
health disciplines. In the palliative care setting, the demarcation is even more
obscure, given the potential afflictions and emotions that may emerge at the end-of-
life (EOL). The EOL milieu can amplify the ambiguity of depression as a notion, and
therefore the diversity in conceptualisation for both clinicians and patients. Diverse
understandings can lead to inconsistent clinical approaches to depression, with
implications for detection, intervention and patient outcomes. This ambiguity, when

paralleled in research, generates confusion in the interpretation of the literature.

This thesis focuses on research that examined the ways in which medical
practitioners think about depression as a concept in the palliative care setting. The
research firstly set out to explore, through the conduct of a questionnaire in Study 1,
broad concepts of depression at the EOL as held by medical practitioners practising
in palliative care. It then set out to encapsulate the contemporary understandings of
depression that were held by palliative medicine specialists (in Study 2) and
psychiatrists (in Study 3), using a qualitative, in-depth interviewing methodology.
These two target stake-holding groups were chosen on the basis of the relevance of

their recognised expertise to the topic under study.

This thesis is undertaken in publication format, that is, the format of a portfolio of
papers that have been published and/or submitted for publication and/or are written

in publication style. There are a total of five papers in this thesis, with one reporting



results from the questionnaire, three reporting on key aspects of interviews with
palliative medicine specialists, and one reporting on interviews with psychiatrists.
Each paper forms a chapter in this thesis. At the time of writing this thesis, the
papers were either published or under review with peer-reviewed journals, and their
publication status are stated at the start of the respective chapters. The published
papers are included in the Appendices (Appendices H, I and J), and presentations I
have given during my PhD candidature are listed in Appendix K. This introductory
chapter contextualises the research topic and outlines the research questions and
methods. The concluding chapter integrates and discusses the main findings and

research methodologies of this thesis.

1.2 Terminology

Some key terms that are used in this thesis need to be qualified at the outset.

Depression

The term “depression” in this thesis refers to the clinical usage of the word in
medicine. It is not assumed that “depression” corresponds to any specific diagnostic
label or represents set manifestations or subjective experiences. This broad definition
of the term is necessary in order to explore the variety of concepts that medical
practitioners apply to depression, which is the crux of this thesis. This matter will be

further elaborated when epistemological assumptions are discussed in Section 1.7.2.

Palliative care

There is currently a lack of international standardisation of the terminology used to
describe non-curative medical care, with overlapping terms such as “palliative care”,
“hospice care”, “terminal care”, “end-of-life care”, “comfort care”, “supportive care”,

“supportive and palliative care” and “pain and palliative care” being variously used to

refer to this field.[1-3] This profusion of terms partly arises from the evolution of



palliative care in its scope and specialty status over the past several decades, but also
reflects the substantial regional variation in the use of terminology.[1-4] The term
“palliative care” was introduced by Balfour Mount in 1973,[4] and has since received
multiple organisational definitions.[2] The most widely applied definition of
palliative care is from the World Health Organisation (WHO),[2] which states that
“palliative care is an approach that improves the quality of life of patients and their
families facing the problems associated with life-threatening illness, through the
prevention and relief of suffering by means of early identification and impeccable
assessment and treatment of pain and other problems, physical, psychosocial and
spiritual.”[5] Inherent in this definition is the notion of a holistic approach to the care
of those who are facing life-limiting illness, and a focus on symptomatic relief and
optimising quality of life. Whereas palliative care historically commenced at the end
of curative treatments at advanced stages of life-limiting illness, the current practice
standard aims for its earlier introduction in conjunction with treatments that are
given to prolong life.[5] In this thesis, the term “palliative care” is used to refer to the
clinical setting where patients are receiving an approach of care for life-limiting
illness as defined by WHO,[5] and does not imply that this care is provided by any
specific health professionals or in any particular place such as hospices, hospitals or

in the community.

Palliative medicine

The term “palliative medicine” is not synonymous with palliative care. Whilst the
latter refers to an approach to care provision, palliative medicine refers to the
medical specialty that is devoted to expert medical knowledge and skills in palliative
care. The definition of palliative medicine that is used by the medical professional
training bodies in the United Kingdom and in Australia is “the study and
management of patients with active, progressive, far-advanced disease for whom the

prognosis is limited and the focus of care is the quality of life.”[6,7] In Australia,



medical practitioners must be accepted into the palliative medicine training
programme and complete stipulated training requirements before they can be
professionally recognised as palliative medicine specialists (also referred to as
palliative medicine physicians). However, medical practitioners can work in palliative
care services as non-specialists, for example, in the capacity of pre-vocational junior
medical officers, trainees in palliative medicine, career medical officers who have not
undergone specialised training, and general practitioners. In this thesis, the terms
“medical practitioners in palliative care” and “palliative medicine practitioners” refer
to both specialist and non-specialist medical practitioners who work in any palliative

care setting.

Primary care palliative care providers and specialist palliative care providers

Palliative care is provided in both primary care and specialist settings. Primary care
palliative care providers are “health services and staff that have a primary or ‘first
contact’ relationship with the patient with a life-limiting illness”,[8] and are
commonly the main providers of palliative care. Specialist palliative care providers
are accredited health services and professionals who provide “consultative or ongoing
care for patients with a life-limiting illness” where a higher level of expertise is sought

for patients with complex needs.[8]

End-of-life

The term “end-of-life” (EOL) does not have a universally agreed definition and can be
used to describe different periods in a person’s life, ranging from a narrow interval of
the hours or days preceding death, to a broad interval between entry into old age and
death. In one study that examined terminology within the palliative oncology
research literature, no definition of EOL was offered by any of the 386 articles that
was identified to use the term.[2] According to the U.S. National Institutes of

Health’s State-of-the-Science statement, EOL is marked by the presence of a chronic



disease, persistent symptoms or functional impairments that require care and can
lead to death.[9] The definition that is offered by Palliative Care Australia, the peak
national organisation which represents the field of palliative care, is “that part of life
where a person is living with, and impaired by, an eventually fatal condition, even if
the prognosis is ambiguous or unknown.”[10] This is the sense in which the term is
used in this thesis, and is sometimes used as an alternative phrase to describe the

period of time during which patients receive palliative care.

1.3 Background

1.3.1 The fundamental dilemma of depression in palliative care
Depression is widely recognised to be a common clinical issue in the palliative care
setting,[11-14] although its prevalence has been difficult to estimate due to the
diverse definitions and methodologies used in the research literature. The first
extensive systematic review published in 2002 found a prevalence range of 5.6% to
32% for all depressive disorders in the palliative care population, based on studies
that assessed depression using diagnostic criteria and/or diagnostic interview. The
prevalence range reduced to 5% to 26% (median rate of 15%) when the diagnosis was
restricted to Major Depressive Disorder (MDD) as defined by the Diagnostic and
Statistical Manual of Mental Disorders (DSM), and moderate or severe depressive
episode as defined by the International Classification of Disease (ICD).[15] More
recently in 2011, a meta-analysis of psychiatric interview-based studies in the
palliative care setting reported prevalence rates of 24.6% for “any depression”
(consisting of DSM-defined major depression, minor depression or dysthymia), and
16.5% for “syndromal depression” (consisting of DSM-defined major depression or
ICD-defined major depressive episode).[16] Regardless of the individual diagnostic
labels and their prevalence figures, the literature suggests that depression commonly

occurs among patients who are in the palliative phase of care.



Depression has been linked to various undesirable clinical features and outcomes. In
the palliative care setting, it has been associated with somatic symptoms such as
pain,[17,18] fatigue,[17,19] poor sleep[20] and mobility.[17] It has also been
associated with lowered functionality,[18,21] reduced quality of life,[17] lengthier
hospitalisation and hospice care,[12] and earlier death.[22] Among patients with
terminal cancer, depression and hopelessness have been identified as the strongest
predictors for a desire for hastened death,[23,24] but an association between
depression and request for euthanasia is not established.[25] Although these
associations do not indicate causality, they intimate the potential extent of the
adverse impact of depression not only for patients at the end of their lives, but also

for their families, health care providers and systems.

Despite the clinical significance of depression in the palliative care setting, it is often
raised as a problem that has not been adequately addressed.[12,26-30] This was
highlighted by an Expert Working Group report from the European Association of
Palliative Care in 2001, which emphasised the under-detection and under-treatment
of depression as a major shortcoming, and made recommendations for
improvements in detection, training and treatment of depression in this setting.[29]
Subsequent to this report, depression became one of the three focus areas of the
European Palliative Care Research Collaborative, alongside pain and fatigue. This
initiative was formed in 2006 and aims to improve the classification, assessment and
management of depression through the implementation of evidence-based clinical
guidelines.[31] The first set of guidelines was published in 2011, and although
comprehensive, also highlighted a paucity of evidence in the areas of prevention,

detection and treatment of depression in the palliative care population.[32]

A number of general obstacles have been proposed to hinder research in palliative

care. These include ethical concerns about consent, vulnerability of patients and



subjecting them to additional burden, and logistical issues such as access to patients
via “gatekeepers”, mental competence, life expectancy restrictions, and high attrition
rates.[32-35] For research on depression in the palliative care setting, an additional
obstacle is the lack of consensus on definition. There are at least two concurrent
paradigms for conceptualising depression in clinical practice, namely, as a
phenomenon of depressive symptoms and as specific depressive disorders that are
defined by diagnostic criteria.[29,36] This mixed conceptualisation is reflected in the
palliative care research literature, where diverse definitions of depression have been
used.[15] In fact, a systematic review of the literature from 1970 to 2007 identified a
total of 106 different assessment methods used in 202 published studies, which
included single- and two-item screening questions, general health screening
questionnaires, depression inventories, clinical interviews, unstructured and
structured diagnostic interviews. Many studies did not define depression, and where
case definitions existed, these were mostly based on cut-off scores for various general
health questionnaires and depression inventories. Diagnostic criteria such as the
DSM classifications were less frequently employed, and when they were employed,
were often modified or incompletely applied.[36] This assortment of definitions

makes findings in the literature difficult to compare and interpret as a whole.

Prior to the research undertaken for this thesis, there had been no published research
that primarily focused on the definition of depression in the clinical palliative care
setting, although a few studies had investigated how medical practitioners diagnosed
depression in palliative care patients and suggested that definition was also variable
in clinical practice. A questionnaire study conducted in the United Kingdom showed
that palliative medicine physicians approached the assessment of depression in
different ways. They placed different weightings on symptoms that they considered to
be most useful in assessing depression in palliative care, but anhedonia was notably

omitted.[37] A similar questionnaire study conducted a decade later in Australia and



New Zealand found that its sample of palliative medicine practitioners
overwhelmingly favoured clinical interview for the diagnosis of depression and,
compared with the UK study, emphasised different symptoms that were considered
most useful in diagnosis. Of significance, a substantial portion (42.8%) of the
respondents did not consider DSM-IV diagnostic criteria to be useful.[38] The
respondents from both questionnaire studies relied on non-somatic symptoms in the
diagnosis of depression.[37,38] In a study from the Netherlands, focus groups were
conducted with family physicians to explore their opinions regarding the assessment
and management of depression in palliative care patients. The family physicians
described a diagnostic process that involved clinical judgement and “gut feeling”,
based on interpreting symptoms and signs against the patient’s personal background.
They did not rely on screening tools for depression, and viewed the DSM-IV

definition of major depression to be incompatible with the palliative care context.[39]

With such diversity in the conceptualisation and definition of depression, the
ambiguity of depression as a concept is a fundamental problem that compromises
efforts to promote consistency in the clinical approach to depression in palliative care
and to further knowledge through research. However, this conceptual ambiguity is
not unique to palliative care, as depression has never been a stable concept

throughout the course of medical history.

1.3.2. Shifting concepts of depression in medical history

As a diagnosis, depression is a relatively recent phenomenon from a historical
perspective. Despite the semantic association, the concept of melancholia in classical
antiquity was not the predecessor of depression, and was instead a form of insanity
that was unconnected with affect, understandable only within the framework of the
humoral theory, and has no contemporary correlate.[40-42] In the 19% Century,

however, the concept of melancholia underwent major changes in the context of the



prevailing philosophical, epistemological and social milieus, and emerged as an
illness primarily characterised by inhibited emotions.[40-43] Other diagnoses, such
as “neurasthenia” and “mopishness”, also emerged to describe emotional or nervous
exhaustion.[44] The term “depression”, with its physiological connotation of a
lowering of mental energy, was borrowed from cardiology and was initially used to
convey a lowering of spirits that was ideationally distinct from melancholia, although
the two terms eventually became synonymous by the early 20t Century.[40,43-45]
Since then, depression has become the dominant term to describe disorders of low

mood, as other terms devolved.[44]

Depression has been classified in many ways according to proposed causality (e.g.
exogenous and endogenous depressions), temporal course (e.g. post-natal
depression, dysthymia), phenomenology (e.g. atypical and psychotic depressions),
symptomatic severity (e.g. major and minor depressions), treatment response (e.g.
treatment-resistant depression), and relationship to other affective syndromes (e.g.
unipolar and bipolar depressions).[46-48] Throughout the history of psychiatry,

there has been no stable consensus on how depression should be classified.[47,49]

The contemporary concept of major depression, which came into existence with
DSM-III in 1980,[50] has become the most widely used and influential diagnostic
term for depression in the modern era.[48] Arising from the initiative to provide
psychiatry with reliable diagnoses and an empirical grounding,[51] major depression
is a syndromal diagnosis based on the presence of certain symptoms that cover the
emotional, behavioural, somatic and cognitive domains. Melancholic depression
became subsumed as one of its subtypes, and is characterised by prominent
anhedonia, loss of affective reactivity, psychomotor and vegetative disturbances.[52]
Notwithstanding its dominance in clinical practice and in the research literature, the

concept of major depression has been widely criticised.[43,45,53-61] The most



fervent criticism has been of its philosophical foundation. Being atheoretical, the
DSM is solely syndromal in organisation and does not intend to consider theoretical
causality in its diagnostic classification. Therefore, the creation of the DSM-defined
diagnosis of major depression abolishes the distinction made by previous generations
of psychiatrists between depressions with predominantly biological versus
predominantly psychosocial determinants, a conceptual shift that has been noted to
be a historical anomaly.[45,51] Some have pointed out that, contrary to its claims, the
DSM is in fact highly theory-bound in its positivist stance that rejects psychoanalytic
perspectives,[53] its in-built hierarchical structure (such as the precedence of major
depression over adjustment disorder and dysthymia), and its retention of diagnoses
such as adjustment disorders and secondary depressions that assume direct
causality.[58] Aside from these internal inconsistencies, the categorical nature of
major depression has raised concerns about an artificial separation of pathology from
normality, with the delineation based on arbitrary criteria rather than empirical
evidence.[59] It has been pointed out that the diagnostic criteria for major depression
can be satisfied by 227 different combinations of symptoms, and is thus a highly
heterogeneous syndrome.[62] Research using the concept of major depression has
generated limited success, in that no clear biological markers for major depression
have been identified, and clinical trials have found mixed results and high placebo
response rates.[58,63-65] Together with its high spontaneous remission
rates,[58,66,67] these observations support the concern that the heterogeneity of
major depression may prove detrimental to its usefulness and validity as a
concept.[51,58,60,68] Furthermore, the cross-sectional and decontextualised concept
of major depression has led to consternation over the medicalisation of human
misery or distress.[43,55,58,61] Complicating the concept of depression further,
context or triggering life events do not appear to be uniformly pertinent in

depression.[69]
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The shifting concepts and classifications of depression over time partly reflect the
developmental course of psychiatry as a profession. Operating as a specialty in
medicine, psychiatry has placed a strong focus on diagnosis, which serves a central
organising function in defining the boundaries of the medical profession.[70] In
contrast to the diagnostic classifications in other areas of medicine, which over the
last two centuries have been increasingly based on underlying pathology, psychiatry
has been challenged by being primarily concerned with illnesses for which pathology
cannot be clearly identified.[48] In the absence of biomedical markers of pathology,
psychiatry has relied on theoretical frameworks to make sense of mental disorders
including depression. Numerous theories, ranging from the psychoanalytic and
behavioural to the biological, have arisen in the context of the prevailing ideas and
local practices,[41,43] which in turn have been influenced by wider medical and
societal determinants. Psychiatric nosology has therefore varied in parallel with the

dominant scientific and social paradigms of the time.

From an anthropological perspective, illness is understood as a social construct,
shaped by culturally-determined perception, experience, evaluation, explanation and
behavioural response to discomfort in the person.[71] As such, the concept of
depression in the clinical sense is underpinned by the values and expectations of
society. For example, stigma associated with mental illness has often been cited as a
deterrent to conceptualising symptoms as depression.[72,73] On the other hand,
societal values such as individualism and self-actualisation have been proposed to
foster a culture that is less tolerant of distress, which, further enabled by the
influence of contemporary psychiatric nosology and the pharmaceutical industry,
may have broadened the modern concept of depression.[68,74] Both the
conceptualisations of depression and its classifications are anticipated to evolve as

society and psychiatric models change.
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1.3.3 Diagnostic difficulties of depression in palliative care

The instability and diversity of depression as a concept is not merely of historical
interest. The shifting and multitudinous notions of depression complicate the
concept of depression for clinicians, and lay a precarious foundation for diagnosis.
There are a number of other factors that may also contribute to the clinical challenges
of diagnosing depression. At the outset, depression deals with phenomena that are
inextricably connected to emotional and mental experiences, which are
communicated through the patient’s narrative and behaviours, and require
interpretation by the clinician. The diagnostic process is therefore reliant on use of
language and metaphors and on ideological representations, all of which are subject
to inter-individual variations.[75] The lexicon of emotions and their ideological
representations vary within cultures as well as between them,[44] and terms such as
“melancholia” and “depression” are imprecise and used to convey different ideas.[40]
Furthermore, the patients’ constructions of their experiences and the interpretation
of these by clinicians are underpinned by psychological and sociocultural
determinants,[71,76] including the training background of the latter. In particular,
there is an extensive body of literature that substantiates the differences between lay
and professional concepts of sickness.[44,71,77,78] Having no corporeal diagnostic
markers, the diagnosis of depression is therefore contingent on these vicissitudes and

ultimately on the clinician’s individual notion of depression.

There is no agreement on what constitutes depression. Depression is variously
recognised as a symptom, a syndrome, a disease, a disorder, and/or normal or
abnormal reaction to stressors.[29,51] There is no consensus on its core features,
with influential theoretical proponents bestowing primacy on different aspects,[44]
for example, mood,[79] psychomotor disturbances[80] and cognitive distortions.[81]
In contrast, the DSM-defined concept of major depression avoids emphasising

specific clinical features and, except for stipulating the presence of either
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depressed/irritable mood or decreased interest/pleasure in most activities, places
equal weighting on a range of symptoms.[52] In addition, a profusion of theories are
applied in an attempt to explain depression, including those rooted in biomedical,
psychodynamic, behavioural, cognitive and social frameworks, which can at times
seem incompatible with one another.[77] The variability of depression as a concept is
so great that the term “depression” has been cynically compared in specificity and

” &«

meaningfulness to terms like “vapours”, “nervousness” and “madness”.[45]

The palliative care setting presents unique issues that further obscure the concept of
depression. The EOL is emotionally evocative and is often emotionally charged. A
complex interplay of psychological processes may occur, and may involve aspects
such as grief relating to myriad losses (e.g. loss of bodily integrity, personhood,
independence, dignity, future and relationships), anxiety and fear in the face of
uncertainties, suffering, guilt, and existential and spiritual crises that may come to
the fore. Given this backdrop, the diagnosis of depression requires distinction from
context-appropriate psychological processes, and is a challenging task that again
hinges on conceptual boundaries and individual views about the emotions associated
with death and dying. Polarity in views is suggested by the critique, on the one hand,
that depression is under-detected in part because health professionals assume
depression to be inevitable in the terminally ill,[29,82] and the critique, on the other
hand, that misery and sadness are increasingly medicalised into a diagnosis of
depression.[55,61] Furthermore, depression is often difficult to distinguish from
conditions such as advanced disease, delirium, the physical process of dying, and
neuro-suppressive medication effects, all of which commonly occur in the palliative

care setting.[29,83,84]

In an illustrative study, Chochinov et al.[85] highlighted the subjective vulnerability

of diagnosing depression in patients receiving palliative care. By applying two subtly
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different severity thresholds for two symptoms (dysphoric mood and pervasive loss of
interest or pleasure in activities) of DSM-III defined major depression, this study
found that the lower symptomatic severity thresholds led to a doubling of the
diagnostic rate for depression compared with the use of the higher thresholds. In
comparison, applying these two severity thresholds to the Endicott criteria, which
substitute somatic symptoms with non-somatic alternatives in order to reduce the
symptomatic overlap between depression and somatic disease, resulted in a lower
diagnostic rate than the DSM-III major depression criteria only when the lower
symptomatic severity thresholds were used, while the use of the higher symptomatic
severity thresholds resulted in the same prevalence rates. In other words, although
the much-debated issue of somatic symptomatic confounding appears to affect the
diagnosis of depression, its influence may in fact be slight in comparison with the
impact of using subtly different severity thresholds for individual symptoms, the

consistency of which is more difficult to achieve among clinicians.

1.3.4 Medical conceptualisations of depression at the end-of-life

The conceptual multiplicity of depression and its obscure boundaries with disease
and psychological phenomena likely foster variability in medical conceptualisations
in the palliative care setting. This variability is important given the centrality of
conceptualisation to assessment and treatment approaches. It is therefore pertinent
that medical concepts of depression be explored and discussed. Greater clarity of the
different concepts of depression may also facilitate more nuanced research and yield

findings that can provide clinically meaningful guidance.

Currently, there is very little literature on how depression is conceptualised in the
palliative care setting. Prior to the research undertaken for this thesis, there were
studies that had explored causal attributions,[86-88] illness perceptions,[89] and

attributed meanings[90-92] of cancers and chronic diseases from the perspectives of
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terminally ill patients. Some studies had examined the association between
attributions or perceptions of terminal illness and psychological adjustment
including depression.[89,93] However, there were no published empirical studies
that investigated how patients or clinicians conceptualised depression in the setting

of terminal illness.

Depression as a concept in terminally ill patients can at present only be understood
indirectly by considering the different applications of the term in the palliative care
literature. As previously mentioned, depression is most commonly used to indicate
either the presence of depressive symptoms or specific depressive disorders as
defined by certain diagnostic criteria.[29,36] Neither of these meanings, however,
conveys a rich or cogent characterisation of depression as a notion, with respect to
elements such as its causality, boundaries with normality and illness, course,
treatment or prognosis. A third sense in which the term depression is used in the
literature is in the context of grief theories, where it is considered to be either a stage
in normative grief[94,95] or a complication resulting from pathological grief
processes.[96,97] There has also been contention over the boundary between grief
and major depression, which in recent times has come to the fore with the removal of
the bereavement exclusion from the criteria for major depression in DSM-5.[98-100]
The duality of considering depression as a normative component of grief, which is
essentially an adaptive process, and a psychiatric disorder in the context of grief and
loss complicates the concept of depression in palliative care, where grief and loss are
commonplace occurrences. This confusion may contribute to the widely reported
difficulty that health professionals, including family physicians, palliative medicine
specialists and nurses, have in distinguishing between sadness and

depression.[26,37-39,101]
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An indication of how depression in the terminally ill is considered may also be
gleaned from research in other settings. The conceptualisation of depression by
medical practitioners has been most frequently studied in the primary care setting,
where dissonant concepts have been reported. A qualitative study on general
practitioners demonstrated conflict in their clinical descriptions of depression,
arising from applying a biomedical model of understanding depression and
recognising the social contexts of depression in clinical practice.[102] Similarly, in a
systematic review of qualitative studies that investigated general practitioners’
concepts of depression, their description of depression as a medical disorder was
observed to be inconsistent with their understanding of depression as primarily a
reaction to overwhelming circumstances.[103] Of particular relevance to the
palliative care setting, a qualitative study examining the views of primary care
practitioners (general practitioners, practice nurses, district and community nurses)
found that they saw depression as justifiable in old age and therapeutic nihilism was
a feature of all interviews with these health professionals.[104] Another qualitative
study of general practitioners, primary care nurses and counsellors also found a
predominantly psychosocial model of explanation for depression in old age, and
concerns about medicalising loneliness and grief was a theme, which were reflected

in the expressed ambivalence about treating depression in the elderly.[105]

There is little empirical guidance on how specialist medical practitioners consider
depression as a concept. Within the psychiatric literature, pluralistic and often
seemingly contradictory models of conceptualising psychiatric disorders have been
described.[77,106] The complexity of these disorders has led to the current
movement towards pluralistic and integrationist paradigms of illness
conceptualisation.[107,108] As these are different models of conceptualisation from

those extracted from the primary care literature, this suggests that psychiatrists’
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conceptualisation of depression may differ from general practitioners, and, by

extension, also possibly from other non-psychiatric medical practitioners.

Significantly, discordant conceptualisations of depression between patients and
medical practitioners have been reported.[78,109,110] A qualitative study of patients
and their general practitioners illustrated a conceptual divide. Patients were found to
describe depression as a deeply subjective experience, borne out of difficult personal
circumstances that injured their sense of self, for which they had limited expectations
of concrete help from their general practitioners. In contrast, general practitioners,
although cognizant of personal circumstances, were focused on the pathology of
depression, which was approached as a medical problem.[78] In a study of older
adult patients with moderate depression, participants felt that their understanding of
depression differed from that of medical practitioners. Whilst they expressed
appreciation that medical practitioners could identify their symptoms and integrate
these into a diagnosis, they felt that the medical concept of depression was
inadequate in that it omitted consideration of cause, embodied experience and social
context.[110] A similar dissonance was reported by an Australian study in primary
care patients’ accounts of being diagnosed with depression. On the one hand, these
patients embraced certain aspects of medical discourse, such as being in an abnormal
state and having the right to access treatment, and incorporated a diagnosis of
depression into their narrative. On the other hand, they resisted the medical concept
of depression by emphasising the social context of their experience, challenged the
role of antidepressants, and considered that they sought the help of their general

practitioners for non-medical reasons.[111]
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1.3.5 Theoretical frameworks for studying illness conceptualisations
and the Explanatory Model

Several theoretical frameworks have been used in the literature to study illness
conceptualisations, each with its distinct focus. The Common Sense Model of Illness
Representation[112,113] from the health psychology literature has been extensively
applied in physical and mental health research. It proposes that cognitive and
emotional responses to health threat information are integrated into lay illness
representations that guide coping and appraisal of illness outcomes. It is comprised
of the five cognitive dimensions of identity, consequences, cause, timeline, cure or
control.[112,113] This model was derived to understand lay illness representations
and behaviours, and is generally not applied to professional concepts of illness, which
is the focus of this thesis. Attribution theory has also been widely used in health
research, but to a lesser extent in mental health research. It focuses on the perception
of causation and the consequences of such perceptions, and can be applied to a broad
range of events, including illness.[114] As illness attribution is only one of many
dimensions[115] of illness conceptualisation, this theory has a narrow scope when
used to study conceptualisation of illness and is not optimal for this thesis. The
Health Belief Model[116,117] is another established theory relating to health concepts
that has been used in depression research. It is a social psychological theoretical
framework that focuses on individual attitudes and beliefs, but its main intent is to
explain and predict health behaviours, which has led to its main application in public

health research.

The Explanatory Model of illness is a widely utilised framework for exploring illness
conceptualisations, and is the theoretical framework used in this thesis. It is derived
from medical anthropology and was introduced in the 1970s by Kleinman, a
psychiatrist and anthropologist. An explanatory model is defined as “the notions

about an episode of sickness and its treatment that are employed by all those engaged
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in the clinical process”.[118] The fact that patients and their families or carers, as well
as clinicians, bring to the clinical encounter beliefs about an illness and its treatment
is highlighted in this definition. Regardless of whether they are lay or professional,
explanatory models share commonality in addressing, to varying extents, five areas
relating to illness, which are: (1) aetiology, (2) time and mode of onset of symptoms,
(3) pathophysiology, (4) course of sickness, and (5) treatment.[71,118] Where open-
ended enquiry of patients’ explanatory models is unproductive, Kleinman suggested a
series of questions to facilitate the process. These questions are:

1. What do you call your problem? What name does it have?

2. What do you think has caused your problem?

3. Why do you think it started when it did?

4. What does your sickness do to you? How does it work?

5. How severe is it? Will it have a short or long course?

6. What do you fear most about your sickness?

7. What are the chief problems your sickness has caused for you?

8. What kind of treatment do you think you should receive? What are the most

important results you hope to receive from the treatment?[118]

Lay explanatory models have been described as characteristically vague, mutable,
and tend to involve multiplicity of meanings and symbolic connections, in contrast to
professional explanatory models which tend to be more fully articulated and follow
single causal trains of scientific logic.[118] Beliefs forming explanatory models are
shaped by many factors, including socioeconomic status, culture, education,
occupation, religious affiliation, past experience with illness and health care.[71,118]
Despite the inter-individual variability, similarities in explanatory models of illness
are found on cultural and subcultural levels. Explanatory models are also fluid
concepts, often internally inconsistent and capable of evolution over time and with

experiences, which led to the suggestion that “exploratory maps” may be a more
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suitable term to capture the mutability and uncertainty of health beliefs.[119,120] In
his original intent, Kleinman advocated for eliciting the patient’s explanatory model
of illness in clinical practice, in order to improve understanding of the patient’s
experience, therapeutic alliance and clinical outcomes.[71,115] However, the
elicitation of explanatory models from patients is not routinely practised, and is often

not practised with the spirit of therapeutic pursuit.[115,121]

The Explanatory Model has been widely applied as a framework for research in
mental health, including depression.[109,119,122-129] Methodologies have varied,
from quantitative tools such as self-report questionnaires[109,125], research
schedules that bridge quantitative and qualitative methodologies such as the
Explanatory Interview Catalogue (EMIC)[130] and the Short Explanatory Model
Interview (SEMI),[131] to qualitative interviews and focus groups.[115] Kleinman’s
original approach, however, was to elicit explanatory models through open
exploratory qualitative enquiry,[71,115] which is the method adopted in the research

undertaken for this thesis.

1.4 Rationale for this thesis

The preceding discussion has highlighted the fact that depression is a common
clinical problem in palliative care, and is one that poses many difficulties with
diagnosis and treatment. The nebulousness of depression as a concept lies at the core
of these challenges, especially in the palliative care setting where depressive features
may be attributed to different processes. This ambiguity generates conceptual
variability in clinical practice, which has widespread implications for all aspects of
the clinical pathway from diagnosis to treatment outcomes, as well as for consistency
of clinical practice within the medical profession. Conceptual variability in research
compromises the interpretability and comparability of research findings, which

threatens the viability and progress of depression research in palliative care. The
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complexity and instability of depression as a concept must be acknowledged to allow
nuanced clinical approaches and meaningful research. The ways in which depression
is considered by medical practitioners in the palliative care setting need to be
explored, in order for the current clinical approaches taken by different medical

disciplines to be understood and compared.

In this regard, there were two major gaps in the extant literature at the time when
this research was conducted. Firstly, there had been no published empirical studies
on the conceptualisation of depression in the palliative care setting. Although there
were studies that had explored how depression in general settings was viewed by
patients and clinicians, the somatically and psycho-socio-spiritually intricate nature
of terminal illness introduces additional complexity to thinking about depression in
this context, which demands specific investigation in this population. The second gap
was the scarce literature that examined and compared the conceptualisation of
depression among different groups of clinical stakeholders. Where this had been
done, the comparison had tended to be between patients and medical practitioners,
most frequently general practitioners. However, in modern medicine where
increasing specialisation and multi-disciplinary collaboration operate, it is important

to understand and compare the conceptualisation of different medical disciplines.

In consideration of the above, the present research therefore set out to explore the
conceptualisation of depression in the palliative care setting, from the perspectives of
two groups of medical stakeholders. Medical concepts of depression are important to
understand given that diagnosis and treatment are generally tasks that fall within the
medical domain. In addition, medical concepts of depression form a dominant
influence on how this problem is perceived and addressed in society, extending from
the promotion of public awareness, to the development of clinical practice guidelines,

service provision, and funding in healthcare and research. In palliative care, the
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medical practitioners who attend to depression are commonly general practitioners
and palliative medicine specialists, and psychiatrists on a consultative basis. In this
research, palliative medicine specialists and psychiatrists were selected to represent
two distinct medical specialist groups that are respectively considered to have

expertise in terminal illness and depression.

The Explanatory Model[118] was chosen as the theoretical framework to guide the
exploration of depression conceptualisation for several reasons. Its derivation from
medical anthropology and its established application in mental health research give
the Explanatory Model particular aptness for the present research. Compared with
alternative theoretical frameworks, the Explanatory Model is also comprehensive in

its domains, and is applicable to all clinical stakeholders.

1.5 Statement of aims and objectives
The aim of this thesis was to investigate the medical conceptualisations of depression

in the palliative care setting.

The objectives were:

* To explore the concepts of depression that are held by medical practitioners
practising in palliative care.

* To ascertain the conceptualisations of depression that are held by two medical
specialist stake-holding groups, namely palliative medicine specialists and
psychiatrists working in palliative care.

* To compare the conceptualisations of depression between these two specialist
groups.

* To specify and describe the areas of conceptual difficulties in relation to

depression in the palliative care setting, and to understand the reasons

behind them.
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1.6 Potential significance of the present research

The present research, by characterising and comparing the conceptualisations of
depression between two medical specialist groups, can contribute towards addressing
the two aforementioned gaps in the literature. Despite the magnitude of depression
in palliative care and the growing body of literature on the subject, there has been
little research devoted to exploring issues of conceptualisation, which is fundamental
to all clinical and research endeavours. Therefore, this research complements the
existing literature and may further the contemplation and discussion of conceptual
dilemmas. In research, this may play a part in the ongoing efforts to refine depression
definitions and classifications and thereby increase the meaningfulness of findings.
By promoting awareness of the foundational ambiguity of depression and its applied
concepts in the palliative care setting, this research may also be valuable to medical
education by encouraging more sophisticated understandings of the varieties of
depression, which may ultimately contribute to more individualised and nuanced

approaches to managing depression in this setting.

Although this research is specifically focused on the palliative care context, its
findings may also be relevant to other clinical settings. There are commonalities in
the clinical issues between palliative care and medical settings such as oncology,
geriatrics and general medicine, where patients frequently have chronic illnesses
that, although not considered to be terminal, are enduring and result in substantial
impairments and disabilities. In these contexts, the psycho-socio-spiritual and
somatic issues share similarities with those in palliative care. In more general terms,
increasing awareness and understanding of the conceptual difficulties of depression
may also hold relevance to the area of mental health and to medicine in both primary

and specialist settings.
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1.7 Research design

1.7.1 Design overview and rationale

This thesis is comprised of three studies on conceptualisations of depression in the
palliative care setting, using Kleinman’s Explanatory Model[118] as the guiding

theoretical framework.

The first study (Study 1) was a preliminary exploration of depression as a concept
among medical practitioners working in palliative care, using a questionnaire
developed for this purpose. The intent was to gauge the range of conceptual
variability, and to canvas the potential areas of conceptual difficulties, which could
then inform the content of the interview guides in the subsequent qualitative studies.
A questionnaire was selected as a means to obtain broad information from a larger

sample, which was desirable for this pilot investigation.

The other two studies involved semi-structured, in-depth interviews, each with a
different medical specialist group, namely, palliative medicine specialists (Study 2)
and psychiatrists (Study 3). The aim of each study was to understand the explanatory
models of depression in the palliative care setting that were held by the respective
group. Semi-structured interviews were chosen as a means of allowing in-depth
exploration of areas that were pre-determined by the framework of the Explanatory
Model, while at the same time allowing flexibility in exploring emergent areas. A
qualitative approach of enquiry was considered particularly suited to the socio-
anthropological framework of Explanatory Model, which is traditionally elicited
through an open exploratory process.[115] The respective research questions for the
studies were as follows:

Study 2: What are the explanatory models of depression in the palliative care

setting, as held by palliative medicine specialists?
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Study 3: What are the explanatory models of depression in the palliative care

setting, as held by psychiatrists who work in palliative care?

Methodological details of the three studies are provided in subsequent sections. As
the methodology for the two qualitative studies share considerable similarities, they
will be described together. Abbreviated methodological descriptions of the three

studies are also included in each of the five papers presented in this thesis.

1.7.2 Ontological and epistemological assumptions

In this thesis, the concept of depression is approached from a relativist perspective.
As an ontological stance, relativism considers reality to be subjectively constructed
through socially and experientially developed understandings. Hence, reality is fluid
and exists in multiple versions, although shared elements are often found among
individuals and across cultures.[132,133] Depression in this thesis is therefore
assumed to be a construct that could be understood in different forms, and the
purpose of the present research was to explore the variety of ways in which

depression was considered in the clinical context.

In order to allow participants to freely explain their concepts, the term “depression”
was used during this research without further elaboration or specification. Where
participants sought further clarification of the term in interviews, the only additional
specification provided was that depression referred to the clinical usage of the word.
In the pre-existing literature on conceptualisation of depression, studies had usually
defined depression according to DSM-classified syndromes such as major
depression,[124,134-136] or in terms of depression screening instrument cut-
offs.[137-139] As these are more akin to realist concepts that define depression in

single objective terms, such approaches are incompatible with the ontological
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assumptions of this thesis. The term “depression” was therefore deliberately kept

undefined.

Within the relativist-interpretive paradigm, it is also assumed that the researcher and
the object of research are inextricably linked, and the researcher’s values are thus
inherent throughout the research process.[132,133] In the context of this subjectivist
assumption, reflexive considerations of my values and potential influence on the
research process will be discussed in the subsequent section on reflexivity (Section

1.8).

1.7.3 Study 1: Questionnaire on palliative medicine practitioners’ views

on depression in the palliative care setting

Participants

The target population was registrants for a palliative medicine conference that was
held in Australia in 2010. The conference theme was centred on the art of palliative
care, and registrants were primarily Australian and New Zealand medical
practitioners who worked in palliative medicine. This population was chosen because
of its high level of relevance to the study and convenience arising from the

concentrated opportunity for recruitment in the conference setting.

Instrument

A questionnaire was specifically developed for this study. It comprised the following
main content areas: (1) demographic data; (2) the participant’s level of clinical
involvement with palliative medicine and with depression in this setting; (3) concept
of depression; and (4) free-text comments on the participants’ experiences of
depression in the palliative care setting. Questions relating to the concept of

depression were expressed as a series of 25 statements, for which participants were
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asked to indicate their level of endorsement on a 5-point Likert scale that ranged
from “1 = Strongly Disagree” through “3 = Neutral” to “5 = Strongly Agree”. These
statements related to the distinction of depression as a concept, its prevalence,
symptomatic consistency, causality, treatment and outcome. The statements were
informed by the literature relating to depression at the EOL and studies of
explanatory models of depression, and supplemented by my clinical experience as a
psychiatrist. A small pilot was conducted (n=7) to assess the comprehensibility and
clarity of the questionnaire, and to obtain an estimate of the time required to
complete it. The pilot participants were selected as they either had research or
clinical backgrounds or both in the areas of palliative care and/or psychiatry of old
age, and were not part of the study’s target population. Minor wording and
formatting modifications were made in response to feedback from these pilot

participants. The questionnaire is included in this thesis as Appendix A.

Procedure

Permission was obtained from the conference organising committee to distribute the
questionnaire and its accompanying introductory letter (Appendix B) to all
registrants. Distribution of these items occurred in two ways, firstly with a paper
version that was included in all registration packages, and secondly with an electronic
version that was included in a reminder email that was sent by the conference
organisers to all registrants one week after the conference ended. A verbal
announcement and visual reminders in the form of a poster display and collection
boxes were used at the conference as recruitment strategies. Responses were

anonymous, and return of the completed questionnaire indicated consent.
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Data analysis

Descriptive statistics were used to summarise the characteristics of the participants
and their responses to the statements relating to the concept of depression. Non-
parametric statistics (Mann-Whitney U test and Kruskal-Wallis 1-way ANOVA) were
used to compare participant responses according to their characteristics because of
the non-parametric data distribution. Significance was set at p<0.05 (2-tailed). All
quantitative analyses were performed with the assistance of the PASW, version 18

program.[140]

All free-text responses were collated using the NVivog software,[141] and were
independently examined for themes by me and my principal supervisor, with the goal
of describing the data set to its fullest. Themes, as discussed further in the following
section, were understood to be patterns of meaning residing in a data set.[142] The
results of these analyses were then compared and themes revised until consensus was

reached.

1.7.4 Studies 2 and 3: In-depth interviews on depression in the palliative

care setting with palliative medicine specialists and psychiatrists

Participants and recruitment

In Studies 2 and 3, palliative medicine specialists and psychiatrists were respectively
sought to participate in in-depth interviews. In the latter group, only psychiatrists
with a clinical role in palliative care were included, in order to capture psychiatric
conceptualisations that had the highest impact on the palliative care patient
population. Since there were relatively few palliative medicine specialists in South
Australia, and even fewer psychiatrists who worked in palliative care, local
recruitment posed difficulties in terms of anonymity and neutrality in relation to me

as the researcher. Therefore, recruitment took place nationwide in Australia.
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Specialists with whom I had a close working or personal relationship were not

included.

Palliative medicine specialists were recruited through an annual conference of the
Australian and New Zealand Society of Palliative Medicine (ANZSPM), the sole
medical society in these two countries that facilitates professional development and
promotes the practice of palliative medicine.[143] Its members are medical
practitioners from various medical specialties, who provide care for those with life-
limiting illness. An introductory letter and flyer was distributed to all registrants of
the 2010 conference in the registration pack, with the inclusion of a reply slip and
reply paid envelops for interested individuals. The introductory letter, flyer and reply
slip are shown in Appendices B and C. Further information about the study was sent
to those indicating an interest to participate (Appendix D). A second means of

recruitment was through individual professional contacts.

Psychiatrists were recruited through the Royal Australian and New Zealand College
of Psychiatrists (RANZCP), the binational organisation that provides accreditation
and representation for the medical specialty of psychiatry.[144] Members of the
RANZCP Section of Consultation-Liaison Psychiatry were identified as the target
population because psychiatrists who work in the Consultation-Liaison setting were
expected to be most likely to have clinical involvement in palliative care. Having
obtained approval from the Chair of the Section of Consultation-Liaison Psychiatry, a
recruitment email was sent via the RANZCP to the members of the Section, with
participant information included as an attachment (Appendix E). Additionally, a
recruitment notice was also placed in the February 2011 edition of the Psych-e
Bulletin that was published by the College and distributed to all its members in

Australia and New Zealand (Appendix F). Participant information, consent form, and
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the contacts and complaints form for psychiatrist participants were the same as that

for palliative medicine specialist participants (Appendix D).

For palliative medicine specialists and psychiatrists, demographic characteristics
such as gender, level of experience (as determined by duration of clinical experience),
and geographical location (state, city or regional setting) were taken into account in
purposive sampling, in order to achieve the maximal variation for these
demographics. These demographic characteristics were considered to have the
potential to influence conceptualisation of depression, as differences might be
associated with gender, local education or training effects, and level of clinical
experience. The questionnaire study (Study 1) had identified duration of clinical
practice as a factor that differentiated results among the respondents, which provided
some evidence for the purposeful selection of participants with diverse duration of

clinical experience.

Procedure

I contacted individuals who indicated an interest in participating in this research to
establish their understanding of participation, respond to any queries, confirm that
the inclusion and exclusion criteria were satisfied, and arrange for a time and venue
for the interview. Palliative medicine specialists and psychiatrists were interviewed in
person if they were located locally in Adelaide, and telephone interviews were

conducted for specialists who were located interstate.

At the commencement of the interview, the participant’s comprehension of the
purpose of the interview was confirmed and consent was obtained. All participants
indicated an understanding that withdrawal of consent was permissible at any stage

of the research until the publication of the findings. Consent was documented in
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written or verbal forms. The latter was recorded on audiotape with the participant’s

permission. All participants consented to their interviews being audiotaped.

I conducted all interviews, which were predominantly open-ended in approach, with
guidance provided on the content areas. In order to avoid a prematurely restrictive
focus, participants were initially invited to comment on emotional aspects during the
palliative phase of treatment, and how their concepts of depression were placed
within this broad focus. The interview subsequently honed in on the participant’s
conceptualisation of depression and explored the boundaries between depression,
normative dying process and other phenomena. Participants were also asked to
reflect on any differences between depression occurring in the palliative care and
other settings. The contents of each interview were used to inform and modify
subsequent interviews, in accordance with the practice of qualitative semi-structured
interviewing.[145] The interview guides were informed by the domains of the
Explanatory Model and the questions to facilitate its elicitation, as proposed by
Kleinman, and also by the results of Study 1. The interview guides with example

questions are shown in Appendix G.

Beside withdrawal of consent, participation could also be withdrawn due to
participant distress as a result of taking part in the interview, as determined by either

the participant or me as the researcher. This eventuality did not occur.

In both studies, interim analysis of the interviews occurred alongside recruitment
and data collection. The latter was deemed complete when data saturation was
reached. Data saturation is defined as the point in qualitative data collection when no
new themes in relation to the research questions were elicited.[146,147] During data
collection with each group of participants, I performed interim analysis after each

interview at two time points: immediately at the end of each interview, and on
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inspecting each interview transcript as soon as it was completed. All transcripts were
done sequentially and close to the time of the interviews, thus allowing timely interim
analysis to be performed in order to inform subsequent interviews. In interim
analysis, I noted each participant’s content themes under each of the eight questions
for eliciting the Explanatory Model as proposed by Kleinman.[118] Data saturation
was determined to have been reached when further interviews with the participant
group did not yield new interim themes under each of the eight questions at a
semantic level of organisation. By this, I refer to the saturation of ideas for each
interim theme. As an example, participants described different analogies for
explaining depression in terms of neurochemical imbalance, which I organised under
the theme of “depression is caused by neurotransmitter depletion”. When further
analogies and variations on this theme were not considered to add to the
understanding of this theme, this theme was considered to be saturated. My notes for
interim analysis were recorded in an audit trail, and served dual purposes of
detecting new content areas to incorporate into subsequent interviews and
facilitating the processes of constant comparison and identification of data
saturation. The audit trail was also used to assist in recording my observations in the

process of continuous reflexivity.

I transcribed all interviews verbatim and simultaneously de-identified them. The
relevant transcripts were sent to participants who had agreed to be involved in
participant validation. Only minor changes resulted from this process, involving
clarification of the participants’ meanings or the editing of potentially identifying

material.

Data analysis

Thematic analysis was used in Studies 2 and 3.
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Thematic analysis is an established qualitative method for identifying, analysing and
reporting themes within data, with themes referring to both the explicit (semantic or
manifest) and implicit (interpretative or latent) patterns of meaning in a data
set.[142,148-150] Thematic analysis was specifically chosen as the analytic method
for Studies 2 and 3 in this thesis for several reasons. Its freedom from specific
epistemological orientations, in contrast to other qualitative methods such as
grounded theory, discourse analysis and interpretive phenomenological analysis,
makes thematic analysis widely applicable,[142,148,150] to the extent that some have
considered it to be a basis for most qualitative methods.[148] It has also been
described as one of the most systematic and transparent qualitative analytic
methods,[148] and is especially suited to research where data consist of rich verbal or
textual material such as in-depth interviews.[148,151] Besides these merits, the
flexibility that thematic analysis affords the researcher by allowing dual deductive
and inductive approaches[142,148-150] is particularly desirable for this thesis. A
deductive approach is led by a priori theories that guide the foci of analysis, and is
therefore strongly theory-driven.[142,148,149] In this approach, the researcher tends
to perform detailed analysis of specific areas of data rather than attempts to describe
the full data set.[142] On the other hand, in an inductive approach, themes are not
predetermined by theoretically derived coding frames and may bear little
relationship to the research questions.[142,148,149] However, it has been pointed out
that researchers cannot analyse data in a theoretical vacuum and inductivity is thus a
relative concept.[142] For this thesis, analysis of data was structured around the
theoretical framework of the Explanatory Model domains, although it also sought to
draw on additional themes from the raw data. The form of thematic analysis used is

therefore a dual deductive and inductive approach.

It has often been noted that, despite the wide usage of thematic analysis, there have

only been a handful of published guidelines on its methodological
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techniques.[142,148,149,151] For this thesis, the analytic procedure followed the
guidelines as set out by Braun and Clarke in their authoritative paper on the
subject.[142] These guidelines were chosen for their systematic and detailed
description of the thematic analytic process, and for the high standards that are
expected within the process. In their approach, Braun and Clarke outline six iterative
steps, which include: 1) Data familiarisation, 2) Initial coding generation, 3) Search
for themes based on initial coding, 4) Review of themes, 5) Theme definition and

labelling, and 6) Report writing.[142]

The content of all interview transcripts were coded and thematically analysed by me,
using the previously outlined framework of the eight Explanatory Model questions, as
proposed by Kleinman,[118] which cover the domains of aetiology, time and mode of
onset of symptoms, pathophysiology, course of sickness, and treatment.[71,118] The
codes for the first full transcript in Study 2 were independently reviewed against the
raw data by two supervisors (ACH and GBC) to verify trustworthiness. In order to
verify that the themes could be traced to the original data, ACH also independently
reviewed the final themes against all transcripts in Study 2, and both ACH and GBC
independently reviewed the final themes against all transcripts in Study 3. The three
researchers involved in data analysis all have different disciplinary backgrounds, with
me being a psychiatrist, ACH a psychologist and GBC a palliative medicine specialist.

The NVivog software[141] was used to facilitate data organisation.

Rigour

Rigour in qualitative research “is about fidelity to the spirit of the qualitative
work”.[152] Although many sets of criteria for rigour have been proposed,[153-158]
evaluative criteria are often bound to their respective qualitative traditions and
cannot be universally applied to all qualitative research.[132] In view of this array of

criteria, Tracy proposed a set of eight “big tent” criteria for high quality qualitative
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research, as a means of providing a parsimonious, universal quality framework that
accommodates the diversity of qualitative research. These hallmark criteria consist of
a worthy topic, rich rigour, sincerity, credibility, resonance, significant contribution,
ethics, and meaningful coherence.[159] These criteria accord with the idea of holistic
rigour that others have recommended, referring to rigour that is reflected in all
aspects of the research including its theoretical underpinning, methodological
rationale, ethical considerations, data collection, analysis and interpretation, and
reflexivity.[160,161] The big tent criteria are used as the framework for discussing

quality in this thesis.

1. Worthy topic

Tracy characterised worthy topics as relevant, timely, significant and
interesting.[159] The relevance and significance of understanding the
conceptualisations of depression in the palliative care setting have already been
explicated in earlier sections of this chapter. This topic is timely given the expanding
research literature into depression in this particular context, which has generated
confusion with its assorted definitions of depression. By examining depression from a
relativist perspective, the current research has the potential to elucidate the
foundational conceptual complexities of depression in the palliative care setting, and
thereby stimulate debates and thinking around these core issues. It is this kind of

critical potential of research that is considered by Tracy to be interesting.[159]

2. Rich rigour

This criterion refers to the richness or abundance of theoretical constructs that
inform the research methodology, and of the data that is obtained and analysed. I
have previously outlined the context, theoretical underpinning and rationale for the

research questions and methodology of this thesis. Several techniques were applied

35



to facilitate the gathering of rich data and their subsequent usage in analysis and
presentation. Purposive sampling was used to ensure the appropriateness of the
participants for the research, because it offers a degree of control against inherent
selection bias and allows the researcher to include deviant cases.[160,162] Semi-
structured, in-depth interviews were considered to be the most appropriate means of
obtaining descriptive data relevant to the research questions, and data collection
continued until the point of data saturation, as identified by interim analysis. All
interviews were transcribed verbatim, thematically analysed on a line-by-line basis,

and findings were presented as descriptions illustrated with quotes.

3. Sincerity

Sincerity encompasses the notions of authenticity and genuineness, and can be
facilitated by the practices of reflexivity and transparency.[159] Reflexivity is
separately discussed in Section 1.8, and has been an integral practice throughout this
research from its inception to completion. A record of reflexive thoughts has been
kept in an audit trail. Clear documentation of the motivation for this research, its
methodology, findings, deficiencies and limitations is provided in this thesis, in order

for this research to be transparent to its readers.

4. Credibility

One of the hallmarks of rigour in qualitative research, credibility was proposed as one
of four criteria of trustworthiness by Lincoln and Guba, alongside dependability,
confirmability and transferability.[153,163] Credibility refers to the verisimilitude or
truthfulness of research findings. Techniques used in this research to enhance
credibility include thick description, multivocality, triangulation and respondent

validation.
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Thick description entails detailed illustrated accounts of phenomena that allow
readers to draw conclusions about the interpretation of the data, while multivocality
involves the use of multiple and varied voices of participants in both analysis and
presentation of findings.[159] Triangulation is the combining of different data
sources, methods or analytic approaches, in order to enhance the richness and
comprehensiveness of qualitative research.[132,160] This thesis used three types of
triangulation: (1) data triangulation, by using two specialist groups as data sources to
enhance the capacity to understand the medical concepts of depression in the
palliative care setting; (2) methods triangulation, by combining a questionnaire study
with in-depth interviews; and (3) investigator triangulation, by using at least two
researchers from different disciplines to independently analyse the data.[160]
Respondent validation (or member checking) is a controversial technique, where
transcripts or results of data analysis are shown to research participants.[160]
Benefits of respondent validation include assisting the accurate portrayal of
participant accounts, providing an opportunity for clarification of data, and testing
the comprehensibility of results to readers.[132,159,160] On the other hand,
respondent validation has been criticised for assuming that there is one accurate
version of reality, which can be confirmed by participants, and which generates
philosophical incongruity with interpretive or constructivist research paradigms.
Other critiques include the different agendas, perspectives and goals between
participants and researchers, and the dilemmatic complication of analysis where
participants disagree with the analysis results.[132,160,164]. In consideration of
these advantages and criticisms, the qualitative studies in this thesis only sought
participant validation of the transcripts from those who were consenting to do so,
with the intention being to validate the accuracy of the raw data. Participant

validation of the results of analysis was not sought.
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5. Resonance

Resonance is the quality by which a piece of research is able to reverberate with its
readers, and can be facilitated by aesthetic merit and transferability.[159] Aesthetic
merit refers to writing that is vivid, engaging and evocative,[159] while transferability
is the applicability of the research findings to other contexts.[159,163] The degree of
resonance of a piece of research work is gauged by its readers.[159,163] However, to
facilitate the development of resonance of the present research, the sample
characteristics and settings are described, thick description is utilised, and the
findings are contextualised within the existing literature, such that readers are in a

position to determine the transferability of the findings.

6. Significant contribution

The significance of this research, as outlined in Section 1.6, includes the theoretical,
heuristic and practical domains of significance that were discussed by Tracy.[159]
The potential to broaden and critique the concept of depression in the palliative care
setting may contribute to theoretical knowledge, while the potential to promote
further contemplation of and research into conceptual dilemmas may hold heuristic
significance. Practically, furthering the conceptual understanding of depression can

play a role in medical education and influence clinical approach to this problem.

7. Ethical

High quality qualitative research should demonstrate a pervasive ethical approach
throughout the research. In addition to respecting the universal ethical standards
that are required from institutional ethical committees, consideration should also be
given to the specific ethical issues arising from the research’s particular context, the
interaction between the researcher and participants, and the handling of the data and

findings.[159] In this thesis, the ethical considerations arising from research in the
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area of palliative care are separately discussed in Section 1.7.6, and relational and
data handling issues are recorded in the audit trail and reported in the reflexivity and

discussion sections.

8. Meaningful coherence

This marker of quality is represented by research that achieves its purpose, utilises
methods that are appropriate to its aims, and conveys a coherent thread that
connects the literature, rationale and research questions, methodology, findings and
their interpretations.[159] These connections are made explicit as much as possible

in this thesis to facilitate the achievement of meaningful coherence.

In their practical guidelines on the approach to thematic analysis, Braun and Clarke
also proposed a set of 15 criteria that demarcate high quality thematic analysis. These
criteria extend across the processes of transcription, coding, analysis, and report
writing,[142] and promote a thorough, comprehensive, systematic and transparent
approach. These criteria have guided the thematic analysis process in this research.
The details of these criteria have already been discussed in relation to rigour and

methodology, and will not be reiterated here.

1.7.5 Data storage

All data including the questionnaires and their compiled data, signed consent forms,
audio recordings, de-identified transcripts and analyses have been securely stored in
either locked filing cabinets or electronically in password-protected computing
systems. I have had sole access to the identities of the participants, as my supervisors
were given de-identified data only. All data will be retained for at least 5 years after
publication, in accordance with the Australian Code for the Responsible Conduct of

Research.[165]
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1.7.6 Ethical considerations
All three studies received approval from the Human Research Ethics Committee at

The University of Adelaide (H-086-2010).

Ethical considerations relevant to this thesis include the balance of potential benefits

and risks, informed consent, conflict of interest and confidentiality.

Balance of potential benefits and risks

This research was considered to pose low-level risks to its participants, in the form of
time requirements and potential psychological discomfort associated with being
interviewed. According to the National Statement on Ethical Conduct in Human
Research, these constitute “inconvenience” and “discomfort”, respectively.[165]
Participants might also be exposed to “psychological harm”[165] if they experienced
emotional distress during interviewing, for example, in relation to contemplating or
discussing difficult clinical or personal experiences that might be evoked by the

research topic.

A considered approach was taken in the recruitment and interview processes to
minimise any inconvenience, discomfort and psychological harm. As far as feasible,
interviews were conducted at convenient times and venues for participants, who were
interviewed at their workplace if they were located in Adelaide, but were otherwise
interviewed by telephone. The use of open-ended questions and the option to view
and edit transcripts allowed participants to retain control over their intellectual
contribution to the research. I was vigilant for signs of emotional distress in the
participants during interviews, and was prepared to check their ability to continue if
such signs were observed, or to terminate the interview if participants became unduly

distressed. Such occasions did not arise.
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On balance, the low-level risks anticipated for this research were considered to be
outweighed by the potential learnings that could be gleaned from these studies, as
already outlined in Sections 1.4 (rationale) and 1.6 (potential significance of the

present research).

Informed consent

All participants were given both verbal and written explanations of the studies. For
the questionnaire study, completion and return of the questionnaire was stated as the
conferral of consent to participation. For the qualitative interview studies,
participants’ understanding of the research, including its nature, purpose and
potential risks, were established and any questions were answered during the process
of obtaining informed consent. A record of having obtained informed consent was
kept, either by the participant signing a copy of the written consent form or by
audiotaping, with the participant’s permission, verbal confirmation of understanding
and consent to participate. Participants were reminded at the start of the interview
that they could terminate the interview at any stage without needing to provide
explanations. No payments, either direct or in kind, were made to participants in this

research.

Conflict of interest

Given my clinical work as a psychiatrist with a focus in palliative care, conflict of
interest arising from having dual roles as a clinical colleague and researcher was
avoided by excluding specialists with whom I had working or personal relationships,

in an effort to avoid undue influence on consent and interview processes.
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Confidentiality

The participants’ identity and personal details were protected during the course of
this research. Having conducted all interviews and performed all transcription
myself, I was the only researcher who was aware of the identity of the participants.
Identifying details were removed from the transcripts prior to their examination by
my supervisors and use for analysis. Participants who were willing to review their
own transcripts had further opportunity to ensure that no identifying material
remained. All research records containing the participants’ identity and contact
details were kept either in a locked filing cabinet or in password protected electronic
files. All materials used in publications were de-identified, although participants were
alerted to the potential that despite ensuring confidentiality, anonymity could not be
guaranteed given the general description of participant demographics and the use of

quotes in qualitative research reports.

1.8 Reflexivity

Reflexivity is the explicit, self-aware analysis of the impact of the researcher’s own
personal characteristics, training and beliefs on the research process, including the
development of research questions, data collection, data analysis and presentation of
the ensuing results.[160,166] It is regarded as a marker of quality and integrity across
various qualitative research methodologies,[160] as the declaration of the
researcher’s background, perspective, beliefs and values allows readers to interpret
research findings where the researcher assumes the role of a “human research
instrument”.[132] According to Tracy, the reflexivity process facilitates “honesty and
authenticity with one’s self, one’s research, and one’s audience.”[159] The following
discussion sets out the reflexive considerations that have arisen in the course of this
research, which I have recorded in a journal as part of the audit trail. The main issues
in this analysis have related to my professional role and personal perspective on the

topic of depression, and the potential influence of these on the research process.
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1.8.1 Background to the development of the research topic

The research topic of this thesis came about from my clinical work as a psychiatrist
with a particular interest in psychiatric issues within the palliative care context.
When I initially became involved in a consultation-liaison role with a palliative care
team in 2009, I observed that depression was commonly discussed in day-to-day
clinical work, but seemed to represent different ideas among members of the team,
for example, being variously used to refer to sadness, distress due to illness
symptoms, and psychiatric illness. When members of the palliative care team
discussed with me patients with “depression”, I often found either on further
elicitation of historical or mental state descriptions or on assessing the patients
myself, that I had initially misunderstood the nature or severity of the patients’
conditions, which I would have used different terminologies to describe, such as grief,
sadness, distress, demoralisation or fatigue. Yet, it seemed to me that the approach to
treatment for these different circumstances became quite narrow once the label of
“depression” was used, as though the act of labelling obliterated the context of the
phenomenon. In particular, the need for prescribing antidepressants was often raised
when patients were considered to be depressed. It also struck me, as it had done in
other consultation settings, how differently I viewed depression as a psychiatrist
compared with other medical practitioners and patients. This notion was
strengthened by the discrepancy between the high prevalence rates of depression as
reported in the palliative care literature and the much lower frequency of depression,
as I considered it, that I was encountering in patients under the palliative care
service. Although less conspicuous, I had noted over time that there were also

differences in concepts of depression among psychiatrists.

These observations formed the context for my interest in the conceptualisation of

depression, particularly in the palliative care setting because of the complex somatic,
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psychosocial, cultural, existential and spiritual issues at the EOL. In addition to
concerns about clinical miscommunication based on the different ideological
representations of the term “depression”, I had also become increasingly concerned,
over the course of my psychiatric career, that research on depression was
predominantly based on unitary definitions of depression. This was also true for
recommendations and guidelines for managing depression, which were generally
developed by the psychiatric community and might not be applicable where
alternative concepts of depression were applied. These were the chief motivations
that led to the research questions in this thesis, which I hoped would articulate the
various concepts of depression and heighten the awareness of these in the palliative

care and psychiatric communities.

1.8.2 My conceptualisation of depression

Throughout this research, I was mindful of my own perspective on depression and
how this could have influenced the processes of research development, conduct,
analysis and synthesis of data. My conceptualisation of depression has been shaped

by two main influences: my professional background and personal views of the world.

Despite my Asian ethnic heritage (Hong Kong Chinese), I was brought up in a family
that practised Western Medicine and regarded this as the only valid model of
understanding illness. I undertook Medicine as an undergraduate at the age of 17,
directly after leaving school. My views of illness have therefore always been
indoctrinated in the Western models. Not having had close experience with
depression in my childhood and adolescence, my first exposure to depression as a
psychiatric illness was in my fourth year of studies, as part of the Psychiatry rotation.
After qualifying as a medical practitioner, I spent part of my internship year and part
of my residency year working in psychiatric placements, where I developed

familiarity with the medical presentations of depression. Throughout this early
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undergraduate and prevocational training, I understood depression to be Major
Depressive Disorder as defined by the DSM-IV-TR (the then current edition), a
clinical disorder with multifactorial aetiology along the bio-psycho-social
dimensions. Although not fully satisfied that this understanding was an adequate
explanatory framework for depression, I found this syndromal diagnosis reassuring
in its superficially clear delineation between normality and pathology, which gave me
a justifiable reference point in my clinical assessments. Subsequently, in my specialist
training to become a psychiatrist, I became increasingly aware of the limitations of
Major Depressive Disorder as a concept, including the ambiguity of its diagnostic
criteria, its lack of explanatory power, heterogeneity and poor guidance on
treatments. As a consultant psychiatrist in the past 8 years, I have studied the
historical changes in mood disorder -classifications and other models of
conceptualising depression, in order to broaden my perspective on the concepts of
depression. I have also read about the philosophical underpinnings of the different

models of conceptualisation, which has become a professional area of interest for me.

Through the years, I have formed a clearer personal concept of depression, one that is
comprised of qualitatively different types of depressive presentations, which reflect a
spectrum of overlapping aetiologies representing the situational, characterological
and biological. However, I distinguish melancholic depression as a primarily
biological form of depression, which I regard as a psychiatric illness. The other
varieties of depressive presentations, to my mind, vary in their relative
biopsychosocial aetiological contributions, and may best be represented either as
psychiatric illness, a psychological response or process, or a characterological
phenomenon. My experience with patients has taught me that these presentations
have different qualities and require different management approaches. In essence,
my personal concept of depression approximates the hierarchical model, as proposed

by Parker, which encompasses different subtypes of depression that are variously
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understood as categorical or spectral in nature.[167] My understanding of depression
has also been influenced by various psychoanalytic, behavioural, cognitive and
neurobiological theories. I arrived at my conceptualisation insidiously through the
years of clinical experience, training, private study and reflections, and not as a result
of immediate attachment to any single model. I also primarily use an integrative
model of understanding depression, or more specifically, understanding the various
causal explanations within an overarching neurobiological framework. Furthermore,
I have a constructivist perspective of depression and understand that other clinicians
develop their own concepts of depression, which are likely different from mine, in

reflection of their personal and professional experiences.

My world views have also undoubtedly influenced my conceptualisations of
depression and illness. Reflection on personal world views is particularly relevant in
psychiatry, where the assessment for illness and disorders hinge on the interpretation
of symptoms in the individual and sociocultural contexts, to determine whether
symptoms are pathological, that is, excessive in degree or inappropriate in quality.
This process is inherently subjective and requires the clinician to elicit an
understanding of the patient’s personal and sociocultural contexts. It is also a process
that inextricably involves the clinician’s own personal and sociocultural norms, which

serve as a reference for interpretation.

For me, adversities are a natural part of life and necessarily evoke a range of
emotions and psychological processes, the nature of which depend on individual
circumstances. Whilst I believe that life adversities can in some situations partly
contribute to the development of a psychiatric disorder, I think most depressive
responses to life adversities fall within the spectrum of normal psychology and are
best understood and managed as such. I have been struck by the trend towards an

increasingly autonomous and externalising mindset in our society, and have been
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concerned that this has undermined individuals’ ability to accept life adversities and
has led to greater investment in external solutions such as medical or psychiatric
treatments to alleviate natural distress. Although the medical profession can and
should assist in alleviating distress as part of care, I firmly believe that solutions to
human misery are not best provided within the realms of medicine, but need to be
addressed in the social and existential domains. I am therefore highly cautious of
pathologising and medicalising human conditions, and do not conceptualise or label

these as “depression”.

In relation to death and dying, I have had the privilege of talking to many patients
about the various aspects of their experiences at the end of their lives through my
work with palliative care services and consultation-liaison psychiatry. I have also
witnessed death and dying in my personal life and have experienced different
qualities and processes of grief associated with these. These clinical and personal
experiences have given me insights into the multifarious responses to losses and
expressions of grief, and have strengthened my belief that dying and grief are
primarily determined by individual characteristics rather than follow set stages or
processes. Although I think sadness is common at the EOL, I have generally not
found depression to be more common in this setting compared with others in the

course of life.

1.8.3 Potential influence on research

Because of the proximity of this research to my own professional interests, I have
been mindful of potential influences in the development, conduct and reporting of
the studies. In particular, the main issues have been my own views on depression, my
use of terminologies in relation to this subject, and my profession as a psychiatrist. In
this regard, my own reflexivity and the oversight of my supervisors have been useful

in managing such potential influences.

47



At the start of my candidature, I had the idea of researching on the concepts of
depression in the palliative care setting and of using a qualitative interview method. I
was comfortable with the Explanatory Model as a theoretical guiding framework, as
suggested by my principal supervisor, in part because of its similarity to the medical
domains of understanding illness, which was familiar to me and aligned with my
conceptualisation of illness. In the process of further developing the methods of the
studies, I was aware that my specific concept of depression and professional practice
caused me slight discomfort in using broad terminologies such as “depression” and
“emotions” without additional qualifications, and it required conscious effort to
deliberately use those broader terms. To assist with this, I conducted practice
interviews with different people, including my principal supervisor, a university
colleague experienced in qualitative interviewing and psycho-oncology, and several
PhD students. I sought their feedback on my language use and neutrality during the
practice interviews, and incorporated into the interview guides their feedback on
language use and guidance of contents. In particular, this process helped me to fine
tune my level of awareness and comfort with guiding participants to address specific
foci of content, as I had initially left practice interviews too unstructured for fear of

exerting undue influence.

A stronger challenge was the avoidance of influencing the interview process through
unwittingly imposing my constructs of depression. Because I had invested much time
and thought on this subject matter, I had formed definite opinions, which I had been
accustomed to putting forth in my roles as a practising and academic psychiatrist. I
was especially aware of my own frustrations with the concept of major depression
and its widespread dominance in clinical practice. Furthermore, my role as a
psychiatrist complicated my relationship with the participating palliative medicine

specialists and psychiatrists, making me a medical colleague as well as a student
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researcher. I was aware that this could influence both parties in the interviewing
process. For participants, being interviewed by a colleague could heighten self-
consciousness and anxiety, thereby restricting freedom in expressing their ideas.
Participants, especially palliative medicine specialists, could also refrain from
criticising psychiatric models out of consideration of my profession as a psychiatrist.
For both participants and me, a collegial rapport could also lead to an assumption of
shared knowledge or understanding, which could compromise a fuller exploration of

concepts.

To address the potential influences during interviewing, I was vigilant of the use of
language including the participants’ and mine, and used their language as much as
possible as well as exploring their meanings without judgement. Additionally, I
transcribed all interviews as they took place, and these were read by my supervisors,
who did not raise any concerns about overt signs of undue interviewer influence on
the material. I was aware that some (but far from all) participants appeared slightly
uneasy during interviews, and one even remarked that the interview was “like a viva”.
I acknowledged that a degree of self-consciousness and discomfort was part of
research interviews, and attempted to put participants at ease by emphasising my
role as a student researcher, the fact that there were no right or wrong perspectives
on the subject matter, and that my goal was to understand their thoughts. For most
participants who had been somewhat anxious, they seemed more at ease as the
interviews progressed and as their focus became occupied by the development of
their own ideas. I was somewhat unprepared when one participant clearly related to
me as a psychiatrist rather than a researcher and asked me questions about
depression diagnosis and treatment. In response, I evaded the questions in the
interest of keeping my views separate from the interview. However, having
considered this matter further, I would in future research endeavour to plan for a

more elegant response that acknowledges the relevance of such questions but gently
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re-orients the participant to the boundaries of my role in research interviews. I was
also aware that as an “insider” and being familiar with psychiatric models of
conceptualising depression, I at times did not ask psychiatrist participants to explain
terms and concepts in as much details as I would have for the palliative medicine
specialist group. This experience will inform my future research practice in

enhancing my level of self-awareness.

In data analysis, I was mindful of the fact that some participants and I shared ideas
on the subject matter, and as such, I was careful that these ideas were not over-
emphasised. During the whole process of thematic analysis, I constantly checked the
authenticity of my codes and themes against the raw data. My supervisors assisted in
enhancing the trustworthiness of the findings by independently coding one full
transcript and comparing these with my codes. They also examined the final themes

of my analysis in conjunction with the transcripts to verify their authenticity.

Over the course of my candidature, my appreciation of the reflexivity process in
qualitative research has deepened. Whereas I had understood the theory and
importance of reflexivity from the outset, through active experience, I have developed
greater comfort in engaging in this self-analysing process and in reporting my
observations and thoughts. Beyond reasons of transparency and methodological

rigour, reflexivity is a tool in my continuing development as a qualitative researcher.
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4.2 Abstract

Objective: Medical practitioners have different causal explanations for
depression, and may have greater difficulty in explaining causality of depression in
the palliative care setting. The objective of this study was to investigate and describe
the causal explanations of depression in the palliative care setting, from the
perspective of palliative medicine specialists.

Methods: Palliative medicine specialists practising in Australia were recruited
and purposively sampled. Individual semi-structured, in-depth interviews were
conducted to explore their explanatory models of depression, including a focus on
causal explanations. Nine participants were interviewed to reach data saturation.
Interview transcripts were analysed for themes.

Results: Six themes for causal explanations of depression were identified: (1)
Depression is inexplicable; (2) Biological explanations — primarily neurotransmitter
depletion; (3) Psychological explanations — including reaction to circumstances,
inability to accept illness and dying, diminished self, and coping mechanisms; (4)
Social explanations — including inadequate social support, and contribution from
modern medicine and societal norms; (5) Interrelationships between causal factors —
mainly multifactoriality; (6) Different explanation for de novo and pre-existing
depressions. Participants also articulated a link between causal explanations and
clinical interventions.

Conclusions: Palliative medicine specialists hold causal explanations of depression
that align with the biopsychosocial and vulnerability-stress models. They use
multiple individual explanations with diverse theoretical underpinnings, and largely
view depression as multifactorial in causality. Given that causal explanations are
linked to clinical interventions, these findings have implications for clinical practice

and medical education.
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4.3 Introduction

Aetiology and pathogenesis are keystones to understanding illnesses, and are central
determinants for prevention and management. Although depression is widely
established to be common in the palliative care setting,[15,16] it remains poorly
understood in many respects, including its causality and pathogenetic mechanisms.
This situation is similar outside the palliative care setting, where depression is
generally thought to result from complex interrelations between multiple causal and
influencing factors across the lifespan, of a biological, psychological and/or
sociocultural nature.[107,183] Within this framework, risk factors rather than causes

have been identified, and pathogenetic mechanisms remain largely propositional.

There have been different paradigms over time for studying the causality and
mechanisms of depression. These have placed varied emphases on biological versus
psychosocial  factors,[45,48] with competing paradigms being almost
incommensurable with one another in their theoretical and philosophical
assumptions.[107] The biopsychosocial model,[184,185] which was originally
proposed as an alternative to the reductionistic biomedical model of illness, has
tempered to an extent such divisions by providing a broader and more holistic
framework, and has arguably become the prevailing framework for explaining

psychiatric disorders.[106]

Studies of medical practitioners have identified biomedical and psychosocial causal
explanations as two distinct ways of understanding depression, which often generate
dissonance and conflict in being reconciled to inform management.[102-105] Little is
known about medical practitioners’ causal explanations for depression in the
palliative care setting. Previous research shows that medical practitioners consider
depression to be different in this compared with other settings.[177,186] In view of

this, it is relevant to examine the causal explanations held by medical practitioners in
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this specific setting. In one study, almost half of the sample of palliative medicine
practitioners was ambivalent about whether depression had identifiable causes, and
respondents primarily attributed causality to psychological and existential/spiritual
factors over biological factors, in similar proportions to their preference for

psychological intervention over pharmacotherapy.[177]

The present study aimed to investigate and characterise palliative medicine
specialists’ causal explanations for depression in the palliative care setting. The
research question is: “What are palliative medicine specialists’ explanatory models of

depression?”

4.4 Methods
As the methodology has already been described elsewhere,[186] readers are referred
to the earlier source for details on recruitment, data collection and analysis. A

summary is provided below.

Palliative medicine specialists practising in Australia were recruited through a local
palliative medicine conference, and participants were selected using purposive
sampling that considered gender and geographical location. Participants underwent
individual, semi-structured, in-depth interviews. An interview guide was used, which
included key content areas of the concepts of depression, its causality and
pathogenetic mechanisms, timing and onset of symptoms, course and treatment.
Participants were given freedom to speak on these areas as well as other emergent
areas relevant to the topic. As different understandings of depression were assumed,
the term “depression” was used in interviews with the only specification being the
clinical usage of the term. The first author, a psychiatrist with an interest in palliative
care, conducted all interviews. Nine participants were interviewed to reach data

saturation, which was identified through a process of constant comparison using an
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audit trail. The demographic characteristics of the sample were described in the
earlier paper.[186] The mean duration of the interviews was 60.2 minutes (range 46-

76 minutes).

The interview transcripts were analysed for themes by the first author, using
thematic analysis as outlined by Braun and Clarke.[142] To enhance trustworthiness
of the findings, both co-authors (ACH and GBC) verified the codes generated from
the first fully coded transcript against the raw data, and one co-author (ACH) also
verified the final themes against the raw data in all transcripts. Differences arising
from this process were discussed among all authors to reach consensus. NVivog

software[141] was used to assist with data organisation.

This study received institutional approval from the University of Adelaide Human

Research Ethics Committee (H-086-2010).

4.5 Results

Six themes were identified in relation to participants’ causal explanations of
depression: Depression is inexplicable; biological explanations; psychological
explanations; social explanations; interrelationships between causal factors; and,
different explanation for de novo and pre-existing depressions. Participants applied
multiple causal explanations, but gave different primacy of focus in their
explanations, such that individual participants ranged from holding primarily
biological or psychosocial explanations, to holding a combination of these in equal

weighting. Data extracts are given in tables to illustrate the subthemes.

4.5.1 Depression is inexplicable
Depression was considered to be inexplicable in the sense of being random in its

occurrence, capable of affecting any individual at any time, and reflecting “bad luck”.
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Its inexplicability was also underpinned by having causality that is difficult to pin
down, which left participants with an uncertain explanatory framework (Table 1).
Participants felt that existing causal explanations are inadequate as a means of
understanding pathogenesis. For example, a participant compared explaining
depression as a chemical imbalance to explaining headaches as an aspirin deficiency.
In a similar vein, participants also reflected on the inexplicability of resilience, or in
other words, why more individuals do not become depressed in the end-of-life (EOL)

setting, given the frequent presence of depressogenic factors.

Table 1. Illustrative data extracts for the theme: Depression is inexplicable

Subthemes Illustrative data extracts

Depression strikes randomly  “I think it just reflects that depression can hit, you know,
the general population, and because of the organic factors
that happen in palliative care, it hits with more
frequency, but I think it’s sort of semi-random who gets it
and who doesn’t.” (Participant #3)

Causality of depression is “I think it’s hard to pin down to one cause, or even say

hard to pin down what the contribution is...there’s possibly a bias from
other members of the team to look for psycho-socio-
spiritual issues in terms of causing the patient’s mental
distress and depressive symptoms, rather than thinking
there’s a disease that requires physical treatment...I don’t
think it’s one or the other.” (Participant #1)

4.5.2 Biological explanations

The majority of participants considered depression to be caused by neurotransmitter
depletion (Table 2). For some participants, depression was pathologically defined in
terms of neurotransmitter depletion, and a “true depression” was equivalent to a
“biological depression” that is marked by brain neurochemical changes. Contributing
factors such as a fragile neurotransmitter system and physical illness were integrated
into this model to provide an intrinsically coherent explanation for the link between
vulnerability factors and the occurrence of depression. The neurotransmitter
depletion model equipped participants with a framework for explaining depression to

patients and to assist in engaging them in treatment. Participants described
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employing variations on the theme that included analogies of supply and demand,
replacement of depletion, and readjustment of balance. This model also indicated a
clear role for medication as treatment, and placed pharmacotherapy as the “thrust” of
treatment. Non-biological interventions were given secondary status and were

conceptualised in terms of helping to readjust neurochemical balance.

Within this model, participants organised their understanding of how the
neurotransmitter imbalance arises in terms of predilection and triggers (Table 2).
Biological propensity to depression was considered to involve genetics, brain
development, brain structural changes, ageing and illness. Patients with a history of
depression were also seen to be biologically vulnerable to depression recurrence
when further neurochemical insults occur. Resilience was explained in this
framework as particular ways in which neurotransmitters are bound, as a result of
genetics and development. Biological triggers of depression in the palliative care
setting were either seen as direct illness factors, such as metabolic illness effects,
cancer-related bioactive peptides or immunological markers, and a failing body, or as
indirect illness factors that included poor symptomatic control, insomnia and

chemotherapy. Dying itself was not considered to be a causative factor of depression.

Table 2. Illustrative data extracts for the theme: Biological explanations of depression

Subthemes Illustrative data extracts
Neurotransmitter depletion “I'm certain that of course there’s a depletion of
causes depression neurotransmitter amines in the CNS (Central Nervous

System), which is how pathologically, you can define
depressed states sometimes, and that’s how medication
is supposed to work, in interfering with metabolism of
neurotransmitter amines.” (Participant #4)

Biological propensity to “I think it’s a nasty disease that probably has some

developing depression chemical and perhaps even some structural elements to
it in the brain, definitely chemical elements...For a lot of
people, it’s an inherited risk.” (Participant #9)

Direct illness causative factors  “I think physical illness has profound metabolic effects,
which affect every part of our body — our muscles
waste, our appetite goes down, we lose weight, we lose
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Indirect illness causative
factors

strength, we get profound fatigue. I think in the same
way, these metabolic changes can affect the brain,
‘cause our brain isn’t separate from our body.”
(Participant #3)

“I guess insomnia itself can alter people’s moods...and if
patients have (poorly-controlled) symptoms, that would
alter their mood.” (Participant #1)

4.5.3 Psychological explanations

Another dominant theme in the participants’ causal explanations for depression was

psychological causality. There were diverse explanations, although most related to

illness and dying (Table 3).

Table 3. Illustrative data extracts for the theme: Psychological explanations of

depression

Subthemes

Illustrative data extracts

A reaction to circumstances

Inability to accept illness and
dying

Diminished self

Coping mechanisms are
modulating factors

“Obviously, you know, seriously depressing life
situations can cause people to become depressed.”
(Participant #9)

“..there’s a distinct group of people who...continue to
ruminate about why me and how can I cope with this, I
never wanted to live like that, what sort of a life is this?
Twish it was all over, I'd be better off dead. It’s very
important for us not to collude with that.” (Participant

#3)

“...if someone who also lives very much in their physical
body about being able to move and to be independent,
the whole idea of, I guess, loss of function, loss of
independence, loss of ability, resonate to make sense
about low mood.” (Participant #5)

“I think, again, it depends on the premorbid personality
as to how people react emotionally, and so, depending
on a person’s coping skills and the mechanisms they’ve
used throughout their lives, so they react and so they
respond.” (Participant #4)

First, depression was thought to be a reaction to life circumstances. Receiving bad

news such as disease progression and transitioning into palliative care were

considered to be triggers that accounted for increased incidence of depression at

those times in the illness trajectory. Another subtheme was that inability to accept
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illness and dying leads to depression. Non-acceptance was thought to arise from
unresolved grief, externalised anger over personal predicament, and discrepancy
between expectations and reality. In line with this understanding, assisting patients
to reach a state of acceptance regarding illness and dying was seen to be an effective
therapeutic intervention. Consequences of illness and dying on the self formed a third
way of explaining depression in psychological terms. In this subtheme, the self
becomes diminished through losing control and independence, and being
disempowered, resulting in loss of confidence and a sense of being useless, hopeless,

and a failure.

The last subtheme was that coping mechanisms mediate the development of
depression. These coping mechanisms were understood as part of personality, often
formed through learnt life experiences, and were consistent over time between the
“premorbid” period and when faced with a life-limiting illness. Certain personality
traits, such as being pessimistic, action-oriented or being less contemplative or
spiritual-minded, were considered to place individuals in a vulnerable position to
developing depression. In contrast, past life experiences were understood to
strengthen individuals’ coping and thus explain their resilience to succumbing to

depression during terminal illness.

4.5.4 Social explanations

Depression was considered to be more common among those who are inadequately
supported, socially isolated and lonely (Table 4). Social support was seen to protect
patients by allowing them to address their sadness, a process which, if thwarted,

would lead to depression.

Another subtheme was the role of modern medicine in causing depression (Table 4).

Two mechanisms were described. The first was treating patients with a
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disempowering and isolating approach. Consistent with this understanding,
journeying with patients and keeping patients informed of their disease status were
regarded to prevent and ameliorate depression. The second mechanism was trauma
from treatment. An example given was the use of multiple lines of chemotherapy,
which can cause harm by subjecting patients to repeated cycles of hope and

disappointment, and this was compared to a form of torture.

Societal norms were also thought to contribute to the development of depression by
exerting pressure on patients to maintain positivity to the extent that their reality of
dying is denied (Table 4). The devaluing by society of those who are old, ill,
debilitated and dying was also considered to contribute to depression in terminally ill

patients.

Table 4. Illustrative data extracts for the theme: Social explanations of depression

Subthemes Illustrative data extracts

Inadequate social support “...the patients that come to mind (as more vulnerable to
depression) are often the patients who are more isolated,
so patients who live on their own,...people who are
estranged from families...it seems to be more of a problem
for those people who are socially isolated and alone.”

(Participant #5)
Modern medicine creates “I think anxiety and depression are linked together, and I
depression think that comes partly from people feeling

disempowered and lack of control, and I think that
modern medicine tends to make that worse as well,
because people get plugged into a system which tells them
what they’ve got to do all the time.” (Participant #2)

Societal norms contribute to  “..there’s such pressure on people to maintain hope and

depression be positive, that it almost denies them the opportunity to
think about the negatives, and by not acknowledging
that, I think that generates a lot of anxiety and fear and
uncertainty, which again might be interpreted as
depression.” (Participant #2)

4.5.5 Interrelationships between causal factors
Participants articulated multiple causal explanations for depression, and how

individual explanations were understood in relation with one another took three
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forms (Table 5). One form was in terms of a continuum, spanning from psychosocial
factors at one end to organic factors at the other, giving rise to various types of
depression. However, the most common form by far was multifactoriality, where
depression was considered to have multiple concurrent, parallel causal explanations,
which were all accepted as important. The biopsychosocial model was regarded as
standard in this approach of explanation, and there was no articulation of how
individual explanations interact with one another to generate depression. The third
way of relating causal threads was integrative. In this approach, an overarching
theoretical framework connected the different causal explanations, in contrast to the
unlinked, parallel explanations in multifactoriality. Integrative explanations were
scantly articulated among the participants, but an example is given in Table 5 that
links life experiences with brain development, with brain dysfunction as the
overarching explanatory framework for depression. Another participant explained
the concept of resilience in terms of the impact of upbringing on neurotransmitter

binding, thus connecting developmental and neurobiological aspects.

Table 5. Illustrative data extracts for the theme: Interrelationships between causal
factors

Subthemes Illustrative data extracts

Continuum of explanations  “..what I'm trying to say is that there is a continuum between the
type of anxiety and depression...it’s situational...and there’s more
chance of psychotherapy or psychological counselling to assist
that person. But on the other end of the spectrum, it’s not just the
situation, it’s organic effects.” (Participant #3)

Multifactoriality “I think it’s part of a biopsychosocial response...with people who
have got cancer, it’s because of illness. Others see it as a major
challenge to their personal integrity as a person, and there is a lot
of stress, physically, psychologically, emotionally, spiritually on
the body, and I guess depression comes about as an abnormal
delay in response to everything that’s happened.” (Participant
#8)

Integrative explanations “Obviously, there’s some biochemistry involved in there, and I
guess that biochemistry and genetics are involved in there
somewhere, and...learnt experiences of life as well, which I guess
becomes reflected in the development of their brain.” (Participant
#2)
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4.5.6 Different explanations for de novo and pre-existing depressions

Participants conveyed the notion of different causality for depression that occurs for
the first time in the context of life-limiting illness, compared with depression that has
precedence before the illness (Table 6). Those with previously diagnosed depression
were seen to be vulnerable to becoming depressed again, especially when faced with
added stressors such as terminal illness and its implications, which were considered
to play a triggering role. For this group, terminal illness or dying was sometimes
considered to play no causative role at all in the recurrence of depression. In
comparison, the causality of de novo depression was predominantly attributed to

illness (primarily malignancy) and its biological effects on the brain.

Table 6. Illustrative data extracts for the theme: Different explanations for de novo
and pre-existing depressions

Subthemes IMMustrative data extracts

Propensity for depression “..(the) group who’ve had episodes in the past, I sort of

in pre-existing depression explain it that your brain has this propensity or
vulnerability to dip in the hormones that make you feel
more up than down, but I'm not surprised that this disease
has triggered it.” (Participant #6)

De novo depression has “Someone who has never had a depression in the past, I

different mechanism wonder if what’s happening in the brain is the same sort of
neurochemistry as happening in someone who’s had
depression in the past, who has now a major illness and it’s
happening again. Or whether it’s a different physical
change put on by the whole stress of the cancer on the
body...as part of the cancer-related syndrome.”
(Participant #8)

4.6 Discussion

This study demonstrates that palliative medicine specialists have a variety of causal
explanations for depression in the palliative care setting. These largely follow the
three constituent domains of the biopsychosocial model.[184] Within this
framework, participants identified vulnerability and triggering factors, suggesting

that their causal explanations also follow the vulnerability-stress model.[187]
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Explaining causality along these dual dimensions of the biopsychosocial and
vulnerability-stress models is widely adopted in psychiatry, and forms a common
framework for psychiatric formulation.[188] Thus, our findings support that
palliative medicine specialists generally have a holistic approach to understanding
depression, and use an explanatory framework that is structurally comparable to that

used in psychiatry.

Two further observations of our findings can be made: First, participants differed
individually in their causal explanations; secondly, participants rationalised their
interventions and engaged patients in treatment through their causal explanations,
which support a direct relationship between attributed causality and treatment. The
various causal explanations reflect diverse theoretical underpinnings.
Neurotransmitter depletion is situated in the monoamine hypothesis of
depression.[189] Among the psychological explanations, depression as a reaction to
circumstances is reminiscent of the Meyerian concept that depression is a
psychobiological reaction to stress;[106,190] inability to accept illness and dying as
an explanation is rooted in theories of grief, which place depression as either a part of
normative grief or a pathological form of grief;[94-97] the idea of diminished self is
similar to demoralisation, with its manifestations of subjective incompetence, loss of
control, diminished self-esteem, helplessness and hopelessness;[191,192] and the
mediating role of coping mechanisms is aligned with coping and personality
theories.[193,194] The social support emphasis evokes a number of social support
theories that consider how social support protects people from stress and promotes
coping, self-esteem, emotional self-regulation and a sense of identity.[195] The idea
that society denies terminally ill patients their reality of dying is comparable to the
concept of disenfranchised grief,[196] while iatrogenic causation relates to notions of

demoralisation,[191,192] dignity,[197] and psychological trauma.[198]
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Biological and psychological causality were prominent themes in this study, and the
overall causal explanations of the participants are positioned between the primarily
biological[102] or primarily psychosocial[103-105] causality that have been reported
in the depression literature. Neurotransmitter depletion was dominant as an
explanation among participants, which is notable in view of previous research that
suggested a predominantly psychological and existential/spiritual causal attribution
in the palliative care setting.[177] A primarily neurochemical causal explanation was
similarly reported among primary care medical practitioners, and depression with
non-psychosocial origin was likewise equated with “true depression”.[102] In
contrast, other studies have reported a primarily social attribution of depression
among primary care practitioners,[103-105] including two that focussed on
depression in the elderly,[104,105] which has relevance for the palliative care setting.
The prominence of terminal disease in the palliative care context may reinforce the
relevance of biological contributions to depression, but the reasons for the
dominance of the neurotransmitter depletion explanation in this study are not
entirely clear. The monoamine hypothesis of depression has been influential in
depression research and treatment for over 50 years, but is increasingly recognised as
a simplistic model of explaining depression that has largely resulted in research
stagnation.[170,199] Despite this, it appears to remain influential in medical
practitioners’ causal explanations, which may reflect delay in paradigmatic shifts
from research to practice, or may indicate the tenacity of a theory that harmonises

with the biomedical framework, which is familiar to medical practitioners.

The variety of causal explanations described by the participants suggests that they
could flexibly accommodate individualised explanations within the biopsychosocial
framework. However, participants applied multiple causal explanations within this
framework, each with its distinct theoretical underpinning, and all were sometimes

seen as equally important. When used in this way, biopsychosocial causal
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explanations have limited cohesive explanatory power. The deficiencies of the
biopsychosocial model as a causal explanatory framework have been
argued,[106,200,201] including the claim that it provides eclectic candidate risk
factors that retrospectively justify the occurrence of psychiatric disorders, rather than
predictively explain how they arise,[201] a situation that has been analogously
compared to having a list of ingredients without a recipe.[106,202] Such a
multifactorial biopsychosocial model, although holistic in schema, lacks specificity
when used to guide management. This is particularly problematic at the EOL, where
limited time and resources make specific targeted interventions desirable, instead of
a blanket or a trial-and-error approach, both of which may inefficiently utilise
resources and increase the interventional burden for patients. A strong causal
explanation model should also explain the absence of illness as well as its presence.
The biopsychosocial model has little capacity to explain why people do not develop
depression given the presence of risk factors, other than providing a list of resilience
factors. In fact, some participants reflected on this very point, in wonderment of the
resilience of most patients in not succumbing to depression under the circumstances
of terminal illness. The limited specificity and explanatory power of this causal
explanation model possibly account for why some participants describe depression as
inexplicable and random, and as reported elsewhere, uncertain about whether

depression has identifiable causes.[177]

The theme of de novo depression being different from recurring or pre-existing
depression reverberates with previous findings,[177,186] and is a hypothesis that
deserves further investigation as it has implications for refining treatment. This
theme also raises the issue of the extent to which causal explanations hinge on the
perspectives of medical practitioners. Palliative medicine specialists may have a
confined view of a patient’s depression within the spotlight area defined by the

palliative phase of care, without the advantage of witnessing the patient’s experiences
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over a whole life perspective. This is true of any specialised medical setting, and
caution is therefore necessary when making assumptions of causality based on a
previous history of depression. It may be more useful to differentiate depression

according to its qualities or phenomenology,[54] rather than past history alone.

As discussed elsewhere,[186] the first author’s status as a psychiatrist might have
inadvertently influenced interviews, but any influence on data analysis was
minimised by having the co-authors (a palliative medicine specialist [GBC] and a
psychologist [ACH]) verify codes and the final themes against the raw data. The
findings of this study should be transferable to settings where palliative medical
training, practice and culture are similar to Australia, but may still be of interest to

those that differ.

In conclusion, this study demonstrates that understanding causal explanations is
important, because medical practitioners consider interventions in reference to
causality and employ causal explanations to engage patients in treatment. It also
describes the variety of causal explanations for depression in the palliative care
setting, and how multiple causal explanations are conceptualised in relation to one
another by palliative medicine specialists. Conceptually, it is important to promote
the examination and active discussion of the causality models that underpin the
clinical approach to depression. Although causality of depression is complex and
unlikely to be explainable by single causal mechanisms, this difficult situation should
be emphasised in medical education, as the appeal of reductionistic explanations can
generate confusion and misguide clinical intervention. As paradigms evolve in
relation to depression research and clinical practice, close collaboration will be
necessary between psychiatry, palliative medicine, psychology, and the biological and
social sciences, in order to enrich and further both knowledge and skills in

approaching depression at the EOL.
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5.2 Abstract

Background: Treatment of depression in the palliative care setting is complicated by
varied treatment preferences, a small body of research, and unique challenges
associated with the end-of-life. Little is known about the treatment practices of
medical practitioners in this setting.

Objective: This study aimed to investigate and characterise the treatment
approaches of palliative medicine specialists for depression.

Design: Semi-structured, in-depth interviews were conducted to explore
explanatory models of depression from palliative medicine specialists, including a
focus on treatment. Verbatim interview transcripts were analysed for themes.
Setting/Participants: Palliative medicine specialists practising in Australia were
recruited and purposively sampled. Nine participants were interviewed to reach data
saturation.

Results: Five themes were identified in relation to treatment of depression: (1)
Guiding principles of treatment; (2) treatment approaches; (3) factors underpinning
treatment decisions; (4) difficulties arising in treatment; and (5) inter-disciplinary
roles. Participants described five distinct treatment approaches, consisting of
biological orientation, psychosocial orientation, combination approach,
undifferentiated approach, and ambivalence. Treatment decisions were contingent
on patient, depression, clinician and sociocultural factors. Difficulties included
discomfort with treating depression, being inadequately equipped, and confronting
therapeutic limitations. Treating depression was considered to require multi-
disciplinary team effort.

Conclusions: Palliative medicine specialists’ treatment approaches are linked to
their concepts of and causal explanations for depression. Future treatment guidelines
could aim to consider specific varieties of depression, be more differentiated in

treatment modality and type, and consider decision-shaping factors. Continuing
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mental health education and the incorporation of psychiatry and psychology into

palliative care services may have enduring benefits.

5.3 Introduction

Medical practitioners have different treatment preferences for depression in the
palliative care setting in terms of treatment modalities and the selection of specific
pharmacotherapy,  psychotherapy @ or  complementary and  alternative
medicine.[37,39] Varied opinions on treatment have also been reported among
recognised experts in the field.[172] Although expert recommendations and
guidelines are available for the treatment of depression in the palliative care
setting,[32,203-205] insufficient evidence has restricted their
specificity.[32,206,207] Treatment is further challenged by considerations within the
palliative care setting, such as short life expectancy, fear of interfering with emotional
adaptation to the end-of-life (EOL), multiple priorities that compete for limited
clinical time, and the relative inaccessibility @ of mental health

specialists.[37,39,101,208]

Given the variability in treatment preferences and complexities presented by the
palliative care setting, investigating the treatment approaches of medical
practitioners could clarify how treatment decisions for depression are made, and
identify foci for further research and debate. Few studies have explored this area,
although the available literature suggests that medical practitioners in palliative care
have a clear  preference for  psychological interventions over

pharmacotherapy.[39,177]

This study asked the research question: What are the treatment approaches of

palliative medicine specialists for depression in the palliative care setting?
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5.4 Methods

Readers are referred to an earlier paper for details on recruitment, participant

characteristics, data collection and analysis.[186]

In brief, palliative medicine specialists practising in Australia were recruited through
a local palliative medicine conference and purposively sampled with consideration
given to gender and geographical location. The first author, a psychiatrist with an
interest in palliative care psychiatry, conducted all interviews. Individual, semi-
structured, in-depth interviews were conducted with the aid of an interview guide. As
different understandings of depression was assumed, the term “depression” was used
in interviews with no specification of diagnostic terminologies other than the clinical
usage of the term. Nine participants were interviewed to reach data saturation, which

was identified through a process of constant comparison using an audit trail.

Interview transcripts were analysed for themes using the thematic analysis method
outlined by Braun and Clarke.[142] The co-authors, a psychologist (ACH) and a
palliative medicine specialist (GBC), verified the initial codes from one full transcript.
ACH also verified the final themes against the entire dataset. Discrepancies were
discussed among all authors until consensus was reached. NVivog software[141] was

used to assist with data organisation.

This study received institutional approval from the University of Adelaide Human

Research Ethics Committee (H-086-2010).

5.5 Results

Five themes were identified: Guiding principles of treatment; approach to treatment;
factors underpinning treatment decisions; difficulties arising in treatment; and inter-

disciplinary roles.
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5.5.1 Guiding principles of treatment

Three principles underlay the participants’ approach to managing depression (Table
1). Firstly, treating depression was considered a remit of palliative care. Participants
related this to palliative care goals of being holistic, caring for the person, and
alleviating suffering. They viewed the management of depression and physical
symptoms as intertwined, and valued accompanying patients through the terminal
phase of illness. These factors contributed to their sense of responsibility for treating

depression.

Secondly, treatment was the default position, with some participants indicating that
they would always intervene in some way. This was linked to the idea that suffering
required intervention. Uncertainty about the diagnosis of depression was not
regarded as a reason for not implementing treatment, which was justified by
potential therapeutic benefits and the risk of missing an opportunity to alleviate

suffering.

The third principle was that treatment should be individualised, in the sense of
accommodating individual circumstances, such as degree of frailty and quality of
existing social support. Personal context was also important, and referred to
respecting the patient’s way of approaching the EOL, and understanding the life

experiences that had shaped this.

Table 1. Illustrative data extracts for the theme: Guiding principles of treatment

Subthemes Illustrative data extracts

Treating depression is a remit of “I think you can’t address emotional things in

palliative care isolation...it goes without saying that we rigorously
address the obtrusive physical symptoms, and are
obliged then to follow up their emotional pain and
their spiritual pain...I think holistic care means that
we look at the whole person...to see if we can relieve
their distress in other parts of who they are, and that
may mean then that we need to address a depressed
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state.” (Participant #4)

The default is to treat “..1t’s that business of just...how much of it is
depression and how much of it is an appropriate
reaction to a horrible situation. And often, I guess, we
treat it as depression because if we can make them a
bit better, it’s a good thing.” (Participant #9)

Treatment should be “..the complexity of their lives is a unique and

individualised individual thing...if you recognise that and approach it
as that, and then take each person on their own
merits...rather than trying to categorise them...in
some people you might use some antidepressants, but
in all of them, you need to look at the context in which
they are approaching the end of their life, and their
experiences and what’s shaped them the way that they
are.” (Participant #2)

5.5.2 Approach to treatment

Participants’ treatment of depression can be described by five distinct approaches
(Table 2). Those with a biological orientation considered pharmacotherapy, primarily
antidepressants, to be core treatment, which was generally acceptable to patients and
could benefit other problems such as insomnia, anorexia and nausea. Depression was
thought to be, by definition, non-amenable to social intervention, and non-
pharmacological therapies could only serve an adjunctive role, for instance, as a
temporary diversion. Pharmacotherapy was considered to be a role of medical
practitioners, and required expertise in combining pharmacological knowledge,
clinical experience and skills. Electroconvulsive therapy (ECT) was regarded as an
effective treatment, especially in the elderly, but was often contraindicated in

terminally ill patients.

In contrast, participants with a psychosocial orientation considered depression in
palliative care to be more amenable to interpersonal support, and viewed
psychosocial interventions as key and always necessary, even when patients were
close to death. Pharmacotherapy was considered ineffective and was infrequently

used. Restricting treatment to pharmacotherapy was considered problematic.
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Psychosocial interventions involved various foci: Establishing a relationship
characterised by genuine regard, human connection, accompaniment and validation;
communication and listening to patients’ inner experiences; existential exploration
such as the meaning of illness, accepting death and dying, life review, and redefining
hope; restoring a sense of selfhood and autonomy; promoting healing; assisting with
practical issues; providing an environment and professional structure that instilled a

sense of security; and supportive care for the family.

For participants who described a combination orientation, treatment involved
pharmacotherapy and psychosocial interventions, which were both seen as integral

and jointly attended to the mind and body aspects of the individual.

In the undifferentiated approach, participants did not have a clear preference for
treatment. Different interventions were discussed in interchangeable terms, for
example, treatment with either pharmacotherapy or psychotherapy was seen to be

equally appropriate, or different forms of therapies were non-selectively offered.

Some participants conveyed ambivalence in the treatment that they offered. This
ambivalence originated from doubts about the effectiveness of treatment, or a sense
that the offered treatment was a compromise. For example, prescribing
antidepressants was described as a concession in situations where psychological

therapy was preferred but unavailable.

Table 2. Illustrative data extracts for the theme: Approach to treatment

Subthemes Illustrative data extracts

Biological orientation “If I think it’s true depression, ...I would normally use an
anti-depressant...(...)...I mean, all of (non-pharmacological
interventions) will sometimes help the patients to get out of
themselves for the period of time that they’re doing whatever
they’re doing. So I think as a diversionary thing, they’re
sometimes very helpful...” (Participant #9)
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Psychosocial orientation “..1f in the context of life-ending illness, (depression) is more
amenable to...social and supportive and human therapy,
than it is to drug therapy....(...)...If the person can accept
(dying) as an unfortunate reality for them,...and if we can
help people to arrive at that state, then that’s the kind of
therapeutic intervention that for me is most effective.”
(Participant #2)

Combination orientation “In lots of ways, the treatment of depression is a mind and
body sort of process, so you can deal with the chemical side
of things with the antidepressants, and you can deal with
some of the mind sort of processes through acknowledging
distress, but there is a lot of support that you need to give
people in terms of reassurance that they’re not going to be
left alone and isolated, and there is a mechanism for support
for them and for their families as well, which I think is as
much a part of managing the patient as is giving the
prescription for the drugs.” (Participant #7)

Undifferentiated approach “Well, if I think someone has a depressed mood or they’ve got
sadness or spiritual distress, and they’re sort of fall in the
criteria, I always ask every therapist that we have available
to see the patient, to see if they can connect or help with the
patient.” (Participant #8)

Ambivalence “...my sense is that I end up prescribing antidepressants for
a number of patients who I would feel much more
comfortable if I could organise for them to see a
psychologist, ...to actually dedicate more time for them,
but...those services are just not available to people.”
(Participant #5)

5.5.3 Factors underpinning treatment decisions

Treatment decisions were underpinned by four groups of factors relating to the
patient, depression, clinician and sociocultural environment (Table 3). Patient factors
included illness considerations such as the level of disability and prognosticated
survival. Frailty associated with advanced disease was seen as a barrier to
psychological interventions that required the stamina to sustain conversations, and
could also render patients incapable of taking oral medication. Anticipated survival
was a deciding factor for treatment, especially in relation to pharmacotherapy, which
was not prescribed when insufficient survival time was prognosticated. A prior
history of depression was considered significant, because of the idea that

antidepressants work better for recurrent depression but poorly for de novo
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depression. Patients’ receptiveness to treatment also determined treatment decisions,

as treatment could not be forcefully imposed.

Depression considerations included attributed causality, diagnosis, severity and
symptomatology. Depression attributed to situational causes was thought to be more
amenable to psychotherapy than depression attributed to “organic” causes. Diagnosis
was relevant, as exemplified by notions that Adjustment Disorder did not require
pharmacotherapy, or that clinical depression could not be treated with supportive
measures. Less severe depression was considered to respond to human connection,
while severe cases might require ECT. Symptomatology referred to the symptom
profile of depression, which formed a basis for the choice of antidepressant as well as
psychosocial intervention, for example, talking about worries was thought to be

unhelpful for patients who had ruminations.

Participants’ prior work experience influenced treatment recommendations, as
exemplified by one participant who readily considered ECT because of prior

psychogeriatric work.

Sociocultural factors involved considerations of treatment accessibility and local
treatment practice. Accessibility referred to constraints imposed by the patient’s
financial capacity to afford the recommended treatment, and the availability of
treatment options. Antidepressants were commonly prescribed because they were
readily available, whereas psychotherapy was often precluded by the difficulties in
accessing psychologists or psychiatrists. Local treatment practices were recognised to
vary, in terms of treatment approach and the ambient level of mental health

expertise.
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Table 3. Illustrative data extracts for the theme: Factors underpinning treatment

decisions

Subthemes

Illustrative data extracts

Patient factors

Depression factors

Clinician experience

Sociocultural factors

“I think people who are very sick and weak and frail, are not easily
able to embark on hour-long sessions of talking, so you have to fit
your therapy to the patient and to the stage of their
illness...(...)...There’s not a lot of use prescribing antidepressants to
somebody who’s only got three days to live, you know, that’s
nonsense.” (Participant #4)

“..depending on what the symptoms are, whether they’re anxious
and agitated, or whether it’s more of a hypoactive kind of
depression, then I'll decide, you know, on an antidepressant.”
(Participant #6)

“I'm probably more likely to suggest ECT than anyone else, and
that’s I guess ‘cause I've worked in an aged care psychiatry unit
and I used to work in geriatrics, and for older people, ECT can in
fact be really good and very helpful, so I'm a little bit more likely to
suggest it.” (Participant #9)

“...you often wonder, if this same patient is being cared for in a
different state or a different country, would they be offered a very
different therapy, or are they missing out?” (Participant #5)

5.5.4 Difficulties arising in treatment

Participants described four difficulties they faced in treating depression (Table 4).

Table 4. Illustrative data extracts for the theme: Difficulties arising in treatment

Subthemes

Illustrative data extracts

Discomfort with treatment “..discussions that seem to happen in palliative care

Inadequacy

teams are often around either not wanting to be
nihilistic and say, ...they’ve got cancer, they’re dying, of
course they’re sad, let’s not do anything. But swinging
the other way, which is everyone is sad, we’ll just
prescribe an antidepressant because they’re bound to
feel better and that will make us feel better because
we’ve done something.” (Participant #5)

“I don't, to be honest, I never come to more detail (about
non-pharmacological intervention). Partly because it’s
time, partly because I'm not familiar enough with the
behavioural therapies. I just don’t know enough about
them. So I sort of pass the buck to the people who do.”
(Participant #6)

Therapeutic limitations “One of the saddest and probably depressed men I've

ever met...was a man whose wife had dementia
and...he’d promised that he’d look after her. He was
dying...and his despair was about the fact that he wasn’t
gonna be able to fulfil his promise to his wife,...so that’s
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what made him despondent...I don’t think there’s an
answer to that...we couldn'’t fix that issue.” (Participant

#2)
Risk of trying to treat multiple  “..mirtazapine is becoming incredibly widely
problems prescribed, but probably more in sort of doses that help

people sleep and may have some anti-emetic effect, than
is necessarily a good antidepressant dose. So I think
sometimes we get ourselves bogged down in terms of
trying to treat multiple symptoms and then risking not
treating any of them properly.” (Participant #5)

Some participants described discomfort with treatment stemming from the difficulty
in distinguishing between sadness and depression, and therefore uncertainty about
the role of pharmacotherapy. Associated with this uncertainty were concerns about
medicalising normative processes of emotional adjustment, adopting a simplistic
model of addressing complex issues, and initiating treatment for their own benefit of
overcoming a sense of powerlessness. Discomfort also arose from dissonance
between their action and inclination, for example, when feeling pressured into
treating depression by patients, families or staff, or when feeling that they were

offering a compromised treatment that was inadequate or inappropriate.

Another difficulty was a sense of being inadequately equipped to treat depression.
This related to inadequacies in the field, such as the paucity of evidence and
consensus guideline recommendations in the palliative care literature, and to
personal inadequacies. The latter involved feeling insufficiently equipped with time,

expertise and skills, and insufficiently supported by access to specialist services.

Participants described difficulties in accepting the limitations of treatment for
depression. Therapeutic limitations were seen as either the inability to provide
efficacious treatment because of contraindications in terminally ill patients, or the
lack of solutions to the problems causing depression. Working with such therapeutic

limitations invoked a sense of helplessness, which was considered particularly
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challenging for palliative care workers who aspired to relieve suffering and defined

their worth in terms of their ability to achieve this.

Treatment could also be made difficult by endeavours to treat multiple problems
simultaneously using the same treatment, which posed the risk of not addressing any

problems adequately.

5.5.5 Inter-disciplinary roles

Participants regarded treating depression to be a multi-disciplinary team effort
(Table 5). Inter-disciplinary members were noted to have different perspectives, and
were considered to complement one another to provide multi-faceted care for

patients.

Within the multi-disciplinary team, roles could be either segregated or transferable.
Segregated roles referred to the assignment of specific tasks to different disciplines,
which assumed specialised roles within the team. For example, social workers and
pastoral care workers were charged with the tasks of selecting and delivering
psychosocial interventions for depression. In contrast, some roles, such as being a
support figure for the patient, were bestowed on an individual case basis and were

thus transferable between team members.

Participants described both a sense of self-sufficiency and a need for external
specialist support in treating depression. In most cases, they felt confident in treating
depression and made few referrals to psychiatrists, whose involvement was seen to
rarely add to the patient’s treatment and was most useful to the team in an
educational role. A reason for not involving psychiatrists and psychologists was the
reservation that they were not generally inculcated with expertise in EOL care. On the

other hand, having psychiatric back-up was thought to be desirable, primarily to
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advise on pharmacotherapy, provide a second opinion where diagnosis is in question,

and assist in difficult cases or when patients do not respond to initial treatments. A

wish for increased access to psychotherapeutic skills was reported.

Table 5. Illustrative data extracts for the theme: Inter-disciplinary roles

Subthemes

Illustrative data extracts

Treatment is a team effort

Segregated roles

Transferable roles

Self-sufficiency

Specialist support

“There is obviously...a difference in the way in which various
disciplines respond to depression,...I suspect that the social
workers from their perspective more look at the way in
which people interact and their environment, and the nurses
look at how they can actually provide support and care, and
to prevent bad things from happening to people, and medical
staff are probably in more of that diagnostic doing-stuff
mode...One of the benefits of having a team, is that each of
those three aspects can actually be brought to bear on the
patient, hopefully constructively.” (Participant #7)

“..in terms of non-pharmacological treatment...we have a
social worker, a pastoral care worker, and we also have a
mental health nurse on our multi-disciplinary team...and
they, between them, will help me and the palliative care
medical team decide about psychological therapy.”
(Participant #6)

“..1t’s not always the doctor who’s the best person to support
them, it’s the person who they connect to best. And I know, in
palliative care units, where people have said, sometimes the
best person is the cleaner who’s established a relationship
with that person, providing the personal support, or any of
the nursing staff.” (Participant #2)

“...when it comes to depression, sometimes (psychiatrists)
are just confirming what we already think. But we don’t call
them in every time, because if it’s clear that the person is
depressed, then we’ll get on and manage it.” (Participant #3)

“...we would do better if I think we knew that particularly for
a group of patients who we felt that we were struggling with,
that we could actually ask for some more help, so if we could
actually have a psychiatrist, for example, who could go out
and do a home visit on some of these patients and look at
some better strategies, or even to say to us, yeah...I do agree
with you, I think this person is depressed, or no, I don’t. That
second opinion is really quite powerful.” (Participant #5)

5.6 Discussion

In alignment with the holistic scope of palliative care and its focus on relieving

suffering,[5,209] palliative medicine specialists in this study considered treatment of
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depression to be part of their role, and were proactive in intervention. However, they
differed in their treatment approaches, which notably include the diametrically
opposite biological and psychosocial orientations. Both orientations have previously
been described in relation to the treatment of depression in the palliative care
setting.[37,39,177] At the core of these contrasting orientations are fundamentally
conflicting notions of depression: being by definition non-amenable to social
intervention and being responsive to interpersonal support. These reflect separate
concepts of depression as pathological and as an emotional experience, and causal
attributions relating to biological versus psychosocial explanations. These concepts
and causal explanations have previously been published.[186,210] Of relevance,
participants confirmed that causal attribution was a factor underlying their treatment

decisions.

Combination and undifferentiated treatment approaches may be linked to a causal
explanation of inexplicability, or to a multifactorial causal framework, where multiple
parallel causality are considered aetiologically important.[210] In the face of causal
uncertainty, different treatment modalities may be regarded as interchangeable, or
combining them may be viewed as necessary to comprehensively address potential
causes and safeguard effectiveness. Combination and undifferentiated approaches
arguably correspond to current treatment guideline recommendations, which
advocate for antidepressants and psychological therapies as mainstay treatments, but
avoid guiding the choice between them[29,205] or emphasise the insufficiency of
evidence to favour one over the other.[32,204] They offer similarly little guidance on
the selection of antidepressant or type of psychotherapy. Although some guidelines
communicate an implicit hierarchy by recommending the use of psychological
interventions for mild depression and combining these with antidepressants for
moderate to severe depression, they also give the impression of equipotence between

pharmacological and psychological therapies.[32,204]
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Some factors that participants identified as influencing their treatment decisions,
such as life expectancy, depression severity and accessibility of specialist services,
have previously been reported.[29,32,37] Others, such as diagnosis, attributed
causality, symptomatology, prior clinical experience and local treatment practice,
have received lesser attention. Together, these decision-shaping factors highlight
considerations unique to the palliative care setting, and also convey the complexities
of clinical treatment decision-making. Diagnostic terminologies appear to influence
treatment, with supportive measures, for example, being seen as unsuitable for
treating clinical depression. Specifying treatment according to diagnosis is not
established in relation to depression, in contrast to many areas of medicine, and this

discrepancy may cause excessive investment in some treatments.

Participants expressed uneasiness about the treatment of depression, as reflected by
the subthemes of ambivalence in treatment approach, discomfort with treatment,
being inadequately equipped and confronted by therapeutic limitations. There are
three sources of uneasiness: Firstly, the conceptual distinction between sadness and
depression generates concerns about diagnostic error and medicalising nature;
secondly, inadequacies in skills or resources result in perceived compromise in the
offered treatment; thirdly, lack of confidence in the effectiveness of intervention leads
to feelings of powerlessness and therapeutic nihilism, which in turn create
dissonance with the participants’ objective of relieving suffering and give rise to
perceived failure. Such feelings of inadequacy, powerlessness and failure may
compromise patient care and staff well-being, including work stress and burn-

out.[211,212]

In summary, this study finds that palliative medicine specialists have different
treatment approaches; conceptualisation and causal explanation are intimately

linked to treatment; the basis for selecting treatment modality or type is sometimes

120



unclear; and treatment of depression is associated with uneasiness. These findings
have implications for clinical practice, research, medical education and service
structures. Clinically, the different treatment approaches suggest that much
variability may exist in practice. Although this is not necessarily undesirable or
unexpected for a heterogeneous concept such as depression, primary alliance with a
polarised biological or psychosocial orientation may deny patients the opportunity of
being considered for alternative or combined approaches. On the other hand, a
combination approach may not always be necessary, and an undifferentiated
approach may not be an efficient use of resources. Current treatment guidelines lack
specificity, especially for selecting among pharmacotherapy, psychotherapy or a
combination of both, and for selecting individual medication or psychotherapy. The
evidence-based nature of treatment guidelines is dilemmatic for depression, because
its evidence base is compromised by fundamental problems with the atheoretical and
heterogeneous concept of Major Depressive Disorder,[51,53,58] which has been
influential in contemporary depression research, and by the methodological
problems in and nascency of palliative care research.[15,36,206] Research on
treatments may be more fruitful if more refined concepts of depression were used,
which address different types according to phenomenology and causal
attributions.[51,54] Specific guidance on the differentiation and selection of
therapies, and incorporating factors that influence treatment decisions in the

palliative care setting, may be goals for future treatment guidelines.

The present findings support the need for continuing education for palliative care
services to increase their capacity to refine concepts of depression, select specific
treatments in reference to depressive types, and gain greater comfort with the
ambiguities in this area. In particular, participants valued psychotherapeutic skills,
which may be enhanced through clinical training or increasing the accessibility of

specialist services. Psychiatry and psychology are implicated in this respect.[213-215]
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In order to serve in these roles, psychiatrists and psychologists would benefit from
training in palliative and EOL care,[213,216] and psychiatrists would benefit from
having a more equitable balance of psychotherapeutic and pharmacotherapeutic
focus in their training.[217] There is evidence that treatment guidelines and
education strategies by themselves are ineffective in improving the management of
depression,[218,219] and the integration of psychiatrists and psychologists into
palliative care teams may be argued as a superior service model,[214,215] which can
allow continuing mental health education and assist teams in maintaining a sense of
self-sufficiency while being adequately supported. The finding that prior clinical
experience and local cultures play a role in perpetuating treatment practice further

underscores the importance of pursuing excellence in mental health care.

As previously discussed elsewhere,[186] the first author’s status as a psychiatrist with
a specialised interest in palliative care psychiatry may have potentially influenced the
interviewing and data analysis processes. Because this potential was acknowledged,
trustworthiness measures were utilised, which included the co-authors
independently verifying the codes from one transcript against the raw data, and one
co-author (ACH) verifying the final themes against the entire dataset. Limitations on
the transferability of the present findings are recognised, given the influence of local
medical education and practices on the treatment approach of individuals.[186] The
current findings are based on participants’ descriptions of their treatment approach,
which may not replicate actual practice. Nevertheless, this study extends the extant
literature by crystallising the guiding principles, treatment approaches and decision-
making considerations that palliative medicine specialists utilise, and describing the
areas of difficulties and inter-disciplinary dynamics involved in treatment.
Depression is a complex issue that cannot be readily reduced to a single concept,
cause or treatment approach. It requires of clinicians a level of clarity and equanimity

regarding the conceptual ambiguities, ability to make sense of depressive
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presentations, and a nuanced treatment approach. These skills can be fostered within

palliative care services.
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6.2 Abstract

Objective: Medical practitioners conceptualise depression in different ways,
which adds to the challenges of its diagnosis, treatment and research in the palliative
care setting. Psychiatric assessment is often considered the “gold standard” for
diagnosis, therefore how psychiatrists conceptualise depression in this setting is
pertinent. This study aimed to investigate this issue.

Methods: Psychiatrists working in palliative care in Australia were individually
interviewed with a semi-structured approach. Nine participants were interviewed to
reach data saturation. Interview transcripts were analysed for themes.

Results: Three overarching themes were identified: (1) Depression means
different things; (2) depression is conceptualised using different models; and (3)
depression is the same concept in and outside of the palliative care setting.
Participants explicitly articulated the heterogeneous nature of depression, and
described different breadths of concepts, ranging from a narrow construct of a
depressive illness to a broader one that encompassed depressive symptoms and
emotions. However, depressive illness was a consistent concept, and participants
considered this in terms of phenotypic subtypes. Participants used three models
(spectral, dichotomous and mixed) to relate various depressive presentations.
Conclusions: Psychiatrists did not subscribe to a unitary model of depression, but
understood it as a heterogeneous concept comprised of depressive illness and other
less clearly defined depressive presentations. Given the influence of psychiatric
opinion in the area of depression, these findings may serve as a platform for further
discussions to refine the concepts of depression in the palliative care setting, which in

turn may improve diagnostic and treatment outcomes.
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6.3 Introduction

Diagnosing depression in the palliative care context has been associated with
challenges that include difficulties in distinguishing depression from sadness and
advanced disease, the stigma of psychiatric diagnoses, and clinician factors such as
the belief that depression is an expected part of dying, insufficient skills and
therapeutic nihilism.[203,220,221] A perhaps less emphasised challenge relates to
the conceptual ambiguity of depression, which has been complicated by the
numerous definitions and classifications that have been applied to depression over
time, in reflection of the prevailing psychiatric and social paradigms.[41,43,46-
49,190] Although the concept of major depression, arising from the advent of the
third edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-
I1I) in 1980,[50] is widely used in clinical practice and research,[48] its conceptual

foundation has been criticised and validity challenged.[51,53,55,58-60,68]

Research has identified that medical practitioners experience difficulties in
reconciling the biomedical and psychosocial models of understanding
depression.[102,103] Similar difficulties have been identified in the palliative care
setting, with previous research showing two distinct ways in which palliative
medicine specialists conceptualised depression, as pathology and as contextual
phenomena.[186] The tension between these concepts is clinically important as they

may signify different assessment and treatment approaches.[210]

In the absence of somatic diagnostic markers, assessment by psychiatrists has often
been referred to as the “gold standard” for diagnosing depression,[29,222-224]
although psychiatrists only assess a minority of patients who may be depressed.
Understanding how psychiatrists conceptualise depression may be informative and of
relevance in comparison with other practitioners in palliative medicine. As there are

no published empirical studies on this subject, the present study aimed to investigate
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this using a qualitative approach. The research question was: What are psychiatrists’

conceptualisations of depression in the palliative care setting?

6.4 Methods

6.4.1 Participants and recruitment

This study targeted consultant psychiatrists who practised in Australia and had
clinical involvement in the palliative care setting. Recruitment took place through the
Royal Australian and New Zealand College of Psychiatrists (RANZCP), which claims
approximately 85% of practising psychiatrists in Australia as its members.[144] A
recruitment notice was placed in a RANZCP electronic bulletin that was distributed
to its members. An email was also sent via RANZCP to members of its Section of
Consultation-Liaison Psychiatry, which was anticipated to capture members with the

most clinical involvement with palliative care services.

From those who responded to the notice and email, participants were selected using
purposive sampling that took into consideration gender, geographical location (state)
and duration of qualification as a psychiatrist. Recruitment continued until data
saturation was reached. This occurred after 9 psychiatrists were interviewed. Their

demographic characteristics are shown in Table 1.

Table 1. Participant characteristics

Characteristic Numbers of participants
Gender
Male 3
Female 6
Psychiatric practice details
Location
City 8
Regional or rural 1
Setting?
Hospital 8
Community 1
Private practice 1
Academic 3
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Area in psychiatry2

Consultation-Liaison Psychiatry 7
Psycho-oncology 4
Private Sector Psychiatry 1
Psychiatry of Old Age 1
Academic Psychiatry 3
Years qualified as a psychiatrist Years
Range 1-26
Mean 12.3
Median 11
Years of working in palliative care or psycho-
oncology®
Range 2 -20
Mean 9
Median 8

aSome participants worked in multiple settings and/or areas in psychiatry.
bSome participants worked in both palliative care and psycho-oncology services, and reported
commonalities in the nature of the work involved in these two services.

6.4.2 Data collection

The first author conducted all interviews between February and April 2011. She was
introduced to participants as a psychiatrist with an interest in palliative care
psychiatry, and was conducting this research as part of a doctoral degree. She did not
have a personal or working relationship with any of the participants, although she
had previously met the local participants within the professional circle. Local
participants were interviewed in person in a private setting at their workplace, while
interstate participants were interviewed over the telephone. All participants

consented to their interviews being audiotaped.

Interviews were semi-structured and assisted by an interview guide. This comprised
of participant details (training background, details of psychiatric practice and
involvement in palliative care), followed by in-depth exploration of content areas that
included concept of depression, its causality, pathogenetic mechanisms, timing and
onset of symptoms, course, and treatment. Interviews were open-ended and
participants were given freedom to develop their responses. Consistent with the

practice of qualitative interviewing,[145] the contents of each interview were used to
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guide and modify subsequent interviews. Participants were assumed to hold different
concepts of depression, and the term “depression” was used without specification

other than the clinical usage of the term.

An audit trail was kept to record interim analysis, and constant comparison was
performed to determine when data saturation was reached, i.e. when no new themes

for the research question were identified.[146,147]

The interviews ranged from 47 to 76 minutes in duration, with a mean duration of 63

minutes.

6.4.3 Data analysis
All interviews were transcribed verbatim by the first author and de-identified. Three
participants agreed to review their transcripts for participant validation, and made no

modifications to content.

The first author performed thematic analysis as described by Braun and Clarke,
which involved the stages of data familiarisation, generation of initial codes, search
for themes, review of themes, definition and labelling of themes, and finally, report-
writing.[142] Coding was performed deductively in reference to interview content
areas and inductively to emergent contents relevant to the research question. The
criteria for quality outlined by Braun and Clarke[142] were used as a reference for
rigor. The final themes were verified against the raw data by the co-authors (ACH and
GC) to enhance the trustworthiness of the analysis. NVivog software[141] was used to

facilitate data organisation.
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6.4.4 Ethics
This study received institutional approval from the University of Adelaide Human

Research Ethics Committee (H-086-2010).

6.5 Results
Three overarching themes were identified: depression means different things,
depression is conceptualised using different models, and depression is the same

concept in and outside of the palliative care setting.

6.5.1 Depression means different things

As a clinical term, participants saw depression as representing different things and as
unhelpful since it could neither provide an understanding of the problem nor guide
intervention. Depression being a heterogeneous concept and being variously
conceptualised by clinicians formed the two subthemes, which are illustrated in Table

2.

Table 2. Illustrative data extracts for the theme: Depression means different things

Subthemes Illustrative data extracts
Depression is a heterogeneous “Depression...for me means a couple of different
concept things. There is the...emotional state, which is quite

common in the sort of patient population that I see as
a result of...life stressors or physical illness. And then
there is...the more extreme, pervasive, persistent form
of...emotional state, where it...crosses an ill-defined
boundary into what’s called clinical depression or
Major Depressive Episode.” (Participant #2)

Depression is conceptualised by  “I think (concepts of depression) is varied. I think it

clinicians in various ways depends a great deal on the opportunity the clinicians
have had for any training in the mental health
area...People working in palliative care who probably
have worked more closely with psychiatrists, probably
would differ from those who haven’t.” (Participant #7)
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Depression is a heterogeneous concept

Participants considered depression to be a heterogeneous concept, but individual
participants varied in conceptual breadth. Those who conceptualised depression in
broad terms of being an illness and emotional state and/or symptom warned against
adopting a narrow view of equating depression with Major Depressive Disorder or an
illness requiring antidepressants, because of the risk of thinking that depression
falling outside of such criteria was insignificant or not requiring assistance. In
comparison, those with narrow concepts of depression as an illness considered it to
be over-diagnosed and often represented a mislabelling of distress and normal

sadness, thus exposing patients to inappropriate treatment with antidepressants.

Collectively, participants defined depression variously as an emotional state, a
symptom and an illness. As an emotional state, it was thought to be ubiquitous in the
palliative care setting and to reflect a normal response to adverse life events. It was
also considered to be an inevitable stage of grief that must be traversed to reach
acceptance. As a symptom, depression signalled a potential cause of suffering and a
need for assessment and intervention, akin to other symptoms addressed in palliative
care. Depression as a symptom was divorced from the notions of normality or
pathology. Participants emphasised the need to distinguish between depression as a
symptom and as an illness. Confusing the two was thought to account for inflated
prevalence estimates of depressive illness in research, which did not reflect their
observations in clinical practice. Depressive illness was considered to be a syndrome
with anhedonia as its cardinal feature, to be a biological illness, pathological, and not
an emotional reaction or part of the dying process. Participants objected to
depressive illness being interpreted as a spiritual issue or as a normal part of dying,
both of which would deny patients the opportunity for intervention. They explicitly

distinguished depressive illness from other forms of depression.
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Depression is conceptualised by clinicians in various ways

Participants believed that clinicians differed in their conceptualisations of
depression, but also noted overlap between disciplines as well as variability within
them. Conceptual differences were primarily attributed to differences in the
clinicians’ training backgrounds, for example, between palliative medicine specialists
with general practice and physician training backgrounds. Participants articulated
the potential for shaping clinicians’ conceptualisation through education, either
through explicit training or more implicitly through collaborative clinical work with
psychiatrists. Some participants observed an approximation of concepts between
themselves and their palliative medicine colleagues after long periods of working
together. Despite noting conceptual differences among clinicians, disagreement over
diagnosis or management was not encountered, with participants indicating that

their views seemed readily accepted by their palliative medicine colleagues.

6.5.2 Depression is conceptualised using different models
Participants described three conceptual models that respectively viewed depression

as a spectrum, a dichotomy, and a mixture of spectrum and subtypes (Table 3).

Table 3. Illustrative data extracts for the theme: Depression is conceptualised using
different models

Subthemes Illustrative data extracts

Spectral model of depression “I think...to me it’s really a spectrum problem. You
know, someone’s catatonic, that’s easy, and if they're
happy as larry, that’s easy. I think it’s that sort of grey
area in the middle, it’s very difficult to tease that out
and I really struggle with that and I think a lot of CL
[Consultation-Liaison] psychiatrists do. On the one
hand, you don’t want to medicalise an understandable
reaction, on the other hand, you don’t want to deny
treatment to someone who’s really struggling.”

(Participant #1)
Dichotomy of reactive versus “I'm going to refer to the reactive depression versus
melancholic depression melancholic depression sort of dichotomy...I think

they’re two very different processes...The patients that
we see in palliative care can fall into either group...but
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they often have a very different nature of presentation
in terms of their...depressive symptoms and their
mood.” (Participant #2)

Mixed model of depression “Starting right at the normal end of the spectrum,
some depression is entirely understandable and
simply a normal reaction and not at all a psychiatric
problem or even a psychological concern. Right up to
the other end of the spectrum where I'm looking at a
depressive disorder, so I would see the notion of the
depressive disorder as involving either intense
symptomatology or an associated functional
impairment or difficulty. At that end of the spectrum, I
tend to break it up into the melancholic and non-
melancholic framework.” (Participant #5)

Spectral model of depression

In the spectral model, depression was seen as a dimensional rather than a categorical
construct, spanning from normal emotional reaction to depressive illness that
included major depression and its melancholic, catatonic and psychotic forms. In this
model, depression had considerable overlap with other psychological states such as
distress, grief and demoralisation. The spectrum therefore encompassed both normal
and pathological depressive states, and the ill-defined boundaries between these
made differentiation of clinical depression difficult in the less severe portion of the
spectrum. For participants who described this model, this ambiguity gave rise to
conflicting concerns about medicalising and stigmatising patients for understandable
emotional responses on the one hand, and denying them appropriate treatment for
depression on the other. The DSM diagnosis of Adjustment Disorder was a disputed
construct because it called for a judgement to delineate unacceptable from acceptable
depressive responses to previously unchartered adversities, when such division was
considered arbitrary within this spectral perspective. Similarly, some participants
saw the concept of major depression as categorical, rigid and incompatible with the

dimensional nature of depression.
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Dichotomous model of depression

In the dichotomous model, depression was broadly divided into reactive and
endogenous types, which were considered to be separate processes with different
manifest qualities. Reactive depression was regarded as an understandable response
to a situation, likened to an “extreme type of sadness”. However, it was emphasised
that its understandability did not imply a lesser severity. Participants analogously
compared reactive depression with pain, which despite being an expected response to
tissue pathology, caused suffering and could be ameliorated through appropriate
treatment. Endogenous depression was also referred to as melancholic depression,
and was viewed as a biological illness. Very ill patients were seen to be more
vulnerable to developing this type of depression, but differentiating this from effects

of advanced disease could be challenging.

Mobility was a feature within both the spectral and dichotomous models. This refers
to the view held by some participants that one type of depression could transform to
another, for example, reactive depression turning into melancholic depression. Some
also expressed the corollary that timely intervention for reactive depression could

prevent a melancholic progression.

Mixed model of depression

The mixed model viewed depression in both spectral and typological terms.
Melancholic and psychotic depressions were seen to be distinct biological depressive
illnesses, which sat separately from a continuum of depressive presentations that
spanned from “normal reactions” to non-melancholic depression. Non-melancholic
depression was considered to be a heterogeneous disorder underpinned by a variety
of interplaying biopsychosocial aetiological factors. Participants applying this model

referred to and endorsed the hierarchical model, as proposed by Parker,[167] which
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distinguished psychotic, melancholic and non-melancholic depressions as three types

of depression, with the last being a spectral construct.

6.5.3 Depression is the same concept in and outside of the palliative care
setting

Participants considered depression to be the same condition when occurring in the
palliative care setting as in other settings, explainable using the same aetiological
framework and responsive to the same treatments (Table 4). They also believed the
prevalence of depression to be similar in and outside of the palliative care setting,
with the reported higher prevalence in palliative care attributed to methodological
artefact arising from measuring depressive symptomatology instead of disorders. The
artificiality of distinguishing depression occurring in the palliative care setting was

emphasised by a participant who referred to this as a “mock concept”.

Nevertheless, participants described two peripheral differences about depression in
the palliative care setting, involving context and ease of diagnosis (Table 4).
Contextual differences referred to the influence of advanced illness and dying on the
presentation of depression. Separation, loss, grief, death and dying, and existential
concerns were cited as dominant issues for depressed patients in this setting, and
together with issues of family dynamics, formed a major focus in intervention.
Although participants applied the same biopsychosocial aetiological framework to
depression in this setting, specific contributory factors were considered to more
commonly relate to advanced illness and its psychological and social consequences,
such as uncontrolled symptoms, brain disease, organ failure, treatments, disability,
loss of autonomy, existential crisis, and sense of being abandoned by family and
treating clinicians. Diagnosing depression in this setting was considered harder due
to the difficulty of distinguishing between symptoms of depression from those of life-

limiting diseases and dying, and from psychological adaptation, distress and
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demoralisation. Judgement was required to interpret symptoms in the illness and
dying context, and in some situations, to determine the relevance, if any, of making a

diagnosis.

Table 4. Illustrative data extracts for the theme: Depression is the same concept in
and outside of the palliative care setting

Subthemes Illustrative data extracts
Depression is the same condition in ~ “The content of the distress might be different, but
and outside of palliative care I think (it is) the same condition, and I'd also have

to say, gets better with the same treatment, you
know, so anti-depressants definitely work, CBT
definitely works” (Participant #3)

Depression in palliative care differs ~ “The most obvious thing is that people in a

in context palliative care setting are facing death in the
immediate future, so the way that they’re
processing things that are going on around them
or are thinking about their future, their
relationships, has a different quality to people
who don’t have that immediate poor prognosis in
front of them.” (Participant #8)

Depression is harder to diagnose in ~ “I guess the main challenge is trying to separate

palliative care what is reasonable and understandable low
mood, and what’s a pathological process, and
then try and come to some degree of
understanding in my own mind about whether
that difference is important or relevant”
(Participant #2)

6.6 Discussion

In this study, psychiatrists explicitly identified depression as a heterogeneous concept
that required specification in order to be meaningful. Individual interpretations of
the term varied from the relatively narrow construal of an illness, to broader ones
that also encompassed ideas of emotional state and symptom. These interpretations
differed in their philosophical bases: restricting the concept of depression to a
depressive illness makes a demarcation based on pathology, whereas broader
concepts demarcate depression based on clinical significance (i.e. potential benefit
from clinical intervention). Herein lies a source of tension, with proponents of the

former criticising the mislabelling of sadness and distress as depression, and
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proponents of the latter criticising the dismissal of depression that did not meet
illness criteria. Such disputes therefore reflect differences in the conceptual breadth
of the term depression, rather than differences in conceptualisation of depressive
illness. In fact, depressive illness was consistently viewed as a biological type of
depression, distinguished from depressive reactions and considered to exist as

different types.

The relationship of depressive illness to other depressive presentations was more
ambiguous, and was conceptualised by participants using three models. In the
spectral model, depressive presentations were considered along a continuum, with no
clear demarcation between depressive emotional reactions and depressive illness.
This model resembles other dimensional approaches to conceptualising affective
disorders.[225-227] In contrast, the dichotomous and mixed models considered
depressive illness to be distinct categories and conceptually demarcated from
depressive reactions. The dichotomising of endogenous/psychotic depressions from
reactive/neurotic depressions has been criticised, among other reasons, for its weak
boundary of distinction based on life stressors, and lost currency with terminological
and paradigmatic shifts.[190] It is therefore notable that participants continued to
find the dichotomous model useful despite its supersedence in recent decades by
more contemporary classifications. The continuing relevance of the dichotomous
model is also supported by a recent study of psychiatrists, whose explanations to
patients and treatment recommendations differed according to the two depression
types.[228] Despite using DSM terminologies, participants considered these to be
inadequate and conceptualised depressive illness as phenotypic subtypes, such as the
melancholic, non-melancholic and psychotic subtypes of the hierarchical model,[167]

rather than as major depression.
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Compared with palliative medicine specialists,[186] psychiatrists in this study more
explicitly articulated depression as a heterogeneous concept, distinguished
depressive illness from other depressive presentations, and subtyped depressive
illness. The psychiatrists also saw depression to be the same concept in and outside of
the palliative care setting, which contrasts with the distinction made by palliative
medicine specialists between de novo and recurrent/persisting depressions.[186]
However, both groups considered the boundaries of depression to be unclear and
diagnosis to be difficult, and shared concerns about the medicalisation of human

emotions and under-recognition of depressive disorders.

This study finds that contemporary psychiatrists do not subscribe to a unitary model
of depression, but understand it as a heterogeneous concept comprised of fairly
uniform views of depressive illness and other less clearly defined depressive
presentations. They also utilise phenotypic subtyping of depressive illness. Given the
apparent clinical influence of psychiatric opinions,[29,222-224] these findings
suggest that depressive illness could be more explicitly distinguished in clinical
parlance and conceptualisation from other depressive syndromes or symptoms,
rather than coalescing these under the single term of “depression”. Furthermore, the
unitary and amorphous concept of major depression could be refined with
consideration of phenotypic subtypes, in order to promote a more specific approach
to assessment and management. These clinical practice recommendations are in line
with  those  advocated by  other authors in  the  psychiatric
literature.[51,58,167,229,230] In research, depression as a singular notion could
similarly be replaced by specification of depressed mood as a symptom and various
subtypes of depressive illness, in order to produce more meaningful data.
Distinguishing between depressive symptom and illness may also circumvent the
ambiguity arising from the usage of broad and narrow concepts of depression, and

emphasise the clinical significance of depression both at the level of a symptom
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requiring intervention and at the level of an illness. In health professional education,
greater emphasis could be placed on assessment for depressive illness based on
phenomenological and contextual appraisal, rather than on diagnostic criteria or
severity scales, although the latter remain useful screening measures. Whether
depression is different in the palliative care setting, in causality or form, is not known
but may be a point of conceptual difference between palliative medicine
specialists[186] and psychiatrists. Having more refined concepts of depression in

both clinical practice and research may assist in elucidating this matter.

It was recognised throughout the conduct of this study that the first author’s
profession as a psychiatrist, specialised interest in palliative care psychiatry, and the
nature of her own concepts of depression could potentially influence the data
collection and analysis processes. Care was taken to avoid conceptual assumptions
during interviews, and all interview transcripts were read by the co-authors during
the data collection phase and no undue interviewer influence was noted on the
participant’s responses. In analysis, the final themes were verified by the co-authors
with non-psychiatric backgrounds (palliative medicine [GBC] and psychology [ACH])
as a measure of trustworthiness. As there may be local differences in training and
practice, the findings of this study may not be transferable to countries where these
are very different from the Australian context. However, the findings of this study
should have widespread relevance given the clinical importance of depression in
palliative care, the challenges of its diagnosis and management in this setting, and its
conceptual ambiguity in clinical practice and research. By recruiting psychiatrists
with intimate understanding of the palliative care context, this study describes the
concepts of those who are providing clinical guidance in this area and may hopefully
serve to stimulate further debates around the concepts of depression in the palliative

care community.
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CHAPTER 77 CONCLUDING DISCUSSION

7.1 Summary of findings

In view of the lack of consensus on the definition of depression in palliative care
research[36] and the varied clinical approach towards its assessment and
diagnosis,[37-39] this thesis set out to explore and characterise medical
conceptualisations of depression in the Australian palliative care context. Multiple
conceptualisations of depression were assumed, and Kleinman’s Explanatory Model

was used as the framework for investigating these conceptualisations.

Study 1 (reported in the first paper, Chapter 2) used a questionnaire to explore in
broad terms concepts of depression as held by medical practitioners working in
palliative care. There were two key findings: The first was demonstrating that
medical practitioners varied in how they conceptualised depression; the second was
highlighting the conceptual distinctions for depression occurring in the palliative care
setting. Specifically, medical practitioners were less certain that depression in this
setting was an illness, with some considering depression to be normal in the
palliative care context or to be part of dying. Depression in this setting was also seen
to be qualitatively different, more difficult to define and associated with unique
diagnostic and treatment challenges. Furthermore, almost half of the respondents
were uncertain as to whether depression had identifiable causes, although
psychological and existential/spiritual factors were heavily weighted by the sample,
which aligned with psychological support as their preferred intervention. Significant
differences in views were found according to work area and position, duration of
practice and previous mental health training. This study served as a prelude to in-
depth exploration of explanatory models of depression among palliative medicine

specialists and psychiatrists.
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The second, third and fourth papers (Chapters 3, 4 and 5) each reported on an aspect
of Study 2, which investigated palliative medicine specialists’ conceptualisations of
depression. The second paper (Chapter 3) focused on concepts of depression, and
identified two issues that were fundamental to conceptualising depression, namely
ontological diversity and conceptual boundaries. With respect to the first issue,
palliative medicine specialists variously considered depression as an abnormality, a
medical problem, an emotional experience and a social product. These notions
reflected understandings of depression as pathology and as contextual, with these
being underpinned by different ontological positions, which could be difficult to
reconcile when simultaneously applied in practice. A fifth notion of depression as an
action-oriented construct was unique in seeing it only as a signal for intervention,
and thus disavowed an ontological affiliation. The palliative medicine specialists also
described a prototypical model of depression, or in other words, they considered
depression to have distinctive features but blurred boundaries with various emotions,
psychological phenomena and disease manifestations. Distinguishing between
depression and sadness was especially challenging, and was considered to require
subjective judgement that generated diagnostic uncertainty and discomfort for the

participants.

The third paper (Chapter 4) focused on causal explanations. Palliative medicine
specialists were found to utilise multiple causal explanations for depression that were
grounded in diverse theories, aligned with the three components of the
biopsychosocial model and followed a vulnerability-stress framework. However,
individual participants varied in the primacy of focus within the biopsychosocial
framework, resulting in explanations that were primarily biological, primarily
psychosocial, or equally weighted in both. Multifactoriality was strongly articulated,
whereby participants considered multiple parallel explanations to be causally

important. For some participants, depression was inexplicable, due to the
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inadequacies of existing causal explanation models, such that the occurrence of
depression for an individual could not be fully explained and might give rise to an

impression of seeming randomness.

The fourth paper (Chapter 5) reported on treatment approaches. The discernment of
five distinct approaches, as articulated by the palliative medicine specialists, was a
key finding. The biologically oriented and psychosocially oriented approaches were
diametrically opposite in their views of core and adjunctive treatments, whereas the
combination approach saw both biological and psychosocial interventions as
essential. In the undifferentiated approach, all treatments were held to be
interchangeable and none was preferred, while in the ambivalent approach,
treatments were offered with doubts about their effectiveness. Treatment decisions
were shaped by four groups of characteristics relating to the patient, depression,
clinician and sociocultural environment. The palliative medicine specialists also
described difficulties in treating depression, which were captured by the themes of
personal discomfort with treatment, being inadequately equipped to treat depression,
a sense of therapeutic limitations, and the risk of trying to simultaneously treat

multiple problems.

Two themes traversed all three papers from the study on palliative medicine
specialists. The first was the differentiation between de novo depression in the
palliative care setting and pre-existing depression. These were considered to differ in
aetiology, treatment and prognosis, with do novo depression being seen to be more
understandable due to the terminal illness context, being a cancer-related syndrome,
less attributable to the intrinsic vulnerability of the individual, and requiring
different treatments. The second theme spanning across the papers was a thread that
connected the concept of depression, its causal explanation and treatment approach.

Treatments chosen by the palliative medicine specialists were rationalised by their
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causal explanations, which they also used as a means of engaging patients in

treatment.

The fifth paper (Chapter 6) was based on Study 3 and reported on psychiatrists’
concepts of depression. This was included in this thesis as a comparison to the
concepts held by palliative medicine specialists, in view of the authority given to
psychiatrists as medical experts on depression. The psychiatrists were explicit in
articulating the heterogeneous nature of depression. They differentiated depressive
illness, which was consistently considered a biological illness and was divided into
subtypes, from other depressive presentations. The relationship between depressive
presentations were variously conceptualised within the spectral, dichotomous and
mixed models. The depressive presentations that the psychiatrists considered under
the term “depression” ranged from a narrow construct of depressive illness to
broader ones that also encompassed depressive symptoms and emotions. For the
psychiatrists, depression was essentially the same concept in the palliative care
setting as in other settings, although the context might differ. This contrasted with
the theme of depression being different in the palliative care setting that was

articulated by palliative medicine specialists.

Both palliative medicine specialists and psychiatrists commented on the challenges of
depression. For the former, depression was difficult to understand due to its abstract
nature and diagnosis was complicated by the often concealed nature of depression,
the need for subjective interpretation and contextual processing, and the stigma of
such a diagnosis. The different terminologies used for depression and diffuse
meanings of the word “depression” were also seen as complicating factors.
Psychiatrists also considered diagnosing depression to be more challenging in the

palliative care setting due to the difficulty of differentiating between symptoms of
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depression from disease symptoms, dying, and various psychological processes.

Judgement was regarded as implicit in the diagnostic process.

As a collection, the five papers in this thesis have fulfilled the objectives of this thesis,
which as outlined in Section 1.5, were to explore the medical concepts of depression
within the palliative care setting, ascertain and compare the conceptualisations of
depression that were held by palliative medicine specialists and psychiatrists working
in palliative care, and to identify areas of conceptual difficulties associated with
depression in this setting. This thesis has demonstrated that depression was not a
unitary concept among medical practitioners, and concepts varied not only between
but also within disciplines. For palliative medicine specialists, depression at its core
involved divergent ontological perspectives that called for an absolute judgement on
normality versus pathology on the one hand, and contextual understanding on the
other, which were difficult to unite and generated anxiety over obscure diagnostic
boundaries and potential for errors. In comparison, psychiatrists more overtly
articulated the heterogeneity of depression and accommodated its multifarious
natures within different conceptual models. Specific conceptual, diagnostic and
treatment challenges were highlighted with regards to depression in the palliative
care setting, including the issue of whether depression in this setting is conceptually
distinct. A direct link was also supported between the concept of depression, its
causal explanation and treatment approach, thus underscoring the clinical relevance

of examining conceptualisations of illness.

7.2 Significance of findings and contribution to knowledge

7.2.1 Contribution to the palliative care literature

Depression as a condition is remarkable for the disparity between its extensive
clinical importance in terms of its prevalence, impact and consumption of clinical

resources, and its continued ambiguity as a concept with incompletely understood
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causality. This is especially apparent in palliative care, where depression is affirmed
as a focus area but continues to pose diagnostic challenges and be guided by a
precarious evidence base. The primary significance of this thesis is that it delves into
the fundamental dilemma of the conceptual ambiguity of depression, which pervades
and hinders its clinical approach and research. This foundational issue has not been
vigorously addressed in palliative care research to date, despite calls for consensus on
how to conceptualise depression and its related conditions in the palliative care
setting,[9,36] but must logically be sufficiently addressed in order for advances to be
made in this area. By closely examining the concepts that medical specialists apply in
their practice, this thesis contributes to this work by crystallising clinically relevant
concepts, and identifying core philosophical challenges for depression and specific
conceptual issues in the palliative care setting. This approach has the advantage of
obtaining an empirical understanding of concepts utilised by the medical specialists,
unconfined by psychiatric classification concepts, which may not reflect clinician

concepts as suggested in the literature.[38,39]

The findings of this thesis add to the existing palliative care literature on depression
in four respects. First, depression has been demonstrated to be a heterogeneous
concept for medical practitioners, imbued with multitudinous causal explanations
and considered in a prototypical manner. These conceptual characteristics are
contrary to the unitary, atheoretical and categorical nature of major depression as
proposed by the DSM classification. Such conceptual incongruity suggests that major
depression, in spite of its dominance as a clinical and research entity, is inadequate,
does not reflect the conceptual operations of medical practitioners, and over-
simplifies a complex condition. The findings of this thesis thus support the need for a
more sophisticated conceptual framework for depression, which encompasses a

variety of depressive prototypes.
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Secondly, this thesis has also established the linkage between the array of causal
explanations for depression and different treatment approaches. The continuum of
causal explanations from the primarily biologically oriented to the primarily
psychosocially oriented may apply to different types of depression, and continued
efforts towards the phenomenological differentiation of these are indicated, as
different types of depression likely entail divergent treatment approaches. The
prominence of multifactoriality in the causal explanation of depression has been
highlighted in this thesis, and corresponds with the prevailing biopsychosocial
framework in psychiatric explanatory models. Although holistic, there is a risk of
compromising specificity for comprehensiveness with such a framework, if all
constituents are regarded to equally contribute to depression. A pragmatic balance is
required to prioritise causal factors in order to provide more specific guidance for
treatment and prognosis, while retaining a holistic frame of reference. Whilst on the
topic of causal explanations, it is noteworthy that palliative medicine specialists
sparsely commented on existential or spiritual issues beyond the psychological
impact of impending death. This contrasts with the strong endorsement of
existential/spiritual factors as important explanatory factors for depression at the
EOL in the questionnaire study, and raises questions around what palliative medicine
specialists consider to be existential and spiritual issues, and how these relate to

psychological explanatory factors.

Thirdly, this thesis has identified two specific conceptual considerations for
depression in the palliative care setting. The first relates to the matter of emotional
normality at the EOL, which is the defining standard for determining what is
pathological or an illness in this setting. Normality by definition is conformation to
conventional or typical standards,[231] and as such, is a fluid and imprecise concept
that hinges on personal and sociocultural expectations. In assessing for depression in

the palliative care setting, clinicians should reflect on their expectations of normal
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emotions in the context of death and dying. Furthermore, standards of normal
cannot rest solely on the perspectives of individual clinicians, but should be
systemically cross-referenced with those of patients and colleagues. This necessitates
emphasis and training on the contextualisation of symptoms in assessing for
depression, rather than over-relying on symptomatic screens and checklists. The
second issue is concerned with whether depression is conceptually distinct in the
palliative care setting. Both palliative medicine specialists and psychiatrists in this
research commented on greater difficulties in diagnosis and limitations on treatment
in this setting. These differences, however, are peripheral to the concept of
depression, which for the psychiatrists was not fundamentally different in the
palliative care setting. Among the palliative medicine specialists, there was a notion
of de novo depression that was considered to be separate from recurring or persisting
depression. Caution needs to be applied when making a distinction based on the
timing of when depression occurs, so as to avoid excessive investment on past
diagnostic labelling without further exploration of context. However, the proposal of
a distinct type of depression, akin to cancer-related syndromes, warrants further
contemplation and investigation, as this has not been addressed in the literature and
may indicate a unique phenomenon in the palliative care and oncology settings,

requiring different diagnostic awareness and treatment.

Finally, depression was conceptualised differently between practitioners from
different disciplines, as illustrated by the qualitative studies on palliative medicine
specialists and psychiatrists. The questionnaire study also indicated conceptual
differences between general practitioners and palliative medicine specialists. These
inter-disciplinary differences may have relevance at several levels, from
misunderstanding clinical communications to using varied approaches to diagnose
and treat depression. Differences in terminology use between palliative medicine

specialists and psychiatrists were also raised as a barrier to communication and
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generated confusion in treatment implications. In research, inter-disciplinary
conceptual differences may lead to translational distortions, from both the
representation of depression in research methodology and the interpretation and
subsequent application of research results in clinical practice. Consideration needs to
be given to inter-disciplinary conceptual incongruity in both the clinical and research

contexts.

7.2.2 Contribution to the psychiatric literature

The topic of this thesis sits within the scope of consultation-liaison psychiatry. As an
established subspecialty, consultation-liaison psychiatry initially developed out of the
general hospital psychiatry and psychosomatic medicine movements in the 1930s to
1950s, as an “area of clinical psychiatry which includes all diagnostic, therapeutic,
teaching and research activities of psychiatrists in the non-psychiatric parts of a
general hospital.”[232,233] Since then, consultation-liaison psychiatry has evolved in
conjunction with changes in health service provision, and numerous foci of interest
have arisen across the diverse areas of medicine, including an extensive body of
knowledge in psycho-oncology.[232] Palliative care psychiatry is an emerging area in
consultation-liaison psychiatry, and depression has been one of its major concerns,
although much work remains to be done in terms of establishing a sound conceptual
framework and clinical approach to depression in this setting.[234] This thesis

contributes towards addressing this area of need.

Depression in the palliative care population shares similarities and challenges with
other medically ill populations. Areas of overlap include deciphering symptoms of
depression from those of somatic disease, the emotional and psychological sequelae
of illness and its associated losses, and limitations on treatment posed by disease
processes, debility and concurrent treatments. Similarly, EOL issues can be found

among certain patient subgroups in psychiatry of old age, for example, among those
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with dementia or those for whom late life and EOL psychodevelopmental issues
contribute to or coexist with mental illness. In this way, the topic and findings of this
thesis may have broader relevance to other areas within consultation-liaison

psychiatry and psychiatry of old age.

Being focused on concepts of depression, this thesis is also situated within the sub-
discipline area of philosophy of psychiatry, which has professional representation in
Australia and internationally.[235,236] Conceptual considerations form a primary
focus in this area, in recognition of the inherent conceptual difficulties in psychiatric
subject matters and the central importance of conceptualisation in all practical
aspects of psychiatry.[237,238] By demonstrating the treatment implications of
different concepts of depression, this thesis has reinforced that studying
conceptualisation of psychiatric conditions is a clinical necessity, and not merely an
intellectual pursuit. This point echoes the call of other authors in the psychiatric
literature for renewed interest in the conceptual and philosophical underpinnings of
psychiatry, and for greater prominence of these aspects in psychiatric training and

practice.[237,239]

The findings of this thesis contribute to the ongoing developments in psychiatric
conceptual models. The DSM classification and biopsychosocial model, arguably the
prevailing contemporary psychiatric nosology and explanatory framework,
respectively, have received growing criticism. As discussed in Chapter 1, the
philosophical basis and validity of the DSM construct of major depression have been
widely questioned and faulted for the limited progress from research based on the
concept.[45,51,53,58-60,63-65,68] Although palliative medicine specialists and
psychiatrists in the studies of this thesis referred to major depression, it minimally
featured in their conceptualisations of depression. On the contrary, they did not view

depression as unitary, atheoretical or categorical, suggesting that major depression
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has limited utility in the clinical context beyond that of diagnostic labelling. The
biopsychosocial model was a dominant framework in the palliative medicine
specialists’ causal explanations of depression, confirming its influence on
conceptualising causality for psychiatric conditions. Such a framework is meritorious
in its holistic emphasis and may be especially appealing to disciplines such as
psychiatry and palliative medicine, given the value that these place on holistic
practice. However, there have been critiques of the widespread misunderstanding
and misuse of the biopsychosocial model in psychiatry.[201,240-243] Originally
proposed by the physician George Engel as a counter paradigm to the biomedical
model of medicine, the intent of the biopsychosocial model was to encourage
primarily non-psychiatrist medical practitioners to approach patients as whole
persons rather than diseases, and to incorporate into their clinical approach the
effects of human emotions, behaviours and social circumstances on illness.[184,185]
The biopsychosocial model was thus not proposed as a causal explanatory model of
psychiatric disorders, despite its current application in this manner. When used in
this way, a problem of the model is that it lacks specificity and generates multiple,
broad, unprioritised causal factors.[240-242] This framework not only poorly guides
treatment, but has also been argued to impractically and unreasonably extend the
jurisdiction of clinical medicine to matters of social welfare and government.[240]
Another problem is that the biopsychosocial model has no predictive power for who
will be afflicted by mental illness and when.[201] Both these shortcomings are
evident in the findings from the study with palliative medicine specialists. This thesis
therefore provides findings that support the inadequacies of the present dominant
psychiatric conceptual frameworks, at least as applicable to depression. More
nuanced nosologies and causal explanatory frameworks, preferably with links

between these, are clearly needed.
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7.2.3 Contribution to the Explanatory Model literature

This thesis used Kleinman’s Explanatory Model as the theoretical framework for
exploring conceptualisations of illness. The five areas involved in the understanding
of illness (i.e. aetiology, time and mode of onset of symptoms, pathophysiology,
course of sickness, and treatment) and the eight questions suggested by Kleinman to
help elicit explanatory models were used to inform the content of the questionnaire
in Study 1 and the interview guide for Studies 2 and 3. As such, the Explanatory
Model served as a valuable reference framework for this thesis. During the research
process, however, two observations could be made about the use of the Explanatory

Model in studying medical conceptualisations of depression.

First, the palliative medicine specialists and psychiatrists in the studies did not
equally elaborate upon all five designated areas of the Explanatory Model. There was
a relative paucity of comments on the timing of onset and on the untreated course of
depression, even when questions about these two aspects were posed during the
interviews. In contrast, ample and rich content was elicited with ease in relation to
aetiology and treatment. Influence from the interviewing process needs to be
acknowledged, but the relatively poor yield of content for select aspects of the
Explanatory Model is of interest and may contradict Kleinman’s claim that
professional explanatory models tend to be more fully articulated.[118] This may be
an important distinction for the explanatory models of psychiatric disorders
compared with non-psychiatric illnesses, owing to their complexities and
incompletely understood mechanisms. In addition, the extensive overlap in content
between the areas of aetiology and pathophysiology in Study 2 resulted in the
combining of these into the composite domain of causal explanations. Together, the
domains of causal explanations and treatment provided the thematic structure for

the reporting of the principal findings from the study on palliative medicine
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specialists, in the form of the papers on their causal explanations and treatment

approach towards depression.

The second observation was that much content in the interviews with both the
palliative medicine specialists and psychiatrists related to the nature of depression,
or what kind of phenomenon they considered depression to be and its boundaries
with normality and other conditions. Again, the interviewing process did direct
participants to discuss issues of nature, but this direction had in turn been shaped by
the questionnaire data and the participants’ responses from preceding interviews
during the conduct of the qualitative studies. In the interviews, consideration of
nature was the conceptual backbone for depression and anchored all aspects of its
explanatory models. It also formed the basis for the two papers that reported on the
conceptual constructs of depression from both medical specialist groups. However,
this issue of the nature of illness was not captured by the Explanatory Model, in its

five areas or suggested questions.

These observations raised the question of whether explanatory models for depression
and other psychiatric conditions, owing to their conceptual and aetiological
complexities, have different emphases compared with somatic illness, and may not be
precisely or fully articulated by the existing framework of the Explanatory Model. If
this model is used for future research on psychiatric illness conceptualisation,
especially for depression, the research conducted for this thesis suggests that
modification or addition to the model should be considered. For example, the
conglomeration of aetiology and pathophysiology into one area may be more
parsimonious, and an additional area of nature could enhance the
comprehensiveness of exploration. Alternatively, new theoretical frameworks may be

developed that are perhaps more suited to capture the ambiguities of psychiatric
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explanatory models, including foci on ontological perspectives and the

interrelationships between concurrent threads of explanations.

7.3 Implications of findings
The findings of this thesis have implications for psychiatric nosology and causal
explanation frameworks, treatment of depression in the palliative care setting,

medical education and palliative care service models.

7.3.1 Philosophical basis of depression

This thesis adds to the growing literature on the inadequacies of the prevailing DSM
classification system for depression and the biopsychosocial model as an explanatory
framework. The development of a more refined nosology for depression should be a
priority, as nosology underpins all aspects of research in this area and the currently
widely used DSM classification of depression has been unprofitable in this regard.
This is clearly an issue that extends beyond palliative care, but the need for a more
sophisticated nosology for depression is perhaps more evident in this setting, given
the diagnostic ambiguities in the palliative care context. Based on the conclusions of
this thesis and the supporting literature, I suggest that a more useful nosology for
depression would be one that adopts heterogeneity as a basic assumption, and
incorporates a spectrum of normative and pathological depressive presentations,
with the use of prototypic subtypes distinguished by core phenotypic features.
Phenomenological differentiation should be reprised as the essence of diagnosis,
rather than symptom counting from an undifferentiated checklist. Furthermore,
ontological diversity and ambiguity would need to be explicitly accommodated. Such
an inclusive nosology is likely to be more clinically meaningful, although this
inclusivity would challenge the definitude that is required by a predominantly
positivist paradigm in health and medical research. The threshold of compromise

between a variegated nosology that more closely resembles clinical reality and an
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artificial but neat one that is more conducive to positivist epistemology will be an
ongoing issue for consideration and debate. The undertaking of a nosological
redevelopment would naturally require concerted effort from international
psychiatric, medical and mental health communities, and is unlikely to be
expeditious. In the meantime, there is a growing body of literature on the refining of
depression classification[51,229,230,244] and alternative nosologies to the DSM,
such as the hierarchical model,[167] may satisfy some of the above suggested
qualities and are worth consideration for more widespread usage in clinical practice

and research.

The limitations of the biopsychosocial model as a framework for causal explanations
of depression and other psychiatric disorders need to be more prominently discussed
within psychiatric communities, and its dominance as the standard in psychiatric
teaching curricula should be re-examined, at least in the form of its current usage.
The strength of the biopsychosocial model is its holistic scope,[201] but in itself it
fails to explain how illness arise from a list of potentially relevant factors.[240-242]
Therefore, while a biopsychosocial scope should be retained, further efforts are
required to cultivate and propagate causal explanatory models for psychiatric
disorders that have greater guiding power for treatment. Economical, single
perspective causal explanations that have traditionally been favoured in physical
sciences are not suited to psychiatric disorders and can encourage detrimental
reductionism.[108] Instead, multi-perspective and multi-level approaches have been
advocated to replace biopsychosocial eclecticism in psychiatric causal explanatory
models.[106,108,241,242] An integrationist approach, which strives to unite different
theories of explanation under one overarching theoretic model, is aspirational for
psychiatry but is still some distance away from actualisation.[241] A pluralistic
approach, which holds that different methods or paradigms have relative strengths

and weaknesses and should be selectively applied for specific circumstances, is
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perhaps at present the most pragmatic causal explanatory framework for psychiatric

disorders.[106,241]

7.3.2 Treatment of depression in the palliative care setting

The findings relating to the palliative medicine specialists’ treatment approaches to
depression support the identified need for specific treatment guidelines for the
palliative care population.[38] Given the deficiencies of the existing research on
depression treatment in this setting, treatment guidelines would require
extrapolation from the non-palliative care literature and ongoing validation through
research. Nevertheless, there are several aspects that should be incorporated in
future treatment guidelines for depression in the palliative care setting. The first is
the specification of depression subtypes to address the problem of heterogeneity and
to provide more specific guidance for intervention. This hinges on nosological
developments, which are ultimately the foundation for depression terminologies and
research. The second aspect is a need for more deliberate efforts to guide the
selection between pharmacotherapeutic and psychotherapeutic options, as well as the
selection of specific treatments within these groups. Factors relating to the patient’s
age, disease profile, comorbidities, prognosticated survival, depression subtype and
severity, and psychological mindedness would be relevant to guiding treatment.
These considerations were already mostly utilised by palliative medicine specialists in
forming treatment decisions, as described in Study 2, but a systematic approach to
considering these pertinent factors in the palliative care setting could be facilitated by

guidelines.

7.3.3 Medical education and professional development
Palliative medicine specialists who participated in Study 2 reported that depression
as a concept was difficult to understand, by virtue of its intangible and imprecise

nature, with terminological variations further complicating the concept. In light of
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this, one of the important implications of this thesis relates to education and training
on depression for medical undergraduates and practitioners, and for other health

disciplines.

Education on depression needs to emphasise its heterogeneity as a concept, rather
than fostering a unitary notion. Although seductive in its simplicity, a unitary concept
has neither assisted the understanding of causality nor guided treatment. The
indistinct boundaries and diagnostic complexities of depression should also be
highlighted, and not eluded or diminished, in order to encourage a realistic clinical
approach. Therefore, education ought to place the construct of major depression in
perspective as one definition and extend beyond this to include alternative
conceptual models. The psychiatric revolution brought on by the DSM classification
has been held responsible for the devolution of phenomenology, the meticulous study
of psychopathological symptoms and signs, which has been a founding tradition for
psychiatry and underpins much of its practice and understanding of illness.[245]
Phenomenology distinguishes depression subtypes, and its associated knowledge and
skills should once again be given greater importance in the diagnosis of depression

and education for this purpose.

Additionally, the status quo in psychiatric education of indoctrinating the
biopsychosocial model as an explanation for psychiatric disorders should be
supplanted by a pluralistic approach to causal explanation. This should be retained
within a holistic scope of biopsychosocial, cultural and spiritual considerations,
although not all aspects need to be aetiologically relevant for all conditions. In the
training of psychiatrists, who are expected to have expertise in the complex
manifestations of mental illness and to work within different ontological and

epistemological perspectives, the conceptual and philosophical foundations of
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medicine and psychiatry should be mandatory. This has also been previously

advocated by others in the field.[237,239]

Professional developmental practice and maturity in outlook are important aspects of
education, and are highly relevant to the subject of depression. A culture of open
collegial discussion could allow more rounded understandings of depression and
refinement of personal conceptualisations, and defend against insular views. Sharing
of experiences and uncertainties also serves to validate the difficulties that clinicians
face in this area of work and to minimise any sense of professional inadequacy that
may arise from dealing with inherently complex issues. The capacity for personal
reflection can also be a valuable quality in dealing with an issue such as depression,
for which clinicians are assumed to be skilled in its differentiation from normative
emotions and experiences. The self-examination of personal beliefs on normality in
terms of emotional and psychological experiences at the EOL is therefore crucial for
all clinicians working in palliative care, as set views may contribute to the under- or
over-diagnosis of depression in this setting. Being indistinct, depression also
demands of clinicians the ability to work with ambiguities, rather than seeing these as
obstacles that hamper clinical care, and this can be fostered through learning and

modelling in the clinical environment.

7.3.4 Palliative care and psychiatry interface service models

The complexities of depression illustrate the potential benefits of integrating
psychiatric and other mental health disciplines within palliative care services. In
relation to depression, psychiatrists can assist in its assessment and treatment, taking
into account the complex medical and psychosocial factors at play in the EOL setting.
They may also offer assistance through clinical discussions to support the palliative
care team in managing particularly challenging patients or situations. Apart from

these consultative roles, psychiatrists can provide education and training for
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palliative care teams, thus building capacity and a higher level of self-sufficiency in
addressing depression. Other contributions may include research, as demonstrated
in this thesis, and service development. There are also less tangible roles that
psychiatrists may fulfil within palliative care services, such as serving as a resource,
facilitating reflective practice and understanding of psychodynamics within clinical
interactions, influencing the team culture, and combating stigma associated with
mental illness. Whilst depression is a key problem area in palliative care, it is not the
only area in which psychiatry can contribute to the discipline, with others including
anxiety, delirium, psychological adaptation issues, behavioural disturbances,
complicated grief, existential issues, interpersonal issues between patients and their
families and/or treating teams, psychotropic medication use, psychotherapy, and the

management of patients with pre-existing mental illness.[213,234]

There are two models under which psychiatric services can be offered to palliative
care. The traditional model of consultation-liaison psychiatry is a collaborative
model,[234] whereby psychiatric input is available to palliative care services, mainly
in hospital in-patient settings and on a referral basis. On the other hand, psychiatrists
can be incorporated as integral members of palliative care services. This integrative
model[234] better allows psychiatrists to have an extended scope within the service
and to fulfil non-consultative roles such as education, professional and team
development, research and service improvement. This model would also best
accommodate a balance between self-sufficiency as a team to manage depression and
having ready access to specialist support when needed, which was valued by palliative

medicine specialists in this thesis.

Regardless of the model in which psychiatry contributes to palliative care, training in
this area has generally been neglected. There is a need to provide psychiatrists who

work in this interface area with training on the medical, psychiatric, psychosocial and
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existential issues pertinent to palliative care and the EOL. Benefits for psychiatry
trainees have been demonstrated by an American program that offers clinical
rotations in palliative medicine,[216] but formalised training in palliative care

psychiatry remains to be further developed in Australia and internationally.

7.4 Suggestions for future research

A contiguous progression from this thesis is the analysis of data from Study 3 on the
psychiatrists’ explanatory models of depression, to identify their causal explanations
for depression and treatment approaches. This has not been included as part of this
thesis out of consideration of its length, but would serve as an informative
comparison with causal explanations and treatment approaches of the palliative
medicine specialists. The perspectives of these two groups of medical specialists
would have relevance for the development of future causal explanatory models and

treatment guidelines for depression.

As an extension of this thesis, further research can be conducted to more broadly
investigate the conceptualisation patterns, causal explanations and treatment
approaches of different groups of medical practitioners in relation to depression.
Having established themes for each of these aspects of depression using a qualitative
method of inquiry, further research can use quantitative methods as a means to
measure and compare these within and among medical practitioner groups. A
practical method may be the use of questionnaires. This direction of research may be
illuminative in establishing the prevalence of the different themes and the correlation
between different concepts, causal explanations and treatment approaches.
Differences in conceptualisation, causal explanations and treatment approaches may
also be found among medical disciplines or demographic groups of medical
practitioners, which may have implications on medical education and professional

development.
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Further qualitative research into the conceptualisations of depression of other
clinical stakeholders in the palliative care setting would also be instructive and would
complement the studies in this thesis. Among medical practitioners, the
conceptualisations of oncologists and geriatricians, for example, would be relevant to
palliative care. Other professional groups may include nurses, social workers and
psychologists in palliative care services, and nurses in residential aged care facilities
who increasingly provide EOL care for patients. Patients receiving palliative care
form an important group, whose conceptualisations of depression are expected to
play an integral part throughout the clinical process from the detection to
management of depression. Research on patient accounts of depression has generally
emphasised the diversity of patient concepts, the dissonance between patient and
clinician accounts, and clinicians’ inability to incorporate the experiential and social
aspects of depression.[78,110,111,246-248] Importantly, the concordance between
the patient’s and the clinician’s conceptualisations is a determinant of therapeutic
alliance and patient satisfaction with treatment.[249] However, research to date has
been conducted outside of the palliative care setting,[120,137,246-248,250] but
findings among patients receiving palliative care may differ owing to the unique
circumstances and personal expectations at the EOL. Despite ethical concerns about
burdening a vulnerable population, qualitative research interviews have been shown
to be both helpful to patients at the EOL and feasible,[251-253] and this should not
hinder future research in this line provided that appropriate considerations are given

to the specific needs of this population.

Lastly, one of the questions raised in this thesis is whether depression is inherently
different as a concept in the palliative care setting, rather than merely differing in
presenting greater diagnostic and treatment challenges. To assist in elucidating this

issue, future research could examine the phenomenology and epidemiological
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characteristics of depression in this setting and its response to treatment, and
compare these with non-palliative care settings. Such undertakings would need to
negotiate the specific difficulties associated with research in palliative care, such as
confounds and high attrition. As such, case reports or case series may be sensible

initial approaches to this research question.

7.5 Thesis strengths and limitations

7.5.1 Strengths of this thesis

A principal strength of this thesis is its demonstration of the feasibility of conducting
research that is both philosophically based and clinically relevant, thus exposing the
indivisible link between philosophy and psychiatry. Although philosophy is
fundamental to clinical psychiatric practice, it is an often neglected area in the
literature.[254] This may in part relate to the intangibility and expansive scope of
subject matters and the obscurity of language in the philosophical literature,
rendering it inaccessible to clinical psychiatrists and impractical for application.[255]
By examining specific philosophical issues such as conceptual and nosological
considerations, causal explanations and treatment approaches, this thesis addresses
pertinent subject matters that underscore some of the core dilemmatic aspects of

depression in the palliative care setting.

Methodologically, the most appropriate paradigms and techniques were selected
according to the research questions and assumptions. The intention of Study 1 was to
conduct a preliminary, broad exploration of depression as a concept among medical
practitioners working in the palliative care setting, the results of which could then
guide further foci of investigation in the subsequent qualitative in-depth studies.
Given this objective and sample size, a quantitative method in the form of a
questionnaire was considered most suitable. The use of qualitative semi-structured

interviewing was suited to the research questions in Studies 2 and 3, which formed
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the main part of this thesis. In seeking to understand the ways in which palliative
medicine specialists and psychiatrists thought about depression, these research
questions assumed different perspectives of understanding, and involved the
clarification of concepts, and the exploration of meanings, contexts and
interrelationships, all of which implicated a qualitative epistemology and in
particular qualitative interviewing.[256] A semi-structured format of interview
allowed the exploration of pre-determined areas as set by the framework of the
Explanatory Model, but also the freedom to pursue divergent ideas from
participants.[257] Similarly, the choice of techniques in data analysis for all studies
was carefully considered and based on clear rationale. For Study 1, a mainly
descriptive study, descriptive statistics were applied. Non-parametric statistics were
used to compare responses among groups due to the non-parametric data
distribution, but the limited comparative power due to the small groups was
acknowledged. For Studies 2 and 3, the flexibility of thematic analysis in
simultaneously allowing inductive and deductive approaches, its freedom from fixed

theoretical traditions and transparency, were characteristics that led to its usage.

The use of both quantitative and qualitative methods, and data gathering from
different sources, are forms of triangulation, which harvests the strengths of different
methods and can generate a fuller understanding of the subject under investigation.
In this thesis, the use of a questionnaire allowed a larger sample of palliative
medicine practitioners to be surveyed, and highlighted critical issues around the
concept of depression specific to the palliative care setting, such as the ambiguity as
to whether it is an illness or a normal aspect of the EOL, the uncertainties around its
causality, and differences in its quality, diagnosis and treatment. In addition to the
usefulness of these findings in guiding foci for exploration in the qualitative studies,
the findings of the questionnaire and qualitative studies complement one another in

several ways. First, consistent themes identified using the two methodologies serve to
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enhance confidence in the findings, for example, the identification of dichotomised
concepts of depression as an illness and as normal, the idea that depression is
qualitatively different and difficult to delineate in the palliative care setting. Second,
the depth of data obtained from the qualitative studies enabled different concepts,
causal explanations and treatment approaches towards depression to be articulated,
which was not possible from the questionnaire study. Third, albeit not reflecting a
representative sample of palliative medical practitioners, the questionnaire findings
could place the individual concepts, causal explanations and treatment approaches,
as identified through the qualitative study of palliative medicines specialists, in
perspective in terms of their approximate prevalence. Lastly, inconsistent findings
between the questionnaire and qualitative studies have identified areas that may
warrant further research, such as the relative paucity of comments on

existential/spiritual issues in understanding the causality of depression at the EOL.

The target populations in all studies were likewise carefully considered, and their
relevance to the research topic enhanced the quality of this thesis. In Study 1, all
respondents to the questionnaire practised in palliative medicine and the vast
majority worked primarily in this area. By not restricting the population to particular
disciplines, training backgrounds, positions or work settings, the sample was
conducive to reflect the views of medical practitioners who work within the clinical
palliative care setting, and to demonstrate concepts that affect clinical care. The
qualitative interview studies deliberately targeted palliative medicine specialists and
psychiatrists as two medical specialist groups with authority and impact in relation to
depression in palliative care. In particular, only psychiatrists who worked in the
palliative care setting were recruited, in recognition of the specialised knowledge
within palliative care psychiatry and the reality that only this subgroup of

psychiatrists are involved in clinical aspects of palliative care.
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The attention to methodological rigour is another important strength of this thesis.
The main qualitative studies adhered to guiding standards of holistic rigour in
qualitative research and of rigour in conducting thematic analysis, as discussed in
detail in Section 1.7.4. The consistent practice of reflexivity throughout the conduct of
this research, and the contributions of the supervisors towards independent analysis
and thematic validation, served to enhance the transparency and trustworthiness of
the findings. Reviewer comments for the first three peer-reviewed and published
papers included comments about the relevance and significance of the research topic
and resonance of the findings (Appendices H, I and J), which are encouraging

indications of the holistic rigour of this thesis.

7.5.2 Limitations of this thesis

A key methodological consideration in the conduct of this research has been my
professional role as a psychiatrist, and one with a specialised interest in palliative
care psychiatry. The potential influences of this on this research have been discussed
in each of the papers from the qualitative studies and in the section on reflexivity
(Section 1.8). In my function as a research instrument in all the studies, but especially
in the qualitative studies, my own understandings and opinions cannot be fully
dissociated from the research. This is particularly the case in the interpretation of the
data. Although in other methodological traditions, this could be seen to be a source of
potential bias, such concerns can be minimised by methodological rigour and
reflexive practice. In fact, there may be benefits from my professional status as a
psychiatrist. The possession of intimate “insider” knowledge in the field of palliative
care psychiatry may have assisted in the formulation of a pertinent research topic and
questions, and a pragmatic approach to conducting research in this field, including
efficient recruitment strategies. It may have also enhanced my ability to interpret the
findings in a clinically meaningful and nuanced light. The line between bias and

expertise is unclear, as is often the case in research, and reflexive transparency can
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best help readers to form their opinions on the research findings and the researcher’s

interpretations.

The findings in this thesis also need to be contextualised within their methodological
confines. Being studies of Australian medical practitioners, the findings reflect the
Australian context and may differ from concepts of depression that are held by
medical practitioners in other countries, where local sociocultural considerations
may influence interpretations of depression and mental illness, medical education,
and ideas around normative experiences at the EOL. As such, the findings of Studies
2 and 3 may not be transferable to other countries, although they may be expected to
share more commonalities with countries that have similar medical education
curricula and sociocultural environments. The sample in Study 1 was self-selected (by
volunteering to respond to the questionnaire) rather than randomly selected, and
therefore its results may indicate but may not statistically represent the views of all
Australian medical practitioners working in palliative care. This thesis has also
restricted its focus in in-depth qualitative exploration to two medical specialties,
which share common values rooted in humanistic and holistic practice, although each
has its unique focus and theoretical foundations. Therefore, the concepts derived
from these groups cannot be transferred to other medical specialties. Lastly, the use
of interviewing as a method of inquiry is ideal for eliciting concepts and mental
processes involved in the approach to clinical problems. However, it cannot confirm
the actual practices of medical practitioners in regards to the diagnosis and treatment

of depression, which require methods other than self-report to ascertain.

7.6 Problems encountered and learnings from this research

The main challenge in the conduct of this thesis has been one of terminology, which
is an intrinsic problem to depression. Given that the purpose of this thesis was to

explore the range of contemporary clinical concepts of depression, the dilemma was
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the choice of language that would facilitate the elicitation of all relevant concepts
without imposing specific ones on the participants. The unqualified use of the term
“depression” was considered to be an acceptable solution, with the specification, if
required, that for this research this term referred to its clinical meanings. The
dominance of the prevailing DSM classification system also presented a challenge, in
that their constructs and terminologies at times almost precluded consideration of
alternative concepts and terminologies. This was perhaps more so for experts on
depression than for participants, who on the whole did not object to the use of the
term “depression” or appeared confused by its meaning during data collection.
Crucially, from my clinical experience, palliative care medical practitioners (and
other non-psychiatric medical practitioners) infrequently specify “major depression”
in everyday clinical parlance and generally favour the term “depression”. This differs
from the medical research literature, which values more precise terminologies that
are aligned with the major classification systems. As an illustration of this issue, one
of the reviewers for Paper 3 suggested that the term “depression” be replaced by
“major depression” (Appendix J), which was precisely what this thesis wished to
avoid in its examination of the broader conceptualisations of depression. The premise
of a broader concept of depression presented greater difficulties for Study 1, since no
clarification of terminology could be provided, should this be required by the
respondents. In retrospect, a brief explanation could have been included for
respondents to the questionnaire, outlining that the study sought their views on
depression, in whichever manner they conceptualised this in clinical practice. One of
the reviewers for Paper 1 saw the broad concept of depression used in this study as a
methodological limitation that complicated the interpretation of the results
(Appendix H). Contrarily, a broad conceptualisation was the deliberate intent of the
study and subsequently led on to the development of the qualitative interviews. The
reading of these papers as a collection would hopefully create improved coherence

and understanding of their intent.
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An issue that arose during the peer-review process for some of the qualitative papers
was the dismissal of the quality of the papers because the number of interviews was
considered by editors and reviewers to be insufficient. The issue of sample size in
qualitative research has been thoroughly debated, and there is no definitive threshold
to the adequacy of sample size.[258-260] The actual sample size per se is not a
criterion of quality in qualitative research. The number of interviews that reach the
point of data saturation has always been held as the gold standard for qualitative
interview research,[147] and this number is contingent on many factors, including
epistemological orientation, nature and breadth of the topic, type of sampling,
homogeneity of the sample, quality of the interviews and data, level of organisation
sought for in the themes, and the experience of the researcher with data
analysis.[258,259,261] This is an essential difference between qualitative and
quantitative research. Although there is already a body of literature on the
epistemology and applications of qualitative research in medicine,[257,262-265] it
may be useful to further promote more widespread understanding of the relevance of
sample size and markers of quality in qualitative interview research within the
medical research community. Explicit, step-by-step practical guidance for
researchers on how to determine the point of data saturation in qualitative interviews
may also be useful. For researchers of this methodology, an awareness of the relative
unfamiliarity with and common misperceptions and misunderstandings about
qualitative methodologies within the medical community may assist in adopting
measures to pre-empt and overcome such obstacles in the process of seeking

publication of their work.

In concluding this thesis, I would like to reflect on my learnings on the topic of
depression conceptualisation through the conduct of this research. I believe that my

thinking in this respect has changed in two ways. My core concepts of depressive
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illness and my affinity with the hierarchical model of considering depressive illness
have remained constant, and have in fact been affirmed through both my review of
the literature and my interviews with the psychiatrist participants. However, from an
initially narrower view of depression as illness, my overall concept of depression has
broadened, and I can appreciate the merits of considering depression from the
perspective of a symptom requiring assistance at the EOL. In clinical practice and in
my teaching, I now more overtly articulate the differences in narrow versus broad
concepts of depression, and take care to define my meaning and clarify that of other
clinicians and patients. To me, depression is a complex, heterogeneous and evolving
group of human conditions. This premise should form the basis of any clinician’s
attempt to understand and conceptualise depression, for although much remains to
be deliberated and clarified, progress cannot be made without accepting and working

with this fundamental conceptual complexity.
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APPENDICES

Appendix A Study 1 Questionnaire for Doctors in Palliative

Medicine: Views on Depression at the End-of-life

General information
What is your main area of work?
1 General practice (1 Palliative medicine [ Oncology (] Pain medicine

(1 Psychiatry COther (please specify if you are willing to do so
)

Which of the following best describes your current work position?

(] Trainee 1 Specialist (] General practitioner [ Career medical officer
O Other (please specify )

If you are a palliative medicine specialist or trainee, in which area did you do your primary
training?

(] Not applicable (] General practice (] Physician

[ Other (please specify if you are willing to do so )

How would you describe your current area of work in relation to palliative medicine? (tick all
that apply)
1 Clinical [0 Academic [0 Administration [0 Other (please specify

)
What is the current setting of your work? (tick all that apply)

(] Hospital (1 Hospice 0 Community [0 Academic
What is your gender?

[0 Male [J Female
How long have you been practising in medicine?

L o-5yrs L] 6-10 yrs ] 11-20 yrs ] 21-30 yrs ] >30yrs
How long have you been involved in palliative medicine?

L o-5yrs L] 6-10 yrs ] 11-20 yrs ] 21-30 yrs ] >30yrs
Have you had any specific training in mental health?

[l Yes I No

If yes, what was the training?

Working with Depression
In your estimate, how often are you involved in caring for palliative care patients?

[0 Most days [ At least once per week 1 At least once per month

1 Several times per year [ Less than once a year [1 Never
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In your estimate, how often are you involved in caring for palliative care patients who have

depression?
[0 Most days [ At least once per week 1 At least once per month
] Several times per year ] Less than once a year [1 Never

Who, if anyone, do you usually involve in managing depression in palliative care patients?

(tick all that apply)

1 No one [ Nurses [ Social workers [1 General practitioners
[0 Psychologists [1 Psychiatrists [ Chaplains/Pastoral care workers (] Family
[ Others (please specify )

Views on Depression
The following questions relate to views that individuals may hold about depression. Please
indicate how much you endorse the following statements, ranging from 1 (Strongly Disagree)

to 5 (Strongly Agree). There are no right or wrong responses.

Strongly Neutral Strongly
Disagree Agree

1. Depression is more common at the end-of- 1 2 3 4 5
life.

2. Depression is normal at the end-of-life. 1 2 3 4 5

3. The quality of depression at the end-of-life is 1 2 3 4 5
the same as depression in other settings.

4. Depression in general (not just at the end-of- 1 2 3 4 5
life) is an illness.

5. Depression at the end-of-life is an illness. 1 2 3 4 5

6. Depression is a distinct concept. 1 2 3 4 5

7. Depression is distinct from grief. 1 2 3 4 5

8. Depression is part of the dying process. 1 2 3 4 5

9. All doctors understand depression as a 1 2 3 4 5
concept in the same way.

10. Depression is understood by doctors and by 1 2 3 4 5
patients in the same way.

11. Symptoms of depression are reasonably 1 2 3 4 5
consistent from person to person.

12. There are core features of depression. 1 2 3 4 5

13. End-of-life depression has identifiable 1 2 3 4 5
causes.

14. Biological factors are important in 1 2 3 4 5

explaining depression at the end-of-life.
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Strongly Neutral Strongly

Disagree Agree

15. Psychological factors are important in 1 2 3 4 5
explaining depression at the end-of-life.

16. Existential and spiritual factors are 1 2 3 4 5
important in explaining depression at the
end-of-life.

17. Socioeconomic status is important in 1 2 3 4 5
explaining depression at the end-of-life.

18. Culture is important in explaining
depression at the end-of-life.

19. Depression at the end-of-life should always 1 2 3 4 5
be treated.

20. Depression at the end-of-life can be 1 2 3 4 5
managed with medications.

21. Depression at the end-of-life can be 1 2 3 4 5
managed with psychological support.

22, If untreated, depression at the end-of-life 1 2 3 4 5
will worsen the person’s quality of life.

23. If untreated, depression at the end-of-life 1 2 3 4 5
will negatively affect the person’s family.

24. Patients expect doctors to treat depression. 1 2 3 4 5

25. Depression at the end-of-life can abate 1 2 3 4 5

without any active interventions.

Do you have any comments on your experience with depression in palliative care patients?
[l Yes I No

If yes, please elaborate:

o

Thank you very much for your time and input.
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Appendix B Introductory letter to conference registrants

accompanying questionnaire

Dear Doctor,

I am a psychiatrist from Adelaide with an interest in palliative care, and am hoping to learn
how doctors in the field think about depression in the end-of-life context. I would be very
grateful if you could spare a few minutes to complete the attached questionnaire during this
conference — all responses would be valued, regardless of your medical discipline or career
stage. Please be assured that your responses will be anonymous. This questionnaire is part of
my PhD study, and has been approved by the University of Adelaide Human Research Ethics

Committee.

There are boxes at the conference venue for you to deposit your completed questionnaire, or

you could return it in the reply paid envelope provided.

May I also draw your attention to the attached flyer for another part of my study, which
involves interviews with consultant palliative medicine specialists and consultant
psychiatrists. If you would consider being a participant, please let me know by dropping off

your name and contact details in the collection boxes, or contacting me.

Regardless of your participation, I hope to have the opportunity to speak with you during

this conference, and would be most happy to answer any questions or receive any feedback.

With sincere thanks for your kind attention,

Felicity Ng

Senior Lecturer and PhD candidate
University of Adelaide

Email: felicity.ng@adelaide.edu.au
Phone: +61 411 244 013
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Appendix C Flyer and reply slip for in-depth interview studies

(Studies 2 & 3) distributed to all conference registrants

Medical Views of Emotions in the Palliative Care Setting
- A qualitative study

Dr Felicity Ng (PhD candidate), Prof Anna Chur-Hansen (PhD supervisor), Dr Gregory Crawford (PhD
supervisor) and Dr Rajan Nagesh (PhD supervisor)

This study is part of a PhD research project that explores doctors’ and patients’ views of
emotions in the palliative care context.

If you are
> A palliative medicine consultant
OR
> A consultant psychiatrist practising in palliative care,

And would consider undertaking a single interview,

Please provide your contact details below and drop the tear-off slip in the deposit boxes at
the conference venue, or return in the reply-paid envelope provided,

OR
Contact Felicity Ng at your convenience.
Office: +61 8 8182 9388
Mobile: +61 411 244 013
Email: felicity.ng@adelaide.edu.au

Medical Views of Emotions in the Palliative Care Setting

I would consider taking part in an interview for this study.

Name:
Iama [ palliative medicine consultant [0 consultant psychiatrist
I prefer to be contacted via [ post [0 phone [0 email

Postal address:

Telephone:

Email:
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Appendix D Information for potential palliative medicine specialist
participants in Study 2: Participant information sheet, consent form, and

contacts & complaints form

Participant Information Sheet

Study title: Medical specialists’ views of emotions in the palliative care setting
Investigators: Dr Felicity Ng*2, Prof Anna Chur-Hansen!, Dr Gregory Crawfords+#, Dr
Rajan Nagesh?2

Institutional affiliations: 'Discipline of Psychiatry, University of Adelaide; 2Central
Northern Adelaide Health Service; 3Discipline of Medicine, University of Adelaide; 4Mary
Potter Hospice, Calvary Health Care Adelaide

Study background

Emotional issues, in particular depression, form a major focus area in palliative care practice
and research. However, the distinction between situationally-appropriate and pathological
emotional states is particularly challenging in the end-of-life setting, and is often
complicated by contextual considerations. The understanding of emotional issues has been
demonstrated to differ between medical professionals and patients, which can impinge on
the quality of care and therapeutic outcomes. An understanding of how emotional issues are
conceptualised by health professionals and patients could therefore inform the approach to

managing such issues in clinical practice.

Aim of this study
This study aims to explore how palliative physicians and psychiatrists practising in palliative

care conceptualise emotional issues, in particular depression, in the palliative care setting.

What this study involves

This study involves one interview, which can be conducted either face-to-face at your
workplace or via telephone, depending on your location at the time of participation. During
the interview, you will be asked to comment on the emotions that you have encountered in
palliative care patients, and your thoughts in relation to these. You will also be asked to
comment on your views on the conceptual boundaries between depression and other
psychological or medical phenomena. We are not looking for any particular responses, and

any insight from you would be valuable contribution for this study.
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The duration of the interview may vary, but is expected to take approximately 30 minutes to

1 hour. Your permission will be asked to have the interview audio-taped.

After the interview, you will have the option of reviewing the interview transcript.

Your decision to participate in this study is entirely voluntary. Even if you consent to
participate, you are able to withdraw from the study at any time without the need for

explanations.

Benefits and risks
There are no compensations for your time and participation, and no direct benefits such as

in the form of payment.

This study may pose low level risks, such as inconvenience relating to the time required of

you to consider and participate in the interview.

Research output
The findings of this study will be published in a thesis and in journals. The findings may also

be presented at conferences.

Confidentiality

Your name and contact details will not be disclosed to anyone else other than the
investigators. Your responses in the interview will be held in confidence by the investigators,
with the exception of the unlikely event where unprofessional or unethical conduct is
disclosed. In such instances, the investigators may be required to report details relating to
these conducts to the relevant medical board. You will not be identifiable in any potential

conference presentations or publications.

Ethics approval
This study has been approved by the Human Research Ethics Committees of the Royal
Adelaide Hospital, Calvary Health Care Adelaide, and the University of Adelaide.

Further information

Please ensure that you have read and understood the information on this document prior to

making the decision to participate in this study.
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If you would like to clarify any information on this document, or to obtain further

information about this study, please contact one of the investigators listed below.

If you wish to speak to someone not directly involved in the study about your rights as a
volunteer, or about the conduct of the study, you may also contact the following:
- Chairman, Research Ethics Committee, Royal Adelaide Hospital, on phone
+61 8 8222 4139
- Chairman, Research Ethics Committee, Calvary Health Care Adelaide, on
phone +61 8 8239 9100
- Secretary, Human Research Ethics Committee, University of Adelaide, on

phone +61 8 8303 6028

Contact details for further information

Dr Felicity Ng (Principal Investigator)

Phone: 8182 9388 or 0411 244 013  (Afterhours 0418 817 780)
Email: felicity.ng@adelaide.edu.au

Prof Anna Chur-Hansen (Principal Supervisor)
Phone: 8222 5785

Email: anna.churhansen@adelaide.edu.au

Dr Gregory Crawford (Supervisor)
Phone: 8239 9117

Email: gregory.crawford@adelaide.edu.au
Dr Rajan Nagesh (Supervisor)

Phone: 8282 0501

Email: rajan.nagesh@health.sa.gov.au
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Opt-out
If you do not wish to be further contacted about this study, you can simply complete this slip

and return it to us by post in the reply paid envelope, or by fax.

Name

[[] I do not wish to be contacted again about this study

Please return this slip either in the reply paid envelope, or by fax to Felicity Ng
on 8182 9385
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Consent Form

Study Title: Medical specialists’ views of emotions in the palliative care setting

Investigators: Dr Felicity Ng, Professor Anna Chur-Hansen, Dr Gregory Crawford,
Dr Rajan Nagesh

1. The nature, purpose and potential risks of this research project have been
explained to me. I understand these, and agree to take part in this research.

2. Tunderstand that I may not benefit from taking part in this study.
3. Iunderstand that I can withdraw from the study at any stage.

4. Tunderstand that, while information gained during the study may be published, I
will not be identified and my personal details will remain confidential.

5. I understand that there are exceptions to confidentiality, in instances where I
disclose information that indicates unprofessional or unethical conduct.

6. I understand that, although all efforts will be made to ensure the confidentiality
of my participation, anonymity cannot be guaranteed.

I agree to my interview being audio-taped. O Yes O No

I wish to view a transcript of the interview. O Yes O No

Name of Participant:

Signed:

Dated:

I certify that I have explained the study to this participant and consider that he/she
understands what is involved.

Name of Investigator:

Signed:

Dated:

Investigator
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THE UNIVERSITY OF ADELAIDE
HUMAN RESEARCH ETHICS COMMITTEE

Document for people who are participants in a research project

CONTACTS FOR INFORMATION ON PROJECT AND INDEPENDENT
COMPLAINTS PROCEDURE

The Human Research Ethics Committee is obliged to monitor approved research
projects. In conjunction with other forms of monitoring it is necessary to provide an
independent and confidential reporting mechanism to assure quality assurance of the
institutional ethics committee system. This is done by providing research participants
with an additional avenue for raising concerns regarding the conduct of any research
in which they are involved.

The following study has been reviewed and approved by the University of Adelaide
Human Research Ethics Committee:

Project title: Medical specialists’ views of emotions in the palliative care setting
Ethics approval number: H-086-2010

1. If you have questions or problems associated with the practical aspects of
your participation in the project, or wish to raise a concern or complaint about the
project, then you should consult the project co-ordinator:

Name: Professor Anna Chur-Hansen (Principal Supervisor)
Telephone: (+61 8) 8222 5785
Or
Name: Dr Felicity Ng (Principal Investigator)
Telephone: (+61 8) 8182 9388.
2. If you wish to discuss with an independent person matters related to
. making a complaint, or
. raising concerns on the conduct of the project, or
. the University policy on research involving human participants, or
. your rights as a participant

contact the Human Research Ethics Committee’s Secretary on phone (+61 8) 8303
6028
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Appendix E Recruitment email sent via the Royal Australian
and New Zealand College of Psychiatrists to members of its Section

of Consultation-Liaison Psychiatry (Study 3)

Dear Doctor,

I am a psychiatrist who is seeking your consideration to participate in a qualitative
study, which aims to explore how depression is conceptualised in the palliative care
setting, from the perspectives of patients, palliative medicine specialists and
psychiatrists. This research hopes to address the gap that exists in the literature on
how patients and medical practitioners understand depression in the context of
dying, the significance of which lies in its implications on the assessment and
management of this prevalent issue. This research forms part of my PhD candidature
at the University of Adelaide, under the supervision of Professor Anna Chur-Hansen
and Dr Rajan Nagesh from the Discipline of Psychiatry, and Associate Professor
Gregory Crawford from the Discipline of Medicine (Palliative Medicine).

I am looking for consultant psychiatrists in Australia who are involved in liaison work

with palliative care services (can be either the private or public sector).

Participation involves a single interview on the subject, and can be done over the
telephone. There is no stipulated length for the interview, but on average, an
interview would be expected to take about an hour. Any data used in publications will
be de-identified.

Participation is of course voluntary. However, as there may be a limited number of
Fellows who are involved in palliative care liaison, I would be much obliged if eligible

psychiatrists would consider taking part.

If you are willing to participate, or would like further information, please email me at

felicity.ng@adelaide.edu.au. Alternatively, I can be contacted on 0411 244 013.

Please be assured that I have no access to your email addresses or other contact

details, and this message is sent to you by the College administrators.
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With kind regards,

Felicity Ng

PhD Candidate

Discipline of Psychiatry, School of Medicine
University of Adelaide

Adelaide SA 5005
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Appendix F Recruitment notice for psychiatrists placed in the
Royal Australian and New Zealand College of Psychiatrists’

electronic bulletin (Study 3)

o
oy
How Do Psychiatrists Think About Depression in

Terminally-Ill Patients?

— Psychiatrists Needed for Research Study THE UNIVERSITY

Depression is a common reason for involving psychiatrists in the of ADE LAI DE
shared care of terminally-ill patients, but how patients and clinicians understand
depression in the context of dying has not been explored. Yet, the way that
depression is conceptualised underpins assessment and management, and may have
widespread implications on end-of-life care practices.

We are seeking psychiatrists to participate in a qualitative study, which explores how
depression is conceptualised in the palliative care setting, from the perspectives of
patients, palliative medicine specialists and psychiatrists. This research is part of a
PhD candidature at the University of Adelaide, under the supervision of Professor
Anna Chur-Hansen and Dr Rajan Nagesh from the Discipline of Psychiatry, and
Associate Professor Gregory Crawford from the Discipline of Medicine (Palliative
Medicine).

Participation in the study involves a single qualitative interview on the subject, and
can be done over the telephone. There is no set length for the interview, but an
hour’s duration is a reasonable estimate. Any data used in publications will be de-
identified.

We are seeking;:
» Consultant psychiatrists in Australia,
» Who work in a liaison role with palliative care services (private or public
sector)
to participate in our study.

If you are willing to participate, or would like further information, please contact:
Dr Felicity Ng (Psychiatrist & PhD candidate)

Phone: (08) 8182 9388 or 0411 244 013

Email: felicity.ng@adelaide.edu.au
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Appendix G Interview guide for interviews with palliative

medicine specialists and psychiatrists

Starting the interview:
“Can you tell me a bit about your professional background?” (training,
duration since fellowship, areas of practice/interest, experience/involvement

in palliative care)

“In your experience, what emotions does a person go through when they are

at the palliative stage of care?”

Probes:
“You mentioned (X emotion — e.g. depression, anxiety, anticipation) — can

you tell me more about that?”
“Why do you think people experience X emotion?”

“When do you think X emotion usually becomes apparent?”

“Do you talk to your patients about that emotion? If you do, can you tell me
what you would typically say?” (OR “Do patients talk to you about that
emotion? If they do, can you tell me what they would typically say?”)

“What is your approach/what do you do when patients feel X emotion?”

“What do you think would help when patients feel X emotion?”

“Can you tell me if X emotion is one you consider “normal”? Under what

circumstances would it be normal/abnormal?”

Questions about depression:

“Could you explain your idea of what depression is as a concept in general?”

(prompt: depression as a clinical concept)

“How do you think depression is different in the palliative care setting?”

(prompt: as a concept, mechanism, in diagnosis, phenomenology, treatment)
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“To your mind, how does depression differ from the other emotional states

that people experience at the end-of-life?”

“How do you think depression differs from the dying process?”

“How common do you believe depression is among patients receiving

palliative care?”

“When do you think depression usually presents as a problem in palliative

care?”

“For patients in the palliative phase of care, when would you consider them to
be depressed?” “How do you make a diagnosis of depression in the palliative

care context?”

“What, if any, do you think are the challenges in assessing depression in the

palliative care setting?”
“How do patients describe depression to you? What words do they use?”
“How do you explain depression to your patients? What is the

language/words that you use?”

“How do patients response to your explanation of depression?” “How do

patients tend to understand depression?”

“How do you make sense of depression in the palliative care context?” “What
do you think cause depression in the palliative care context?” “How do you
think depression comes about in patients under palliative care?” “What is/are
the mechanism(s) for depression at the end-of-life?” AND “Are the

mechanisms different from depression in other settings?”

“How do you think depression should be managed at the end-of-life?” “What

is your approach to depression in patients under palliative care?”

“How have you developed this approach?” “What education has been

provided in the care of dying patients in your training years?”
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“How do you think other palliative care doctors/psychiatrists understand and
approach depression?” “What do you think are the differences in terms of how

psychiatrists and palliative care clinicians think about and approach

depression?”

“What are your views on using antidepressants or other psychotropic

medications for your patients?”

“Do you always intervene when a patient has depression at the end-of-life?”

“What do you think depression entails for (can do to) a patient at the end-of-
life?” “What do you think would happen to a patient if his/her depression is

not treated?”

“What do you think are the challenges with the whole issue of depression in

palliative care?”
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Palliative Medicine Practitioners’ Views on the Concept
of Depression in the Palliative Care Setting

Felicity Ng, MBBS, FRANZCP,"* Gregory B. Crawford, MBBS, MD, FAChPM*®
and Anna Chur-Hansen, PhD, FAPS, FHERDSA!

Abstract

Background: Despite its clinical importance in palliative care, depression remains an ambiguous concept.
Objective: The purpose of this study was to explore how medical practitioners working in palliative care
conceptualize depression in that setting.

Design: Medical practitioners who attended a palliative medicine conference (N =185) were invited to respond to
a questionnaire, which explored their views on the concept of depression in the palliative care context. De-
scriptive statistics were used to summarize responses, and comparison between groups was conducted using
nonparametric statistics. Themes in free-text comments were identified.

Results: Seventy-nine responses were obtained (response rate 43%). Depression was not a unified concept, but
was generally considered to be an illness with psychological, spiritual, and existential causes. Respondents were
more uncertain about depression being an illness in the palliative care setting compared with other settings, and
were ambivalent about its causality. Treatment preferences leaned towards psychological interventions. De-
pression being different in the palliative care setting was a theme. It was considered to be more prevalent,
different in quality, harder to define, and associated with greater barriers to diagnosis and treatment. Conceptual
differences were associated with the respondents’ area of work, work position, duration of practice, and pre-
vious mental health training.

Conclusions: Depression in the palliative care setting is a variable concept for palliative medicine practitioners.
The conceptual diversity and complexities of depression in this setting must be acknowledged and further
explored in order to develop nuanced approaches in clinical practice and in research.

Introduction

D EPRESSION 15 WIDELY ACKNOWLEDGED to be an important
clinical issue in palliative care, with an estimated prev-
alence of 5%-~26%" and association with adverse outcomes
such as high symptom burden,” spiritual distress,® poor per-
formance status,” shorter survival,® longer length of hospice
stay,” and desire for hastened death.”’® Nevertheless, de-
pression remains an ambiguous concept. This situation is not
unique to the palliative care setting, as multitudinous con-
cepts of depression have beleaguered the field of psychiatry
over the course of its history'"™"* and continue to be actively
debated. ™! The palliative care setting, however, arguably
adds to the ambiguity because of the symptomatic similarities

between depression and conditions commonly occurring at
the end of life (EOL), such as illness and the dﬁying processes
and the attendant emotions in this context.”"!

Health professionals have reported difficulties with asses-
sing and managing depression in the palliative care setting.”¢
In particular, the distinction between depression and sad-
ness or grief has been reported as chal[en%ing by family
physicians,?’ palliative medicine physicians,”” nurses,’® and
professional carers.”” In a UK. survey, palliative medicine
physicians reported using an assortment of screening meth-
ods to assess for depression and endorsed different symptoms
as useful for this purpose,”” whereas general practitioners in
the Netherlands emphasized clinical judgement of contextual
factors in their assessment® Discordant approaches to the
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PALLIATIVE MEDICINE PRACTITIONERS’' CONCEPTS OF DEPRESSION

detection and treatment of depression in the palliative care
setting have similarly been reported among recognized ex-
perts in the area.?! Diversity in the definitions of depression
and assessment approaches is reflected in the research litera-
ture,"?* with one systematic review identifying 106 different
assessment methods in 202 published studies and an assort-
ment of criteria for defining caseness.”?

It is evident from the extant literature that EOL depression
is a heterogeneous concept. Insofar as conceptualization
fundamentally guides clinical and research efforts, it is crucial
to understand how depression is conceptualized in the palli-
ative care setting, in order to develop context-appropriate
clinical and research approaches. How medical practitioners
think about depression has been investigated to a far lesser
extent than their clinical practice, and no study has primarily
focussed on how they conceptualize depression in the palli-
ative care setting. Therefore, this study was devised to explore
how EOL depression is conceptualized by palliative medicine
practitioners.

In view of the lack of terminological standardization in
palliative care,”?* it should be clarified that “palliative care”
in this paper refers to an approach to care as defined by the
World Health Organization,® and neither implies the in-
volvement of specific health professionals nor the provision of
care in particular settings such as hospitals, hospices, or the
community. “End-of-life” is used as defined by Palliative Care
Australia to mean “that part of life where a person is living
with, and impaired by, an eventually fatal condition, even
if the prognosis is ambiguous or unknown.”® It thus cap-
tures the period of time during which patients receive
palliative care.

Methods

The authors developed a questionnaire specificaily for this
study and conducted a small pilot (#=7) in order to test its
comprehensibility and estimate completion time. The pilot
participants had either research and/or clinical backgrounds
in palliative care or psychiatry of old age, and were not in the
study’s target population. Minor formatting and wording
modifications and the addition of a question about frequency
of work in palliative medicine were made in response to the
pilot. The final questionnaire comprised the following: (1)
demographic information; (2) the respondent’s level of clinical
involvement with EOL depression; and (3) a series of 25
statements about EOL depression, relating to its distinction as
a concept, prevalence, symptomatic consistency, causality,
treatment, and outcome (see Table 1). These statements were
informed by the literature and clinical anecdotal experience,
and respondents were asked to indicate their level of en-
dorsement of each statement on a five-point Likert scale that
extends from “1=Strongly Disagree” through “3=Neutral” to
“5=Strongly Agree.” Respondents were also asked to provide
free-text comments on their experiences with depression in
patients receiving palliative care, The term “depression” was
deliberately used without further qualification, because
multiple constructs of depression were assumed and narrow
definitions were avoided. Responses were anonymous.

The target population consisted of registrants of a palliative
medicine conference held in Australia in 2010, who were
primarily Australian and New Zealand medical practition-
ers involved in palliative medicine. The sample was one of

923

TABLE 1. STATEMENTS ABOUT DEPRESSION USED
IN THE QUESTIONNAIRE

. Depression is more common at the EOL.

. Depression is normal at the EOL.

. The quality of depression at the EOL is the same as

depression in other settings.

. Depression in general (not just at the EOL) is an illness.

. Depression at the EOL is an illness.

. Depression is a distinct concept.

. Depression is distinct from grief.

. Depression is part of the dying process.

. All doctors understand depression as a concept in the

same way.

10. Depression is understood by doctors and by patients in
the same way.

11. Symptoms of depression are reasonably consistent from
person to person.

12. There are core features of depression.

13. EOL depression has identifiable causes.

14. Biological factors are important in explaining depression
at the EOL.

15. Psychological factors are important in explaining de-
pression at the EOL.

16. Existential and spiritual factors are important in ex-
plaining depression at the EOL.

17. Socioeconomic status is important in explaining depres-
sion at the EOL.

18. Culture is important in explaining depression at the EOL.

19. Depression at the EOL should always be treated.

20. Depression at the EOL can be managed with medications.

21. Depression at the EOL can be managed with psycho-
logical support.

22. If untreated, depression at the EOL will worsen the
person’s quality of life.

23. If untreated, depression at the EOL will negatively affect
the person’s family.

24. Patients expect doctors to treat depression.

25, Depression at the EOL can abate without any active

interventions.

LN =

\O O NI O\ Ul e

EOL, end-of-life.

convenience. With permission from the organizing commit-
tee, a paper version of the questionnaire was distributed with
the registration package at the conference site, and verbal and
visual reminders (announcement, poster display, collection
boxes) were used to encourage participation. A reminder
e-mail that included a link to an electronic version of the
questionnaire was sent to all registrants one week after the
conference.

Descriptive statistics were used to summarize respondent
characteristics and endorsement of statements about depres-
sion. Comparison of respondent views according to charac-
teristics was performed using the Mann-Whitney U test and
Kruskal-Wallis 1-way ANOVA, because of nonparametric
data distribution. Significance was at p <0.05 (2-tailed). Ana-
lyses were conducted using PASW version 18 (SPSS, Inc,
Chicago, IL).* Free-text responses were examined for themes
by the first author (FN) with the aid of NVivo9 software (QSR
International Pty. Ltd., Doncaster).?® A second author (ACH)
undertook an independent analysis. The two analyses were
compared and themes revised until consensus was reached.

This study received approval from the Human Research
Ethics Committee at the University of Adelaide (H-086-
2010).
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TasLE 2. RESPONDENT CHARACTERISTICS SHOWN
IN ABSOLUTE NUMBERS AND PERCENTAGES

Respondent Number (percentage)
characteristics n=78"
Gender
Male 31 (39.7%)
Female 47 (60.3%)

Main area of work

Palliative medicine 64 (82.1%)

General practice 7 (9.0%)

Other 7 (9.0%)
Work position

Specialist 48 (61.5%)

Trainee 17 (21.8%})

Other (including GPs} 13 (16.7%)
Training background for i=64°

those who are pallintive

medicine specialists or trainees

General practice 32 (50%})

Physician 24 (37.5%)

Other 8 (12.5%;

Work type®
Clinical palliative medicine
Academic palliative medicine
Administrative palliative

78 (100%)
21 (26.9%)
20 (25.6%)

medicine

Work set!ingd
Hospital 54 (69.2%)
Hospice 43 (55.1%)
Community 39 (49.4%)
Academic 15 (19.2%)

Duration of practice (in years)
Years in medicine

0-10 years 14 (17.9%)
11-20 years 18 (23.1%)
21-30 years 19 (24.4%)
>30 years 27 {34.6%)
Years in palliative medicine

0-10 years 34 (43.6%)
11-20 years 26 (33.3%)
21-30 years 15 (19.2%)
>30 years 3 (3.8%)

Mental Health Training

Received specific training® 20 (25.6%)

Frequency of pallintive care provision for patients
Most days
At least once per week
At least once per month
Several times per year

Frequency of providing care for depression
in the palliative care setting
Most days
At least once per week
At least once per month 12 (15.6%)
Several times per year 6 (7.8%)

Usual personnel involved in the management of depression
in the palliative care setting®

68 (87.2%)
8 (10.3%)
1(1.3%)
1 (1.3%)

26 (33.8%)
33 (42.9%)

None 4 (5.1%)
Social workers 57 {73.1%)
Nurses 55 {70.5%)

{continued)
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TasLE 2. (CONTINUED)

Respondent Number (percentage)

characteristics n=78
GPs 51 (65.4%)
Psychiatrists 51 (65.4%)
Chaplains/pastoral care workers 45 (57.7%)
Family 43 (55.1%)
Psychologists 37 (47.4%)
Others 14 (17.9%)

*11=78 unless stated otherwise due to 1 missing response.

Y51=64 due to 1 missing response and 14 not applicable responses
{i.e., not a palliative medicine specialist or trainee).

€12 respondents undertook psychiatric placements during prevo-
cational or vocational medical training, 4 undertook accredited
mental health training for general practice, 3 completed honors or
masters degree in psychology or psychological medicine, 2 under-
took psychotherapy training.

“The total percentages for these characteristics are over 100
because multiple answers were possible.

GP, general practitioner.

Results
Respondent characteristics

Seventy-nine of 185 registrants (43%) responded to the
questionnaire. All respondents practiced palliative medicine
and 64 (82.1%) identified this as their main area of work.
Respondent characteristics are detailed in Table 2.

Views on depression

Whilst respondents generally deemed depression to be an
illness (92.3%), fewer considered it an illness at the EOL
(80.5%), with 14.3% viewing depression as normal in this
context and 11.5% viewing it as part of the dying process. A
further 22.1% and 17.9% neither agreed nor disagreed with
these latter statements, respectively. The vast majority (91.0%)
saw depression and grief as distinct concepts. Most consid-
ered depression to be not only more common at the EOL
(59.0%), but different in quality from depression occurring in
other settings (59.7%). Although 89.7% believed core features
of depression to exist, only 23.1% thought that depression
symptoms were consistent between individuals. Under-
standings of depression were generally considered to differ
among medical practitioners (93.6%) and between medical
practitioners and patients {(94.9%). Distributions are shown in
Tables 3 and 4.

There was uncertainty about causality, with 47.4% of re-
spondents indicating ambivalence about whether depression
had identifiable causes. Of the proposed factors that could be
considered to be causally important, psychological (88.5%)
and existential/spiritual factors (84.4%) were most frequently
endorsed, while biological factors (56.4%), culture (55.8%),
and socioeconomic status (32.5%) were less often endorsed.
Respondents showed a clear preference for psychological
support as intervention compared with medications (87.0%
versus 54.5%). Depression was considered by 93.5% to ad-
versely impact on the patient’s quality of life and by 87.0% to
negatively affect the family. Over half of the respondents
(54.7%) believed that depression should always be treated,
while 51.9% believed that depression could abate without
intervention. About half of the respondents (51.9%) agreed
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TABLE 3. RESPONDENTS' ENDORSEMENT OF STATEMENTS RELATING TO DEPRESSION AS A CONCEPT,
IN ABSOLUTE NUMBERS AND IN PERCENTAGES

Statenment

Disagree in n (%) Neutral in n (%) Agree in n (%)

Depression (in general) is an illness (n=78)
Depression at the EOL is an illness (n=77)
Depression is normal at the EOL (n=77)
Depression is part of the dying process (11=78)
Depression is a distinct concept (11=78)
Depression is distinct from grief (n=78)

Doctors and patients understand depression in the same way (11=78)

All doctors understand depression in the same way (1=78)

2(2.6) 4 (5.1) 72 (92.3)

4(5.2) 11 (14.3) 62 (80.5)
49 (63.6) 17 (22.1) 11 (14.3)
55 (70.5) 14 (17.9) 9 (11.5)
10 {12.8) 13 (16.7) 55 (70.5)

3(38) 4 (5.1) 71 (91.0)
74 (94.9) 4 (5.1) 0 (0)
73 (93.6) 4 (5.1) 1(1.3)

Responses are collapsed into “agree,” “neutral,” and “disagree” categories.

EQL, end-of-life,

that patients expected medical practitioners to treat their de-
pression. Distributions are shown in Tables 5 and 6.

Comparison of views between groups

Views held by respondents differed according to their area
of work, work position, duration of practice, and previous
mental health training. The primary training background for
those who were palliative medicine trainees or specialists did
not significantly influence responses.

Compared with those mainly working in palliative medi-
cine or other areas, respondents who primarily worked in
general practice were more likely to consider depression as
normal at the EOL (H(2)=13.472; p=0.001) and as part of the
dying process (FH(2)=12.672; p=0.002). They were also more
likely than those mainly working in palliative medicine to
agree that depression had identifiable causes (U=121.500;
p=0.031) and that patients expected medical practitioners to
treat depression (U =125.000; p=0.044). Those who worked in
academic palliative medicine were more likely than nonaca-
demics to view depression as a distinct concept (U =808.500;
p=0.008) with core features (U=754.500; p=0.013) and con-
sistent symptoms between individuals (U= 818.000; p =0.002).

Trainees were more likely than specialists and those in
other positions to consider depression an illness at the EOL
(H(2)=9.195; p=0.010).

Respondents who had practiced in medicine for the
shortest duration (<10 years) more often agreed with de-
pression in general being an iliness than those with longer
durations of practice (H(2)=6.071; p=0.048). Those who had
practiced in palliative medicine the longest (> 20 years) were
most likely to regard the quality of depression at the EOL tobe
the same as in other settings (H(2) =6.431; p =0.040), and were

least likely to view socioeconomic status as important in the
causality of depression (H(2)=8.493; p=0.014).

Those who had received specific mental health training
were more likely to identify socioeconomic status as caus-
ally important (U=719.500; p=0.22), and to consider that
EOL depression should always be treated (U=726.500;
p=0.009).

Free-text themes

Thirty-nine respondents (49.4%) commented on their
experience with depression in patients receiving pallia-
tive care. Comments are captured by the following seven
themes.

Depression at the EOL is different
from other times in life

Depression was seen to differ at the EOL in terms of its
notion (e.g., “a totally different entity”); delineation (e.g.,
“harder to define,” “bound up with spiritual distress”); and
manifestation (e.g., “fewer vegetative features”). The idea of
the intransferability of treatments from general to EOL set-
tings also distinguished depression at the EOL and was
expressed in reference to the limited timeframes for inter-
vention, the complex physical and psychological milieu, and
the illogicality of cognitive therapy where patients’ concerns
were considered to be realistic.

Depression at £EOL is a difficult problem

The difficulty of depression at EOL was conveyed in terms
of diagnostic and treatment difficulties and systemic barriers.

TABLE 4. RESPONDENTS’ ENDORSEMENT OF STATEMENTS RELATING TO THE PREVALENCE AND SYMPTOMATIC
CONSISTENCY OF [DEPRESSION, IN ABSOLUTE NUMBERS AND IN PERCENTAGES

Statement

Disagree in n (%) Neutral in n (%) Agree inn (%)

Depression is more common at the EOL (n=78)

Quality of depression at the EOL is the same as in other settings (n=77)

There are core features of depression (11=78)

Symptoms of depression are consistent from person to person (1=78)

10 (12.8) 22 (28.2) 46 (59.0)
46 (59.7) 12 (15.6) 19 (24.7)
3(3.8) 5 (6.4) 70 (89.7)
54 (69.2) 6 (7.7) 18 (23.1)

"o

Responses are collapsed into “agree,
EOL, end-of-life,

neutral,” and “disagree” categories.
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TABLE 5. RESPONDENTS' ENDORSEMENT OF STATEMENTS RELATING TO THE CAUSALITY
oF DEPRESSION AT THE EOL, 1N ABSOLUTE NUMBERS AND IN PERCENTAGES

Statement

Disagree in n (%)

Neutral in n (%) Agree in n (%)

Depression has identifiable causes (17=78)
Biological factors are important (n=78)
Psychological factors are important {(11="78)
Existential/spiritual factors are important (1 =77}
Socioeconomic status is important (n=77)
Culture is important (n=77)

19 (24.4) 37 (47.4) 22 (28.2)
11 (14.1) 23 (29.5) 44 (56.4)
2 (2.6) 7 (9.0) 69 (88.5)
4 (5.2} 8 (10.4) 65 (84.4)
18 (23.4) 34 (44.2) 25 (32.5)
11 (14.3) 23 (29.9) 43 (55.8)

Responses are collapsed into “agree,” “neutral,” and “disagree” categories.

EOL, end-of-life.

Diagnostic difficulties were linked to the interchangeable use
of terms such as “depressed,” “sad,” and “grieving;” the un-
derstandable context {(“There is reason to be depressed”); and
unclear delineation from natural emotions (“reactive sad-
ness”) and medical conditions. Respondents described de-
pression as an affect {e.g., “Some people who are very sad or
grief stricken...can be deemed as depressed”); a syndrome
(“low mood, insomnia, loss of interest, agitation and anxiety,
anorexia, constipation etc.”); and an illness. Depression was
also referred to as both “reasonable” and “never normal,” and
as both an “entity” and existing “in degrees.” Difficulties of
treating depression at the EOL included the short timeframes
of expected survival and the physical weakness of patients,
limiting both pharmacological and psychological treatment
options. Systemic barriers, such as late referrals to palliative
care, inadequate funding of professional time, and the inac-
cessibility of psychiatric services also challenged the assess-
ment and management of depression at the EOL.

Depression is underrecognized

Depression was considered to be common and important
but underreported by patients and underrecognized or dis-
missed as normal by clinicians. Several respondents com-
mented on the need for screening and early recognition.

Causes of depression at the EOL

A variety of factors were linked to the occurrence of de-
pression at the EOL, including premorbid cognitive style;
stress of having a terminal illness; and symptoms such as
pain, poor sleep, anxiety, and spiritual distress.

Depression has negative impact

Depression was seen to cause suffering, worsen prognosis,
and negatively affect family. It was also seen to impede the
assessment of patient progress and limit access to treatments.

Treatment of depression at EOL

Several respondents emphasized that treatment for EOL de-
pression could not be generalized, Pharmacotherapy was seen to
have a lesser role in treating EOL depression, with reasons in-
cluding ineffectiveness, side effects, unacceptability to patients,
inability of some patients to take oral medication, and the view
that prescribing antidepressants is a “cop-out” for the clinician.
Nonpharmacological interventions were considered to be key,
and included good communication; counseling; support; ac-
knowledgement of the patient’s experiences; and making
human connection (e.g., compassion, empathy, accompanying).
Some commented on treatment choice as determined by severity
(e.g., mild to moderate depression not needing medication).
Several referred to a multidisciplinary approach.

Stigma

Stigma was perceived to underlie the unwillingness of
some patients to accept a diagnosis of depression or its
treatment, including referrals to psychologists or psychia-
trists. “Psychiatric patients” were also considered to suffer
discrimination in hospices.

Discussion

This study highlights the variability among palliative
medicine practitioners in how they think about depression at

TaBLE 6. RESPONDENTS' ENDORSEMENT OF STATEMENTS RELATING TO THE TREATMENT
AND QUTCOME OF DEPRESSION AT THE EOL, IN ABSOLUTE NUMBERS AND IN PERCENTAGES

Statement

Disagree in n (%)

Neutral in n (%) Agree in n (%)

Can be managed with medications (n="77)

Can be managed with psychological support (n1=77)
Sheould always be treated (#=75)

Can abate without intervention (=77}

Depression will worsen quality of life (12=77)
Depression will negatively affect family (1=77)
Patients expect doctors to treat depression (1=77)

12 (15.6) 23 (29.9) 42 (54.5)
2(2.6) 8 (10.4) 67 (87.0)
20 (26.7) 14 (18.7) 41 (34.7)
23 (29.9) 14 (18.2) 40 (51.9)
2 (2.6) 3 (3.9) 72 (93.5)
3 (3.9) 7 (9.1) 67 (87.0)
12 (15.6) 25 (32.5) 40 (51.9)

Responses are collapsed into “agree,” “neutral,” and “disagree” categories.

EOL, end-of-life,
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the EOL and the complexity of this clinical problem. On the
whole, depression in this setting was considered to be an ill-
ness, with causes that were largely psychological and spiri-
tual/existential in nature, in contrast with traditional
biomedical frameworks of iliness explanations. This may not
be unique to the EOL, as there is evidence that primary care
medical practitioners face dissonance from applying a bio-
medical framework of depression to various populations,
where social contexts are recognized as etiologically impor-
tant 2931

One of the main conceptual challenges identified in this
study is the notion of whether depression at the EOL is an
illness or is part of normative processes. This quandary was
reflected in the finding that depression was less ofter con-
sidered to be anillness at the EOL than in general settings. The
lack of specificity in the language used to convey depression,
the emotionally evocative nature of the EOL, and the overt
similarities between depression and sadness are relevant to
this conceptual challenge. The difficulty of differentiating
between depression and sadness is consistent with earlier
studies in the palliative care setting'” 2’ and is salient, given
that depression was almost unequivocally considered by
participants in this study to be distinct from grief. This sug-
gests a division between the intellectual clarity of concepts
and clinical reality, which resonates with observations in the
literature of the tension that arises from negotiating between
categorical and dimensional concepts of illness.**™* In this
study, both of these concepts were applied to depression,
which was variously described as an affect, a syndrome, and
an illness. Such diversity in constructs is likely to funda-
mentally contribute to the ambiguity of depression when
applied in the clinical setting.

Another conceptual issue apparent in this study is the un-
certain causality of depression at EOL. Respondents were
ambivalent as to whether identifiable causes existed. All
proposed etiological factors for depression occurring at EOL
were endorsed, but psychological, spiritual, or existential
factors were more strongly endorsed than biological, cultural,
or socioeconomic factors in terms of etiological importance.
The clear preference for psychological intervention over
pharmacotherapy suggests a relationship between attributed
causality and treatment approach. Similar findings were re-
ported by a study of family physicians active in palliative care,
with management of depression mainly seen to be supportive
and nonspecific in nature, while antidepressants were seldom
prescribed.”® In contrast, a qualitative study that explored the
construction of depression among primary care physicians
found a primarily biochemical etiological explanation,®
which may suggest etiological conceptual differences in the
EOL context. Indeed, depression being different at EOL was a
theme in the respondents’ comments, being seen to be more
difficult to define, qualitatively different, and associated with
unique diagnostic and treatment challenges.

Both area and duration of practice were associated with
conceptual differences. Those mainly working in general
practice were more likely to consider EOL depression to be a
normative process and to have identifiable causes. A possible
explanation is that general practitioners and palliative medi-
cine specialists may hold different concepts of depression.
Alternatively, the affective presentations of patients may
differ between primary care and specialist palliative care
settings. Trainees were more likely to view depression as an
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illness at EOL, while those with the shortest medical careers
were more likely to see depression as an illness in general. The
reasons for these findings are unclear and warrant further
investigation, Respondents involved in academic work had a
qualitatively different view of EOL depression, being more
likely to see it as a distinct concept with core features and as
symptomatically consistent between individuals. This may
signify a conceptual gap between academic and clinical
practitioners, and by extension, between the published liter-
ature and clinical practice. Having had specific mental health
training was associated with few differences in how respon-
dents considered depression, except for a more proactive at-
titude towards treatment, which may reflect greater
knowledge, skills, experience, and/or personal interest in
mental health.

The results of this study need to be interpreted within the
context of its limitations. The target population was restricted
to Australasian medical practitioners who attended a pallia-
tive medicine conference, and is therefore not a representative
sample of all palliative medicine practitioners. Nevertheless,
the sample was highly relevant, being comprised entirely of
practitioners who were active in clinical palliative medicine.
The response rate was modest and the sample size was rela-
tively small, which limited the comparative power among
groups. Importantly, although this study demonstrates con-
ceptual variability for depression at EOL, it does not charac-
terize those concepts, their nuances, ambiguities, and
overlaps. These concepts may be influenced by the medical
practitioners’ experience and training in both palliative
medicine and mental health (which were varied in this sam-
ple), their areas of clinical interest and expertise, and their
personal and cultural ideologies. Further understandings
may be obtained through qualitative exploration of palliative
medicine practitioners’ constructs of depression.

The findings of this study have implications for clinical
practice, education, and research. Palliative medicine practi-
tioners have variable concepts of EOL depression and view
depression to be different and complex in this setting. Yet
clinical guidelines and research have not adequately ac-
knowledged or addressed these conceptual challenges. This
likely restricts the fruitfulness and clinical applicability of
research that uses a unitary concept of depression. Medical
education that implies depression is a weli-defined concept
with clear diagnostic boundaries and treatment pathways is
similarly misguiding, and may lead to over- or under-
treatment of depression. For depression in the palliative care
setting to be more meaningfully addressed, its conceptual
ambiguities and diversity need to be acknowledged and fur-
ther characterized through research. In particular, qualitative
exploration of health professionals’ and patients’ concepts of
EOL depression would be a useful focus for future research.
This will complement knowledge regarding the diagnosis and
treatment of EOL depression to inform the development of
more sophisticated clinical guidelines for diagnosis and
treatment decisions in this patient population.
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Thank you for submitting manuscript JPM-2012-0502 entitled "Palliative medicine
practitioners’ views on the concept of depression in the palliative care setting" to Journal of
Palliative Medicine. The comments of the reviewer(s) are included at the bottom of this letter.

In light of the reviewer’s enthusiasm for the manuscript, | would like to tentatively accept your
manuscript for publication pending satisfactory revision. Therefore, | invite you to respond to
the reviewer(s)' comments and revise your manuscript.

To revise your manuscript, log into http://mc.manuscriptcentral.com/palliative and enter your
Author Center, where you will find your manuscript title listed under "Manuscripts with
Decisions." Under "Actions," click on "Create a Revision." Your manuscript number has been
appended to denote a revision.

Please submit your revision by 27-Jan-2013.

You will be unable to make your revisions on the originally submitted version of the
manuscript. Instead, revise your manuscript using a word processing program and save it on
your computer. Please also highlight the changes to your manuscript within the document by
using the track changes mode in MS Word or by using bold or colored text.

Once the revised manuscript is prepared, you can upload it and submit it through your Author
Center.

When submitting your revised manuscript, you will be able to respond to the comments made
by the reviewer(s) in the space provided. You can use this space to document any changes
you make to the original manuscript. In order to expedite the processing of the revised
manuscript, please be as specific as possible in your response to the reviewer(s).

IMPORTANT: Your original files are available to you when you upload your revised
manuscript. Please delete any redundant files before completing the submission.

NOTE: Original Manuscripts may NOT exceed 3,000 words. Submissions over 3,000 words
will be returned to the author.

Because we are trying to facilitate timely publication of manuscripts submitted to Journal of
Palliative Medicine, your revised manuscript should be uploaded as soon as possible. If it is
not possible for you to submit your revision in a reasonable amount of time, we may have to
consider your paper as a new submission.

Once again, thank you for submitting your manuscript to Journal of Palliative Medicine and |
look forward to receiving your revision.

Sincerely,

Dr. Charles von Gunten

Editor, Journal of Palliative Medicine
cvongunten@ucsd.edu, Ipelzek@mcw.edu

Reviewer(s)' Comments to Author:
Reviewer: 1
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Comments to the Author

Thank you for the opportunity to review this well-written and professionally-presented
manuscript. The author(s) present a contemporary issue (understanding depression in
palliative care from the providers' perspective). This article is well-written with a clear
methodology and presentation of findings. The strengths of the manuscript include: 1) The
presentation of this study is cohesive and professionally written; 2) Contemporary issue that
warrants further research; 3) Study enhances current knowledge-base in the area of
depression and palliative care/EOL; 4) Implications for research and practice are effectively
presented and discussed; 5) Recent citations.

Two minor suggestions to address is the notion of "palliative care" and "end of life care," and
writing a distinct literature review section. While there may be an intersection, these terms are
operationally different and more clarity regarding such definitions may need to be explored in
the introduction. Secondly, it may be helpful to separate the introduction into a clear
introduction followed by a literature review section. Perhaps by focusing attention on a
literature review section may address the issue of the operationalization of the terms
"palliative care," and "EOL". By doing so, the author(s) can present, from a historically
perspective, the progression of our understanding of the intersection of depression at the end
of life. The author(s) are discussing "palliative care" which may not imply the end of life. With
recent advances in bio-psychosocial interventions, people diagnosed with a terminal illness
can live long after a given prognosis. In other words, the authors may want to address the
issue of actually using "terminal illness" in relation to "palliative care." This can be easily and
briefly discussed in the literature review.

Reviewer: 2

Comments to the Author

The aim of this study was to explore the ways in which depression is conceptualized by
palliative medicine practitioners. The manuscript is well written. It is original work and
contributes to our understanding of the challenges in assessing and managing depression in
palliative care settings. The following comments are offered for the authors’ consideration.

1. The authors report that a questionnaire was specifically developed for the purpose of
this study and refined based on a “small pilot.” It would be important to provide more
information about this process.

a. Who participated in the development of this questionnaire?

b. How were the original items generated? To what extent were these items informed by
the literature?

C. Describe the pilot study in more detail, including number and types of participants.
What types of modifications were made to the questionnaire based on this pilot?

2. For patient demographics, how was “specific mental health training” defined? For
those participants who had training in this area, what type of training did this involve?

3. It is difficult to evaluate the participants’ responses without having a better

understanding of the definition of depression they were using (either generated by the
researchers or reported by the participants).

a. How was the concept of depression introduced to the participants?

b. Was a definition included by the researchers as part of the questionnaire? Were
participants asked to generate their own definition of depression?

C. If a definition was not included with the questionnaire, then how might this have
impacted the findings? This needs to be added to the study limitations.

4. Discussion

a. Please elaborate on what is meant by “discrete and dimensional concepts of illness”
(page 10, line 5).

b. Please elaborate on the reported differences between general practitioners’ and
palliative medicine specialists’ concepts of depression (page 10, lines 45-48).

C. The authors report that palliative medicine practitioners view depression as “different

and complex in the EOL setting” (page 11, lines 18-20). This is an equally challenging issue in
other medically complex populations, such as medically ill patients and geriatric patients. It
would be important to cite some of the literature from these different settings, including some
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of the approaches that are being recommended to assess depression in medically complex
patients (e.g. exclusion of somatic depressive symptoms, Endicott’s substitution criteria).
These approaches would also be important to include in medical education and training
programs if they are not currently being addressed (page 11, lines 24-31). (Also see
Wasteson, E et al. Palliat Med 2009;23:379-753 regarding different assessment approaches)
5. Limitations — As mentioned in Comment #3, the variability in participants’ definitions
of depression compounded the interpretability of the findings.
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Corresponding author’s response to reviewers’ comments on first
submitted manuscript

28" December 2012

Professor Charles F. von Gunten
Editor-in-Chief
Journal of Palliative Medicine

Dear Professor von Gunten,

Re: Revised manuscript JPM-2012-0502, entitled “Palliative medicine practitioners’ views
on the concept of depression in the palliative care setting”

On behalf of my co-authors, thank you for considering our manuscript for publication in the
Journal of Palliative Medicine. We would like to thank the reviewers for their helpful
comments, which we have carefully considered in revising our manuscript.

Please find below a point-by-point response to the reviewers’ comments. Due to the addition
of content raised by the reviewers, we have needed to edit some of the original text in order
to confine the word count to the limit of 3000 words. We have not substantially reduced the
information in the paper in doing so. All changes made to the manuscript are indicated by
coloured track changes.

Reviewer: 1
Comments to the Author

Thank you for the opportunity to review this well-written and professionally-presented manuscript.
The author(s) present a contemporary issue (understanding depression in palliative care from the
providers' perspective). This article is well-written with a clear methodology and presentation of
findings. The strengths of the manuscript include: 1) The presentation of this study is cohesive and
professionally written; 2) Contemporary issue that warrants further research; 3) Study enhances
current knowledge-base in the area of depression and palliative care/EOL; 4) Implications for
research and practice are effectively presented and discussed; 5) Recent citations.

Two minor suggestions to address is the notion of "palliative care” and "end of life care,” and
writing a distinct literature review section. While there may be an intersection, these terms are
operationally different and more clarity regarding such definitions may need to be explored in the
introduction. Secondly, it may be helpful to separate the introduction into a clear introduction
followed by a literature review section. Perhaps by focusing attention on a literature review section
may address the issue of the operationalization of the terms "palliative care,” and "EOL". By doing
so, the author(s) can present, from a historically perspective, the progression of our understanding
of the intersection of depression at the end of life. The author(s) are discussing "palliative care”
which may not imply the end of life. With recent advances in bio-psychosocial interventions, people
diagnosed with a terminal illness can live long after a given prognosis. In other words, the authors
may want to address the issue of actually using "terminal illness" in relation to "palliative care.”
This can be easily and briefly discussed in the literature review.

The two suggestions are gratefully acknowledged. The issue of operationalised definitions of

the terms “palliative care”, “EOL” and “terminal illness” has been addressed by adding a
paragraph in the Introduction section to define the meaning of “palliative care” and “EOL” in

223



this paper, and by replacing “terminal illness” with alternative terms. The importance of the
terminological inconsistency in palliative care and the roots of this situation in a historical
perspective unfortunately cannot be discussed in detail within the word limit and prioritisation
of content. A brief reference has been made to this issue (last paragraph in the Introduction
section) and readers are directed to two informative papers on this subject. Similarly, because
of the word count limitation, an expanded literature review section cannot be accommodated
without sacrificing important content relating to the study.

Reviewer: 2
Comments to the Author

The aim of this study was to explore the ways in which depression is conceptualized by palliative
medicine practitioners. The manuscript is well written. It is original work and contributes to our
understanding of the challenges in assessing and managing depression in palliative care settings.
The following comments are offered for the authors’ consideration.

1. The authors report that a questionnaire was specifically developed for the purpose of this study
and refined based on a “small pilot.” It would be important to provide more information about this
process.

a. Who participated in the development of this questionnaire?

b. How were the original items generated? To what extent were these items informed by the
literature?

¢. Describe the pilot study in more detail, including number and types of participants. What types of
modifications were made to the questionnaire based on this pilot?

All of the above information has been added to the Methods section (first paragraph).

2. For patient demographics, how was “specific mental health training” defined? For those
participants who had training in this area, what type of training did this involve?

Because of word count limitation, the breakdown of the types of specific mental health
training as reported by respondents has been added to Table 2 (see note c).

3. It is difficult to evaluate the participants’ responses without having a better understanding of the
definition of depression they were using (either generated by the researchers or reported by the
participants).

a. How was the concept of depression introduced to the participants?

b. Was a definition included by the researchers as part of the questionnaire? Were participants
asked to generate their own definition of depression?

c¢. If a definition was not included with the questionnaire, then how might this have impacted the
findings? This needs to be added to the study limitations.

We agree with the reviewer that the use of the term “depression” is important to clarify in this
paper. For this study, we deliberately used the term without further elaboration because we
wished to keep the term in its broad clinical sense, and because clinicians often refer to
depression in clinical practice without added qualifications. We therefore avoided defining
depression in terms of specific diagnostic labels or classifications. An explanation to this
effect has been added to the Methods section (towards the end of the last paragraph). Rather
than considering the use of the term in an unelaborated form to be a limitation of this study,
we consider it to be a strength and a necessity for this type of research which aims to explore
the various concepts of depression. This point has been added to the Discussion section (end
of last paragraph).
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4. Discussion
a. Please elaborate on what is meant by “discrete and dimensional concepts of illness” (page 10, line

5).

We replaced the word “discrete” with “categorical”, the meaning of which should hopefully be
clearer to readers.

b. Please elaborate on the reported differences between general practitioners’ and palliative
medicine specialists’ concepts of depression (page 10, lines 45-48).

This sentence is intended as a possible explanation for the point made in the previous
sentence, referring to the differences in views that were identified in this study between those
mainly working in general practice and those mainly working in palliative medicine. These
sentences have been edited to be clearer in their meanings to readers.

¢. The authors report that palliative medicine practitioners view depression as “different and
complex in the EOL setting” (page 11, lines 18-20). This is an equally challenging issue in other
medically complex populations, such as medically ill patients and geriatric patients. It would be
important to cite some of the literature from these different settings, including some of the
approaches that are being recommended to assess depression in medically complex patients (e.g.
exclusion of somatic depressive symptoms, Endicott’s substitution criteria). These approaches would
also be important to include in medical education and training programs if they are not currently
being addressed (page 11, lines 24-31). (Also see Wasteson, E et al. Palliat Med 2009;23:379-753
regarding different assessment approaches)

There are indeed similar complexities in assessing and managing depression in other clinical
subgroups, and a comparison between subgroups would be a worthwhile research topic.
However, there are few empirical studies of medical practitioners’ views of depression in
other medically complex populations. We have alluded to similarities reported in primary care
populations in the Discussion section (last line of first paragraph), because published
empirical studies have mainly been in primary care. We have also added references to two
studies of primary care professionals’ views of depression, including one in relation to older
patients. More detailed discussion cannot be accommodated within the current word count
limit. For the same reason, we have regrettably not been able to add discussion of the various
diagnostic criteria proposed for depression in medically-ill patients. Our reasons for not
prioritising these areas relate to the unresolved debate on alternative diagnostic criteria for
medically-ill patients, and the fact that the focus of this study is on the broad concept of
depression in the palliative care setting. This study is not primarily concerned with specific
diagnostic criteria proposed for medically-ill patients, or the complexities of depression across
medically complex patient populations.

5. Limitations - As mentioned in Comment #3, the variability in participants’ definitions of
depression compounded the interpretability of the findings.

Please see response to Comment #3 above.

| hope the above explanations are clear, but please let me know if further suggestions are
available or clarifications required. | look forward to hearing from you in the near future.
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Yours sincerely,

Felicity Ng
Corresponding author
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Journal of Palliative Medicine reviewers’ comments on revised
manuscript

04-Feb-2013

Dear Dr. Ng:

Thank you for submitting manuscript JPM-2012-0502.R1 entitled "Palliative medicine
practitioners’ views on the concept of depression in the palliative care setting" to Journal of
Palliative Medicine. The comments of the reviewer(s) are included at the bottom of this letter.

In light of the reviewer’s enthusiasm for the manuscript, | would like to tentatively accept your
manuscript for publication pending satisfactory revision. Therefore, | invite you to respond to
the reviewer(s)' minor comments and revise your manuscript.

To revise your manuscript, log into http://mc.manuscriptcentral.com/palliative and enter your
Author Center, where you will find your manuscript title listed under "Manuscripts with
Decisions." Under "Actions," click on "Create a Revision." Your manuscript number has been
appended to denote a revision.

Please submit your revision by 05-Apr-2013.

You will be unable to make your revisions on the originally submitted version of the
manuscript. Instead, revise your manuscript using a word processing program and save it on
your computer. Please also highlight the changes to your manuscript within the document by
using the track changes mode in MS Word or by using bold or colored text.

Once the revised manuscript is prepared, you can upload it and submit it through your Author
Center.

When submitting your revised manuscript, you will be able to respond to the comments made
by the reviewer(s) in the space provided. You can use this space to document any changes
you make to the original manuscript. In order to expedite the processing of the revised
manuscript, please be as specific as possible in your response to the reviewer(s).

IMPORTANT: Your original files are available to you when you upload your revised
manuscript. Please delete any redundant files before completing the submission.

NOTE: Original Manuscripts may NOT exceed 3,000 words. Submissions over 3,000 words
will be returned to the author.

Because we are trying to facilitate timely publication of manuscripts submitted to Journal of
Palliative Medicine, your revised manuscript should be uploaded as soon as possible. If it is
not possible for you to submit your revision in a reasonable amount of time, we may have to
consider your paper as a new submission.

Once again, thank you for submitting your manuscript to Journal of Palliative Medicine and |
look forward to receiving your revision.

Sincerely,

Dr. Charles von Gunten

Editor, Journal of Palliative Medicine
charles@pallmed.us, Ipelzek@mcw.edu

Reviewer(s)' Comments to Author:
Reviewer: 1
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Comments to the Author

Dr. Von Gunten, thank you for extending me the privilege to review Manuscript #JPM-2012-
0502.R1. The author(s) have once again presented a well-written manuscript that is
professionally sound, relevant, and focusing on the contemporary issue of end of life care with
the main focus on depression in palliative care.

My initial comments/suggestions to the author(s) have been addressed in this revision and
thus | do not have any further comments at this time. | appreciate and thank the author(s) for
investigating matters related to end of life and wish them much success. | would encourage
the author(s) to continue looking at matters related to culture such as acculturation and
assimilation--factors that can affect outcomes especially when treatment for depression at the
end of life is considered by medical professionals. Thank you again for your work.

Reviewer: 2

Comments to the Author

Thank you for the opportunity to review this resubmitted manuscript, focusing on how medical
practitioners working in palliative care conceptualize depression. The authors have
adequately addressed my comments for the most part. However, | am still struggling with their
assertion that one of the strengths of this study is the broad conceptualization of depression. |
agree with their premise that patients’ presentations of “depression” can vary substantially, for
example, from normal reactions of sadness to profound clinical depressive episodes.
However, | still believe that it is difficult to make comparisons of participants’ responses, when
their conceptions of and experiences with assessing and treating depression are so varied.
For example, whether or not depression can be managed with medications or psychological
support will depend on how depression is being conceptualized, as well as the severity of
symptoms associated with it. It is also difficult to determine whether the participants’
responses may have been influenced by limited knowledge of this complex area. Only a
quarter of the participants (25.6%) had received any specific mental health training, with
variable experiences in this domain. Variations in participants’ responses may have been
influenced by broad and varying views of depression at end of life, the complexity of making
these differentiations in this unique population, a limited exposure to the diverse spectrum of
depressed patients in clinical practice, or a lack of training for differentiating a major
depressive episode from subsyndromal forms of depression. It would be important to include
all of these potentially confounding factors in the Discussion.
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Corresponding authors’ response to reviewers’ comments on revised
manuscript

19" February 2013

Professor Charles F. von Gunten
Editor-in-Chief
Journal of Palliative Medicine

Dear Professor von Gunten,

Re: Revision of manuscript JPM-2012-0502.R1, entitled “Palliative medicine practitioners’
views on the concept of depression in the palliative care setting”

My co-authors and | would once again like to thank the reviewers for their comments on the
above revised manuscript, which we have used to guide our further revision of the paper. All
changes made to the manuscript are indicated by coloured track changes.

Reviewer 1 did not identify any further areas requiring address. We are appreciative of his/her
encouragement and ideas for future research.

Reviewer 2 indicated the need to discuss the difficulties in interpreting the participants’
responses, given the variations in their concepts of depression.

“Comments to the Author

Thank you for the opportunity to review this resubmitted manuscript, focusing on how medical
practitioners working in palliative care conceptualize depression. The authors have adequately
addressed my comments for the most part. However, I am still struggling with their assertion that
one of the strengths of this study is the broad conceptualization of depression. I agree with their
premise that patients’ presentations of “depression” can vary substantially, for example, from
normal reactions of sadness to profound clinical depressive episodes. However, I still believe that it
is difficult to make comparisons of participants’ responses, when their conceptions of and
experiences with assessing and treating depression are so varied. For example, whether or not
depression can be managed with medications or psychological support will depend on how
depression is being conceptualized, as well as the severity of symptoms associated with it. It is also
difficult to determine whether the participants’ responses may have been influenced by limited
knowledge of this complex area. Only a quarter of the participants (25.6%) had received any
specific mental health training, with variable experiences in this domain. Variations in participants’
responses may have been influenced by broad and varying views of depression at end of life, the
complexity of making these differentiations in this unique population, a limited exposure to the
diverse spectrum of depressed patients in clinical practice, or a lack of training for differentiating a
major depressive episode from subsyndromal forms of depression. It would be important to include
all of these potentially confounding factors in the Discussion.”

We agree that one of the limitations of this study is that, although it demonstrates variability
among palliative medicine practitioners in their conceptualisation of depression at the EOL, it
is not designed to further explore and characterise their different concepts of depression. We
also agree with all the potential factors, as outlined by Reviewer 2, that influence palliative
medicine practitioners in their constructs of depression. We have therefore added these
points in the Discussion section (fifth paragraph), within the confines of the 3000 word limit.
We have removed the sentences relating to the advantages of using broad
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conceptualisations of depression, which we believe is important in further qualitative
explorations, but is not a primary recommendation for this preliminary questionnaire study.

We appreciate the opportunity to resubmit this second revision, and look forward to your
response in the near future.

Yours sincerely,

Felicity Ng
Corresponding author
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Journal of Palliative Medicine’s decision letter
25-Mar-2013
Dear Dr. Ng:

It is a pleasure to accept your manuscript entitled "Palliative medicine practitioners’ views on
the concept of depression in the palliative care setting" in its current form for publication in
Journal of Palliative Medicine.

Please be sure to cite this article to ensure maximum exposure of your work.

All authors will get a follow-up email with instructions on how to complete our online Copyright
Agreement form. The corresponding author is responsible for communicating with coauthors
to make sure they have completed the online copyright form. Authors not permitted to
release the copyright must still return the forms acknowledging the statement of the reason
for not releasing the copyright.

FAILURE BY ALL AUTHORS TO SUBMIT THIS FORM MAY RESULT IN A DELAY IN
PUBLICATION.

Consider Liebert Open Option to have your paper made free online immediately upon
publication for a one-time fee. Benefits of Liebert Open Option include: accelerated e-pub
ahead of print publication; email message highlighting the article; increased readers, citations
and downloads; an identifying icon in the table of contents showing that the paper is
permanently available for free to all readers; and immediate deposition into PubMed
Central®. Subsequent accepted papers are eligible for a reduced fee for Open
Option. Please contact Karen Ballen at kballen@liebertpub.com or at (914) 740-2194 for
more information.

If your institution is not currently subscribing to this journal, please ensure that your
colleagues have access to your work by recommending this title
(http://www.liebertpub.com/mcontent/files/lib_rec_form.pdf ) to your Librarian.

JPM now highlights articles that have potential to advance the field of palliative care using our
social media portal.

We are pleased to invite you to participate in this effort and showcase your accepted article
on the JPM Social Media (http://palliativejournal.stanford.edu)

This is a unique opportunity for you and your co-authors to increase your visibility, promote
your work and dialog with the JPM readership about your scientific contributions in an
informal manner using the latest social media tools. Please complete the form via link:
https://suse.qualtrics.com/SE/?SID=SV_50xf258N7WS2tWk and submit to have your work
featured in the JPM Blog Spotlight.

Thank you for your fine contribution. On behalf of the Editors of Journal of Palliative
Medicine, we look forward to your continued contributions to the Journal.

Sincerely,

Dr. Charles von Gunten

Editor, Journal of Palliative Medicine
charles@pallmed.us, Ipelzek@mcw.edu
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Comments on paper in the Palliative Medicine Research Review 2013

Issue 2 (page 2)

NOTE:
This appendix is included on pages 232-235 of the print copy
of the thesis held in the University of Adelaide Library.
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Abstract

Background and Objective: Different professional conceptualizations of depression may complicate the
clinical approach to depression in the palliative care setting. This study aimed to explore and characterize how
palliative medicine specialists conceptualize depression.

Methods: Palliative medicine specialists (i.e., consultants/attending physicians in palliative medicine) prac-
ticing in Australia were recruited. Participants were purposively sampled. Individual semi-structured, in-depth
interviews were conducted to explore their conceptualizations of depression. Nine participants were interviewed
to reach data saturation. Interview transcripts were analyzed for themes.

Results: Four main themes were identified in relation to the conceptualization of depression: (1) depression is a
varied concept—it was variously considered as abnormal, a medical problem, an emotional experience, a social
product, and an action-oriented construct; (2) depression has unclear boundaries, with differentiation between
depression and sadness being especially challenging; (3) depression is different in the palliative care setting—it
was seen as more understandable, and distinct from depression that predates life-limiting illnesses; and (4)
depression is a challenging issue.

Conclusions: Depression is conceptualized by palliative medicine specialists in divergent, ontologically het-
erogeneous and ill-defined ways. A unitary concept of depression was not evident in this study. The concepts of
depression need to be actively debated and refined in clinical practice, medical education, and research in order
for more sophisticated and consistent models to be developed. The distinction of de novo depression from
recurrent or persistent forms of depression also warrants further study.

Introduction

D EPRESSION IS DIFFICULT TO DIAGNOSE in the palliative
care setting,"? a dilemma that partly lies in its ambiguity
as a concept. The lack of specific somatic markers for de-
pression places the onus of diagnosis on the clinician to in-
terpret the patient’s narratives and behaviors. This
inlerpretation is subjected to the vicissitudes of language,
culture, and individualized notions of depression. Clinically,
depression has been variously conceptualized as a symptom,
a syndrome, specific depressive disorders, and normal or
abnormal reactions to stress.”™ In the palliative care setting,

complexity also arises from distinguishing depression from
context-appropriate psychological processes and physical
conditions, such as advanced disease, delirium, dying, and
medication effects.*®? The availability of operationalized
diagnostic critieria, such as the Diagnostic and Statistical
Manual of Mental Disorders (DSM) syndrome of '*Major
Depressive Episode,” has not resolved the problem of in-
terpretive variability in diagnosis. The confounding potential
of somatic symptoms in medically ill individuals has led to
debates about the merits of adopting inclusive, exclusive and
substitutive approaches to diagnosis,®™' and to views that the
criteria for major depression are incompatible with the
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PALLIATIVE MEDICINE SPECIALISTS’ CONCEPTS OF DEPRESSION

palliative care setting.” Furthermore, subtly different inter-
pretations of severity thresholds for individual criterion
symptoms can resul in substantial variations in the preva-
lence of major depression.'? Given that diagnosing depres-
sion is inherently an interpretive process, clinicians’
conceptualizations of depression lie at its core.

How clinicians conceptualize depression in the palliative
care setting has received little attention, and variations in
conceptualization are infrequently acknowledged™* or ex-
amined.? Previous research has demonstrated conceptual
variability among medical practitioners who practiced paili-
ative medicine, and highlighted the belief that depression is
different in the palliative care setting, including greater un-
certainty about whether it is an iliness or a normative process
in this context.’® The present study was conducted in order to
explore, using qualitative in-depth interviewing, how palli-
ative medicine specialists think about depression. The re-
scarch question is: What are palliative medicine specialists’
conceptualizations of depression?

Methods
Participants and recruitment

Palliative medicine specialists (i.e., consultants/attending
physicians in palliative medicine) practicing in Australia
were recruited through a local palliative medicine conference
in 2010. A paper invitation was distributed to all registrants of
the conference in their registration packages. Potential par-
ticipants could register their interest by completing the pro-
vided reply slip or by directly contacting the first author.
Further information about this study was subsequently sent to
potential participants,

Twenty-eight palliative medicine specialists registered an
interest in participating in the study. OF those, only 23 were
eligible, as 5 practiced overseas. Purposive sampling was
used, taking into consideration gender and geographical lo-
cation. Recruitment continued until data saturation was
reached. A total of 9 palliative medicine specialists were
interviewed. Their demographic characteristics are shown in
Table 1.

Data collection

The first author, a psychiatrist with an interest in palliative
care, conducted all interviews between November 2010 and
January 2011, either in person for local participants or over
the telephone for interstate participants, All participants gave
informed consent and permission for audiotaping their in-
terviews.

Demographic information was established at the start of
the interview, and included training background, palliative
medicine practice details, and duration of practice in this
area. The semi-structured interviews allowed in-depth ex-
ploration of content areas that included concepts of depres-
sion, its causality, pathogenetic mechanisms, timing and
onset of symptoms, course, and treatment. The interview
process was open-cnded and flexible, giving participants
freedom to develop their responses. New content areas per-
tinent to the research question that arose during an interview,
were incorporated into subsequent interviews, as consistent
with qualitative semi-structured interviewing practice.'
Different understandings of depression were assumed, and
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TABLE 1. PARTICIPANT CHARACTERISTICS

Numbers

Characteristic of participants
Gender

Male 5

Female 4
Palliative medicine practice details
Location

City 6

Regional or rural 2

Combination of city and regional/rural 1
Setting

Across clinical settings 8

(hospital/hospice/community)

Hospital only 1
Time fraction in palliative medicine

Full-time 7

Part-time 2
Training background
Palliative medicine®

Chapter of Palliative Medicine 4

(grandfather clause)

Advanced training in palliative medicine 4

General practice training ]
Mental health

No specific mental health training 7

Junior medical training in psychiatry® 2
Years of practice in palliative medicine Years

Mean 17.2

Range 7-27

"The training backgrounds of palliative medicine specialists are
varied and reflect the different training pathways. The Australasian
Chapter of Pallistive Medicine (AChPM) was established within
The Royal Australasian College of Physicians in 1999, and accepted
Foundation Fellows under its grandfather clause in 2000. Of the
four participants who were accepted under the grandfather clause,
three were from a general practice background and one worked
exclusively in palliative care. Of the four participants who
completed advanced training in palliative medicine, two completed
prerequisite training in general practice and two completed
prerequisite training in basic physician training,

his includes prevocational and vocational training experience.

the term ‘‘depression” was used in interviews without
specification other than the clinical usage of the term.

An audit trail was kept to assist in the identification of
preliminary themes after each interview in a process of
constant comparison, which was used to determine when data
saturation was reached, that is, when no new further themes
are identified.’'® The audit trail was also used to record
information relevant to the process of reflexivity.

The interviews ranged from 46 to 76 minutes in duration,
with a mean duration of 60.2 minutes.

Data analysis

The first author transcribed all interviews verbatim, and
removed all identifying information in the process. Six par-
ticipants agreed to view their transcripts for participant val-
idation, resulting in minor changes, which involved
clarification of meanings or the editing of potentially iden-
tifying material.

The first author performed thematic analysis as described
by Braun and Clarke, which involved iterative stages of data
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familiarization, generation of initial codes, scarch for themes,
review of themes, definition and labeling of themes, and
finally, report-writing.!” Their criteria for quality'? were used
as a framework for rigor. Coding was performed deductively
in reference to interview content areas and inductively to
emergent contents relevant to the research question.l To
enhance the trustworthiness of the analysis, the codes gen-
erated from the first transcript were independently verified
against the raw data by two co-authors (ACH and GBC), and
the final themes were also verified a{;ainsi the raw data by a
co-author (ACH). NVivo9 software'® was used to facilitate
data organization during analysis.

Ethics

This study received institutional approval from the Uni-
versity of Adelaide Human Rescarch Ethics Commitiee (H-
086-2010).

Results

Four themes were identified in relation to the conceptual-
ization of depression: depression is a varied concept; de-
pression has unclear boundaries; depression is different in the
palliative care setting; and depression is a challenging issue.

Depression Is a varied concept

Participants described five key notions of depression: be-
ing abnormal; a medical problem; an emotional experience; a
social product; and an action-oriented construct (Table 2).
The idea of depression as pathology was conveyed in both the
notions of abnormality and of being a medical problem.
Abnormality was characterized by falling outside of the ex-
pected response to illness, deviating from normative disease
or dying processes, or being incomprehensible. Having been
delincated as abnormal, depression was also placed within
the medical realm as a medical problem, which was variously
seen as a symptom, a syndrome, a diagnosis, and a disease.

NG ET AL.

As a medical problem, depression was often described in
analogous terms to physical illness, particularly as a means of
engaging patients in medical treatments.

In contrast to these pathological notions, some participants
considered depression from a predominantly psychosocial
perspective as an emotional experience borne out of cir-
cumstances, or a product of the social context, In the latter,
depression was understood as a Western cultural phenome-
non that had beea shaped by cultural norms and the phar-
maceutical industry, or as a societal interpretation of abstract
phenomena such as sadness, fear, and existential isolation.
Judgement of normality was not intrinsic to either of these
notions, which were instead focused on contextualizing de-
pression and implied fluidity in its conceptualization,

Depression as an action-oriented construct was defined as a
signal for the potential need for clinical interventions, and
eschewed conceptual issues of normality versus abnormality,
diagnostic distinction, or even the nature of depression.

Depression has unclear boundaries

All participants considered depression to have indistinct
conceptual boundaries, with some conceptualizing depres-
sion as belonging to a spectrum of emotional experiences at
the end-of-life (EOL). Within this amorphous idea of de-
pression, there were two juxtaposed subthemes of the dis-
tinctness of depression and its overlap with other concepts
(Table 3).

For most participants, depression was recognizable by
distinctive features, which included specific mood charac-
teristics such as entrenched or pervasive low mood, and
distinguishing symptoms such as anhedonia, disconnection,
and hopelessness. However, depression overlapped with a
number of separate concepts that included anxiety, sadness,
grief, demoralization, and physical illness. In particular, the
overlap between sadness and depression was a prominent
idea. Although depression and sadness were often dichoto-
mously described, they were also seen as merged phenomena

TABLE 2. ILLUSTRATIVE DATA EXTRACTS FOR THE THEME: DEPRESSION IS A VARIED CONCEPT

Subthemes

Hiustrative data extracts

Depression is abnormal.

“I don’t think depression is a normal part of dying, I don’(, and if a patient

is depressed, that should be addressed...I never accept it as though, oh
well, they’re dying and I'm not surprised they feel hopeless and
worthless and helpless.”” (Participant #6)

Depression is a medical problem.

“I will often talk to people about the fact that if you had a broken leg, I

wouldn’t just ignore your broken leg, I'd try (o do something about it...if
you're getting angina...I'll do something about it. So if you're feeling
really low and very down and very depressed, because your brain
chemicals aren’t right, I don’t want to ignore that anymore than 1 did
other parts of your body.” (Participant #5)

Depression is an emotional experience.

“I certainly would see depression as a negative emotion...and as losses, i

you like, and of course, it’s close to grief.”” (Participant #4)

Depression is a social product,

““Japanese culture didn't have depression as being an issue, and then the

drug companies invented it so they can sell their drugs to Japan...They
had introduced a Western concept.” (Participant #2)

Depression is an action-oriented construct.

“I tend to use the term depressed mood...I don’t sort of class it as anything
as such, really. I mean, depressed mood, you know, it doesn’t matter if it

is supposed to be a depression or not depression, but I think...it describes
what we see, and help [us] think about what the treatment should be.”
(Participant #8)
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TABLE 3. ILLUSTRATIVE DATA EXTRACTS FOR THE THEME: DEPRESSION Has UNCLEAR BOUNDARIES

Subthemes

Hlustrative data extracts

Depression belongs in a spectrum,

““] think that the issues that people deal with at the end of their lives, the emotions
they experience and so on, don’t necessarily fit easily into those boxes...It will

always be the case that there’s the sort of spectrum of disorders and distress and
causation, and we have to pick our way through that.”” (Participant #2)

Distinctness of depression

“I think depression probably stands a bit apart, say, from anxiety or fear in that

there’s...that persistent low mood, that low willingness to participate or engage,
because of...what I guess we were taught as anhedonia.” (Participant #6)

Overlapping concepts

person who has adv
of things, of course t

“There is that classical process of understandable depression...where of course a
anced cancer and who’s losing their strength and all those sorts
hey would feel depressed. Wouldn't you feel depressed if that

was the situation? But, you know, it’s not clinical depression, it’s just
understandable sadness.” (Participant #7)
“Sometimes enormous sadness is the same as depression.” (Participant #4)

in the palliative care context. Determining whether a patient
was sad or depressed was seen to call for personal empathic
judgement, which could place the palliative medicine spe-
cialist in a conflicted position, between therapeutic inactivity
when treatment could potentially benefit the patient, and
medicalizing a normal process with unnecessary interven-
tions.

Depression is different in the palliative care setting

Whereas some participants saw depression as the same
concept in the palliative care setting as any other, some
considered depression to be different in palliative care. This
difference was grounded in the unique circumstances at the
EOL, such as being confronted by impending death and the
perceived loss of a future, which imbued depression in this
setting with a more understandable quality.

Several participants made a distinction between those who
had depression for the first time in their lives during the
palliative phase of care, and those who had a history of de-
pression prior to entering into palliative treatment (Table 4).
De novo depression in the palliative care setting was regarded
as easier to understand because of the terminal illness con-
text. One participant conceptualized de novo depression as a
cancer-related syndrome akin to other systemic effects of
malignancy, with different etiology and entailing different
treatments. On the other hand, depression that precedes the
terminal illness was considered to have less causal associa-
tion with EOL circumstances, and was cither coincidental or
a recurrence accounted for by the vulnerability of the indi-

vidual to becoming depressed. These forms of depression
were sometimes regarded as more difficult to treat due to their
refractory nature.

Depression is a challenging Issue

The majority of participants described aspects of depres-
sion that were challenging. These can be distilled into six
subthemes (Table 5).

As a concept, depression was considered difficult to un-
derstand, especially when contrasted with the more tangible
nature of physical illness. Depression was also considered to
be a gray area, with the absence of somatic diagnostic
markers and the subjective nature of discerning what con-
stitutes depression being factors that make depression im-
precise. To make sense of depression required processing by
the participants, in the form of teasing out the patient’s his-
tory and circumstances, and having time to reflect on their
conceptualizations and to gather alternative perspectives
within the health profession.

The language of depression was discussed as a source of
ambiguity. Participants commented on the different mean-
ings of the word *“‘depression,” and its interchangeable use
with the word *‘sadness.”” Participants reported that patients
communicated depression in diverse ways using a variety of
terms including physical symptoms, but noted that these
descriptions were influenced by the language that palliative
medicine specialists used to make enquiries. The language
used within the profession was likewise varied, as indicated
by the different terms used by the participants (for example,

TABLE 4. ILLUSTRATIVE DATA EXTRACTS FOR THE THEME: DEPRESSION
Is DIFFERENT IN THE PALLIATIVE CARE SETTING

Subthemes

Hlustrative data extracts

De novo depression

“You know, what as 1 think about depression more and more is that...when

people get de novo depression in the palliative care setting, most of the time it’s
a cancer-related syndrome, so it’s a bit like anorexia, cachexia, fatigue, those
sorts of syndromes that are often associated physically with those things, and
the mood is physically associated with that,”” (Participant #8)

Depression preceding palliative care

“Presumably, a certain number of our patients would have a depressive illness for

a substantial part of their lives, and they may suffer exacerbations from time to
time, which may coincide with their illness.” (Participant #1)
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TABLE 5, ILLUSTRATIVE DATA EXTRACTS FOR THE THEME: DEPRESSION Is A CHALLENGING ISSUE
Subthemes Hustrative dara extracts

Difficult to understand

*“I think people understand physical illness more than mental disorders...Some patients really do

just look at me completely blankly as if they have no idea what I'm talking about at all, and for
some of them, I really struggle to come up with a paradigm that seems to make any sense to

them at all.” (Participant #5)
Gray area

“It’s a tricky thing...It’s somewhat person-dependent, in terms of the clinician...I guess,

because it doesn’t have a physical...or you can’t do a test actually looking for biological
abnormalities, to some extent, it remains a, you know, gray area, [ suppose.” (Participant #1)

Requires processing

“I find it quite difficult at times to work out. It’s really important to try and go back and find out

what they were like beforehand, and what their families notice and what changes, and how
they feel themselves about it all.” (Participant #9)

Language is variabie

“Minor and Major Depression, Adjustment Disorders are more terms that psychiatrists I've

worked with have used for patients...I guess a lot of psychiatrists think that if it'’s Adjustment
Disorder, you don’t give them medication, but you give medication for depression, you know,
and it seems to me as though a lot of people are pretty similar.” (Participant #8)

Concealed

*People who are depressed are possibly more generally withdrawn,..and I guess for that reason,

possibly, it may be overlooked.” (Participant #1)

Stigmatizing

“I think depression largely in our society is something that people see as a mark of weakness and

a stigma, and often people will defend against admitting depression.” (Participant #7)

*clinical depression,”” ‘“‘organic depression,” and “‘true de-
pression’”), and by their comments about the terminological
differences between palliative medicine specialists and psy-
chiatrists. For example, participants commented on being
unclear about the meaning or implications of the diagnosis of
Adjustment Disorder that psychiatrists used, and interpreted
this in various ways.

Depression was seen to be often concealed, either being
overlooked due to the social withdrawal that occurs in de-
pression, or being obscured by the nature of terminal illness.
Participants proposed this as one reason for the under-
detection of depression in the palliative care setting, and were
occasionally surprised when they inadvertently treated de-
pression and thus “‘unmasked”’ it. Finally, stigma associated
with depression was regarded as a reason for its denial by
some patients, and for clinicians to avoid further exploration
and diagnosis.

Discussion

Similar to previous research, this study identified dichot-
omized concepts of depression as an illness and as normal,
the idea that depression is qualitatively different in the pal-
liative care selting, and the difficulties of its delineation.!?
The current study extends those findings and, to our knowl-
edge, is the first to characterize the concepts of depression
that are held by palliative medicine specialists. In particular,
it demonstrates that depression was broadly considered in
two divergent ways, as pathological (abnormal, medical
problem) and contextual (emotional experience, social
product). These notions represent different ontological po-
sitions, with the construct of pathology being aligned with
realism, which assumes depression 1o exist as an objective
external realily with definable boundaries, whereas contex-
tual understanding is aligned with relativism, which assumes
multiple versions of reality dependent on interpretation.
The simultaneous use of these ontologically distinct notions
has generated consternation for health practitioners in at-
tempting to reconcile their understanding of depression as
both an objective biomedical condition and an understand-

able consequence of social circumstances.?>>* This study
has also identified an alternative conceptualization of de-
pression as an action-oriented construct. With a pragmatic
focus and no specific ontological stance, this construct cir-
cumvents the dilemma of reconciling realist and relativist
perspectives.

In this study, depression was considered to have distinctive
defining features but also extensive overlaps with other
concepts that include an array of emotions, psychological
phenomena, and disease manifestations. This manner of
conceptualization does not subscribe to a rigid categorical
concept of depression, such as the DSM syndrome of Major
Depressive Episode. Instead, the participants’ conceptuali-
zation more closely resembles a prototypical model of de-
pression. This is characterized by a central “theoretical
ideal,” around which less prototypical cases form a contin-
uum away from the central prototype and boundaries are
blurred.>*# Whether a prototypical model of diagnosing
psychiatric disorders is preferable to rigid categories is an
unresolved debate in the psychiatric literature,”®*7 and the
boundaries belween depression and other forms of human
distress continue to generate diagnostic tension. For the
participants, discerning depression from sadness was a
challenging task that may be complicated by contradictory
notions of these as separate and merged concepts. The per-
sonal negotiation of this entangled relationship between de-
pression and sadness may partly account for diagnostic
variance.

Depression was considered to be different in the palliative
care setling in two main ways. Firstly, it was seen to be more
understandable, which is linked to the concept of depression
as an emotional experience, and to the dilemma of concep-
tualizing depression in reference to sadness. It also suggests a
pervading assumption that the processes and circumstances
of death and dying are depressogenic. This calls for an ex-
amination of the normative ideas about EOL experiences
held by medical practitioners, and how these may influence
their diagnosis and management of depression in this setting.
The second difference in the palliative care setting relates to
the concept of de novo depression being distinct from
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depression that predates the life-limiting illness. The preva-
lence of depression specific to the palliative care context has
been extensively investigated, " but whether the nature of
depression arising from this setting differs from other sellings
has not been determined. Although observations have been
made on the overlap between depression and cancer-related
fatigue,**>? the status of depression as a cancer-specific or
paraneoplastic syndrome is uncertain and deserves further
study. The etiological and therapeutic distinction of recurrent
or persistent depression from de novo depression similarly
warrants further exploration.

Diversity of language was identified as a challenge. Pal-
liative medicine specialists used different terms for depres-
sion, and referred to diagnostic terms used by psychiatrists
that held little relevance or meaning for them. The instability
of psychiatric nosology has generated much confusion to the
understanding of mental disorders,s“"af‘ which may hinder the
dissemination of psychiatric knowledge and developments
outside of the specialty. This may have ramifications for the
diagnosis and management of depression in the palliative care
setting, becausc psychiatric input is not routine. Different
conceptualizations between psychiatrists and palliative med-
icine specialists may also compromise the comparability of
clinical experience and research between the two specialties.

In interpreting the findings of this study, it is possible that
the first author’s status as a psychiatrist might have inad-
vertently influenced interviews; for example, participants
might have refrained from criticizing psychiatric concepts.
Any influence from the first author’s personal concepts of
depression on data analysis was minimized by having the co-
authors examine codes and the final themes, in view of their
different professional backgrounds in palliative medicine
(GBC) and psychology (ACH). The focus on interviewing
palliative medicine specialists means that the concepts of
depression that are held by other professional stakeholders,
such as primary care medical practitioners, nurses, social
workers, and patients, cannot be established. The findings of
this study may not be transferable to other countries where
cultures and medical training and practice differ, but should
be relevant to countries where these aspects are comparable.

The findings from this study have several practical impli-
cations. Firstly, differentiating concepts of depression is
clinically relevant, because these may lead to different pro-
fessional responses. Pathology emphasizes the individual and
implies that intervention and correction are required, whereas
a contextnal perspeclive emphasizes interactions at the in-
dividual and systems levels, and insinuates normalizing and
understanding as appropriate responses. A link between
conceptualization and professional attitude is supported by a
study of medical practitioners and nurses in primary care,
which found that all practitioners held a therapeutically ni-
hilistic attitude toward depression in the elderly, in the con-
text of seeing depression in this group as “understandable”
and “justiﬁable."zo However, a link between conceptuali-
zation and attitude or practice cannot be established from this
study, and this may be a focus for future research. Secondly,
the concepts of depression according to palliative medicine
specialists do not resemble neat classifications such as the
DSM. Instead, they are varied, ontologically heterogeneous,
ill-defined, and at times contradictory. As such, depression
should never be treated as a unitary concept or an entity in
either clinical practice or research. Rather than ignoring the
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conceptual ambiguity and difficulties of depression, it would
be more helpful to encourage reflection and debates in clin-
jcal practice, medical education, and research. In the future,
developing a nuanced system that captures the varieties of
depression concepts may allow belter communication in the
clinical setting, as well as provide a framework for more
refined management and research. Such a process would need
to address the ontological diversity in conceptualization and
the conceptual ambiguity between depression and sadness. It
should involve relevant specialties such as primary care,
palliative medicine, and psychiatry, as well as disciplines
outside of medicine, to broaden the scope beyond that of a
biomedical model. The design of such endeavors would
benefit from further discussions on international platforms.
Finally, the significance that is placed on a previous diagnosis
of depression needs further consideration in the palliative
medicine literature, including an approach to analyzing the
nature and rigor of past depression diagnoses.
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From my perspective this is a clear and concise study with findings that should interest
clinicians worldwide. | thought it a finely crafted piece of writing that sets out the arguments
well. It is easy to follow and overall it just makes sense.

| don't have any specific comments to make or corrections to suggest.
Thank you again.

Reviewer: 2

Comments to the Author

This is an interesting and professional publication which outlines and reflects many areas and
sets up aspects for future studies.

One problem of this publication is the low number (9) of studies involved, with an average
survey time of 60 minutes.

Ultimately, there are many detail issues that remain unanswered or are not dealt with in
sufficient detail (p. 12/19).

Contrary to what the article says (p. 9/14) the subject of the publication was addressed
previously by e.g. Ng, Crawford and Chur- Hansen 2013.

245



Corresponding authors’ response to reviewers’ comments on first
submitted manuscript

24t August 2013

Professor Charles F. von Gunten
Editor-in-Chief

Journal of Palliative Medicine

Hospice and Palliative Medicine for OhioHealth
Columbus, Ohio

Dear Professor von Gunten,

Re: Response to Reviewers’ comments for manuscript JPM-2013-0378, entitled "How do
palliative medicine specialists conceptualise depression? Findings from a qualitative in-
depth interview study”

Thank you for tentatively accepting the above manuscript for publication. My co-authors
and I would like to thank the reviewers for their comments, which we have carefully
considered. We have made changes to our manuscript (indicated in tracked changes) in
response to the comments, and have necessarily adjusted the word count to comply
with the word limit of the journal.

The following is our point-by-point response to the reviewers’ comments:

“Reviewer: 1

Comments to the Author

Thank you very much for submitting this fascinating manuscript for publication. Having read the
previous paper from your group I was fascinated to see this extension and further exploration
articulated.

From my perspective this is a clear and concise study with findings that should interest clinicians
worldwide. I thought it a finely crafted piece of writing that sets out the arguments well. It is easy to
follow and overall it just makes sense.

I don't have any specific comments to make or corrections to suggest.

Thank you again.”
We thank Reviewer 1 for his/her encouraging comments.

“Reviewer: 2

Comments to the Author

This is an interesting and professional publication which outlines and reflects many areas and sets
up aspects for future studies.”

We are heartened that Reviewer 2 believes our study has identified areas that are
worthy of future research.

“One problem of this publication is the low number (9) of studies involved, with an average survey
time of 60 minutes.”
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The number of interviews sufficient in qualitative research is an ongoing topic of active
discussion among qualitative researchers, and conventional wisdom considers the
quality of the data and the time and care taken in data analysis to be more important
than sample size, which is a quantitative research concept.[258] In the qualitative
methodology literature, data saturation using purposive sampling is regarded as the
gold standard of methodological rigour.[147] We have utilised this principle in the
conduct of our study, and have reached data saturation at 9 interviews. Although sample
size is not a central consideration in qualitative research, an empirical methodological
study suggested that data saturation was reached between 6-12 interviews,[259] which
is consistent with our experience in this study. The relatively tightly defined participant
group and topic domains would suggest that data saturation could be reached
sooner.[147] This was evident in our study, during which we densely coded all
interview transcripts, because the data were highly relevant to the research question.
Therefore, we are confident that this study satisfies criteria of methodological rigour as
recommended in qualitative research guidelines, and we do not consider the number of
interviews to be a problem.[142,159] We have added a definition of data saturation and
two references that address the issues of constant comparison and data saturation.

“Ultimately, there are many detail issues that remain unanswered or are not dealt with in sufficient
detail (p. 12/19).”

We cannot specifically address this comment without knowing the kinds of details that
Reviewer 2 has in mind. However, as previously noted, the findings of this study identify
further areas for future research, and these areas are discussed in the paper.

“Contrary to what the article says (p. 9/14) the subject of the publication was addressed previously
by e.g. Ng, Crawford and Chur- Hansen 2013”

The referenced paper referred to by Reviewer 2 is our previous research on the topic,
which we have cited in this paper. Our earlier paper used a different methodology
(questionnaire), which was limited in its ability to explore how palliative medicine
specialists conceptualised depression. The current paper extends from that earlier
paper, and yields new findings that do not exist in the current literature. We are unable
to identify any contrary statements relating to this issue in the current paper.

We appreciate the opportunity to submit a revision of our paper, and hope to hear from
you in the near future.

Yours sincerely

-l

Felicity Ng (Corresponding Author)

Psychiatrist, Northern Mental Health Service & Northern Adelaide Palliative Care
Service, Adelaide

Senior Lecturer, Medicine Learning and Teaching Unit, School of Medicine, University of
Adelaide
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Journal of Palliative Medicine reviewers’ comments on revised
manuscript

06-Sep-2013

Dear Dr. Ng:

Thank you for submitting manuscript JPM-2013-0378.R1 entitled "How do palliative medicine
specialists conceptualise depression? Findings from a qualitative in-depth interview study"
to Journal of Palliative Medicine. The comments of the reviewer(s) are included at the bottom
of this letter.

In light of the reviewer’s enthusiasm for the manuscript, | would like to tentatively accept your
manuscript for publication pending satisfactory revision. Therefore, | invite you to respond to
the reviewer(s)' comments and revise your manuscript.

To revise your manuscript, log into http://mc.manuscriptcentral.com/palliative and enter your
Author Center, where you will find your manuscript title listed under "Manuscripts with
Decisions." Under "Actions," click on "Create a Revision." Your manuscript number has been
appended to denote a revision.

Please submit your revision by 05-Nov-2013.

You will be unable to make your revisions on the originally submitted version of the
manuscript. Instead, revise your manuscript using a word processing program and save it on
your computer. Please also highlight the changes to your manuscript within the document by
using the track changes mode in MS Word or by using bold or colored text.

Once the revised manuscript is prepared, you can upload it and submit it through your Author
Center.

When submitting your revised manuscript, you will be able to respond to the comments made
by the reviewer(s) in the space provided. You can use this space to document any changes
you make to the original manuscript. In order to expedite the processing of the revised
manuscript, please be as specific as possible in your response to the reviewer(s).

IMPORTANT: Your original files are available to you when you upload your revised
manuscript. Please delete any redundant files before completing the submission.

NOTE: Original Manuscripts may NOT exceed 3,000 words. Submissions over 3,000 words
will be returned to the author.

Because we are trying to facilitate timely publication of manuscripts submitted to Journal of
Palliative Medicine, your revised manuscript should be uploaded as soon as possible. If it is
not possible for you to submit your revision in a reasonable amount of time, we may have to
consider your paper as a new submission.

Once again, thank you for submitting your manuscript to Journal of Palliative Medicine and |
look forward to receiving your revision.

Sincerely,

Dr. Charles von Gunten

Editor, Journal of Palliative Medicine
charles@pallmed.us, Ipelzek@mcw.edu
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Reviewer(s)' Comments to Author:

Reviewer: 2

Comments to the Author

(a) “One problem of this publication is the low number (9) of studies involved, with an average
survey time of 60 minutes.”

05-Sep-2013--1 am satisfied with your solution.

(b) “Ultimately, there are many detail issues that remain unanswered or are not dealt with in
sufficient detail (p. 12/19).”

....\We cannot specifically address this comment without knowing the kinds of details that
Reviewer 2 has in mind.....

05-Sep-2013--

E.g. How should such a consistent system (p. 12) be designed/implemented in concrete
terms?

E.g. How and in what form should input from relevant specialties be integrated in concrete
terms?

If the matter is not material at this point, it might/should be addressed in detail in another
publication. In my opinion, colleagues and experts from all over the world would be highly
interested.

(c) “Contrary to what the article says (p. 9/14) the subject of the publication was addressed
previously by e.g. Ng, Crawford and Chur- Hansen 2013”.

05-Sep-2013--The problem in this case is your use of the term palliative medicine specialists

which does not have the same meaning everywhere in the world (consultant, diploma after
professional development, etc.).
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Corresponding author’s response to reviewers’ comments on revised
manuscript

9th September 2013

Professor Charles F. von Gunten
Editor-in-Chief

Journal of Palliative Medicine

Hospice and Palliative Medicine for OhioHealth
Columbus, Ohio

Dear Professor von Gunten,

Re: Response to Reviewer’s comments for manuscript JPM-2013-0378.R1, entitled "How
do palliative medicine specialists conceptualise depression? Findings from a qualitative in-
depth interview study”

We are appreciative of Reviewer 2’s further thoughtful comments, and are pleased to
have the opportunity to respond to them. Reviewer 2 raised two main issues: (1) details
of future projects that may stem from this study; and (2) the meaning of the term
“palliative medicine specialists”. We will address each of these in turn below.

“(b) “Ultimately, there are many detail issues that remain unanswered or are not dealt
with in sufficient detail (p. 12/19).”

..We cannot specifically address this comment without knowing the kinds of details that
Reviewer 2 has in mind.....

05-Sep-2013—

E.g. How should such a consistent system (p. 12) be desighed/implemented in concrete
terms?

E.g. How and in what form should input from relevant specialties be integrated in concrete
terms?

If the matter is not material at this point, it might/should be addressed in detail in another
publication. In my opinion, colleagues and experts from all over the world would be highly
interested.”

We agree with Reviewer 2 that the findings of this study generate multiple lines for
potential future research and debates, but detailed discussions about future
philosophical and research undertakings are beyond the scope of the current paper. The
development of a classification system is a complex process, which will require
international and multidisciplinary engagement, as well as refinement through
empirical testing of its clinical utility. We hope that this study may stimulate further
discussions and research in this field. We have added a sentence in the last paragraph of
the discussion section, stating that the design of future projects would benefit from
further international discussions.

“05-Sep-2013--The problem in this case is your use of the term palliative medicine
specialists which does not have the same meaning everywhere in the world (consultant,

diploma after professional development, etc.).”
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We thank the Reviewer for pointing out this potential source of confusion for
international readers, and have rectified this by clarifying in both the Abstract and in the
Methods section that “palliative medicine specialists” in this study means
consultants/attending physicians in palliative medicine.

All changes are highlighted using the Word Track Changes function. Because of the
addition of text, we have made minor changes to the manuscript in order to comply with
the word limit.

Thank you for the opportunity to submit a revision of this paper, and we hope to hear
from you in the near future.

Yours sincerely

-l

Felicity Ng (Corresponding Author)
Psychiatrist, Northern Mental Health Service & Northern Adelaide Palliative Care
Service, Adelaide

Senior Lecturer, Medicine Learning and Teaching Unit, School of Medicine, University of
Adelaide
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Journal of Palliative Medicine’s decision letter
16-Oct-2013
Dear Dr. Ng:

It is a pleasure to accept your manuscript entitled "How do palliative medicine specialists
conceptualise depression? Findings from a qualitative in-depth interview study" in its current
form for publication in Journal of Palliative Medicine.

Please be sure to cite this article to ensure maximum exposure of your work.

All authors will get a follow-up email with instructions on how to complete our online Copyright
Agreement form. The corresponding author is responsible for communicating with coauthors
to make sure they have completed the online copyright form. Authors not permitted to
release the copyright must still return the forms acknowledging the statement of the reason
for not releasing the copyright.

FAILURE BY ALL AUTHORS TO SUBMIT THIS FORM MAY RESULT IN A DELAY IN
PUBLICATION.

Consider Liebert Open Option to have your paper made free online immediately upon
publication for a one-time fee. Benefits of Liebert Open Option include: accelerated e-pub
ahead of print publication; email message highlighting the article; increased readers, citations
and downloads; an identifying icon in the table of contents showing that the paper is
permanently available for free to all readers; and immediate deposition into PubMed
Central®. Subsequent accepted papers are eligible for a reduced fee for Open
Option. Please contact Karen Ballen at kballen@liebertpub.com or at (914) 740-2194 for
more information.

If your institution is not currently subscribing to this journal, please ensure that your
colleagues have access to your work by recommending this title
(http://www.liebertpub.com/mcontent/files/lib_rec_form.pdf ) to your Librarian.

JPM now highlights articles that have potential to advance the field of palliative care using our
social media portal.

We are pleased to invite you to participate in this effort and showcase your accepted article
on the JPM Social Media (http://palliativejournal.stanford.edu)

This is a unique opportunity for you and your co-authors to increase your visibility, promote
your work and dialog with the JPM readership about your scientific contributions in an
informal manner using the latest social media tools. Please complete the form via link:
https://suse.qualtrics.com/SE/?SID=SV_50xf258N7WS2tWk and submit to have your work
featured in the JPM Blog Spotlight.

Thank you for your fine contribution. On behalf of the Editors of Journal of Palliative
Medicine, we look forward to your continued contributions to the Journal.

Sincerely,

Dr. Charles von Gunten

Editor, Journal of Palliative Medicine
charles@pallmed.us, Ipelzek@mcw.edu
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BMJ Supportive & Palliative Care reviewers’ comments on first
submitted manuscript

07-Mar-2014

Dear Dr. Ng,

Manuscript ID bmjspcare-2013-000626 entitled "Palliative medicine specialists’ causal
explanations for depression in the palliative care setting: A qualitative in-depth interview
study" which you submitted to BMJ Supportive & Palliative Care, has been reviewed.

The reviewers have suggested some revisions to your manuscript. Their comments are
included at the bottom of this letter.We invite you to respond to the reviewers' comments and
make changes recommended by reviewer 2. We would prefer you not to change to major
depression indicated by reviewer 1. Please revise your manuscript accordingly.

To revise your manuscript, log into http://mc.manuscriptcentral.com/bmjspcare and enter your
Author Center, where you will find your manuscript title listed under "Manuscripts with
Decisions." Under "Actions," click on "Create a Revision." Your manuscript number has been
appended to denote a revision.

Please check that all author names are correctly entered as this will be the name displayed in
any PubMed search.

You may also click the below link to start the revision process (or continue the process if you
have already started your revision) for your manuscript. If you use the below link you will not
be required to login to ScholarOne Manuscripts.

http://mc.manuscriptcentral.com/bmjspcare?URL_MASK=8e9f6a140c8a498fbbef8b28941d4c
72

You will be unable to make your revisions on the originally submitted version of the
manuscript. Instead, revise your manuscript using a word processing program and save it on
your computer. Please also highlight the changes to your manuscript within the document by
using the track changes mode in MS Word or by using bold or colored text.

Once the revised manuscript is prepared, you can upload it and submit it through your Author
Center.

When submitting your revised manuscript, you will be able to respond to the comments made
by the reviewer(s) in the space provided. You can use this space to document any changes
you make to the original manuscript. In order to expedite the processing of the revised
manuscript, please be as specific as possible in your response to the reviewer(s).

You will receive a proof if your article is accepted, but you will be unable to make substantial
changes to your manuscript, please take this opportunity to check the revised submission
carefully.

IMPORTANT: Your original files are available to you when you upload your revised
manuscript. Please delete any redundant files before completing the submission.

Because we are trying to facilitate timely publication of manuscripts submitted to BMJ
Supportive & Palliative Care, your revised manuscript should be submitted by 06-Apr-2014. If
it is not possible for you to submit your revision by this date, we may have to consider your
paper as a new submission.
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We also ask that in addition to the revised paper you provide a point by point response to the
reviewer comments, and upload a marked copy of your paper highlighting the changes you
have made - preferably 'tfracked changes' if using Microsoft word. Please upload this as a
supplemental file and label it 'Marked Copy' (your paper will not be able to be processed
without this).

*****IM Po RTANT*******

The procedure for authors to grant BMJ Supportive and Palliative Care an exclusive licence to
publish their article has changed along with the procedure for declaring competing
interests. Instead of returning a signed licence or competing interest form, we now require all
authors to insert the following statements into the text version of their manuscript:

Licence for Publication

The Corresponding Author has the right to grant on behalf of all authors and does grant on
behalf of all authors, an exclusive licence (or non exclusive for government employees) on a
worldwide basis to the BMJ Publishing Group Ltd to permit this article (if accepted) to be
published in BMJ Supportive and Palliative Care and any other BMJPGL products and
sublicences such use and exploit all subsidiary rights, as set out in our licence
(http://group.bmj.com/products/journals/instructions-for-authors/licence-forms).

Competing Interest
Please list Competing Interests if they exist if not please include the following statement;
Competing Interest: None declared.

As your manuscript does not currently contain these statements, | would be most grateful if
you would upload a new version.

For further information please see; http:/group.bmj.com/products/journals/instructions-for-
authors/licence-forms

I hope you will find the comments useful.
Best wishes,
Bill Noble

Editor in Chief, BMJ Supportive & Palliative Care
bill.noble @sheffield.ac.uk

Reviewers' Comments to Author:
Reviewer: 1

Comments to the Author

This is a nicely written overview of the aetiological theories of major depressive disorder. My
reservation is the use of the term 'depression' a term that has a different lay meaning to
professional meaning and is frequently used 'loosely' - | would prefer it be altered in the article
to 'Major Depression' as this is the disorder they are writing of.

Reviewer: 2
Comments to the Author
This is a really interesting and important addition to the current body of work in this area. It's

incredibly useful to develop an understanding of clinicians' causal explanations given the link
between conceptualisation and management approaches. It is also interesting to see how
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these differ between clinicians and across services.

The only 2 things to note is to elaborate on some methodological areas. Namely:

1) A more detailed explanation of how "co-authors verified themes and coding against data".
For example, were all codes and themes generated independently and then verified or did
one researcher generate all codes/themes, which were then discussed as a team? How were
disagreements of discrepancies managed?

2) Just some further information on the nature of the interview would be helpful. | think the
reader would benefit from knowing, for example, whether a topic guide was used or whether
just an initial question was asked and the interview was then led entirely by the participant. An
example topic guide or prompt questions could be included but this isn't vital.

Those 2 minor points aside | would like to thank the authors for a thoroughly interesting

examination of clinicians' views on the causality of depression in their patients, and a very
insightful critique of these and implications thereof.
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Corresponding author’s response to reviewers’ comments on first
submitted manuscript

10" March 2014

Dr Bill Noble

Editor-in-Chief

BMJ Supportive & Palliative Care
University of Sheffield

Sheffield, UK

Dear Dr Noble,

Re: Response to Reviewers’ comments on manuscript ID bmjspcare-2013-000626
entitled "Palliative medicine specialists’ causal explanations for depression in the
palliative care setting: A qualitative in-depth interview study”

My co-authors and | are appreciative of the reviewers’ thoughts on our paper, and are
encouraged to receive their feedback on its relevance to the area of depression/palliative care
research. Our response to their comments is detailed below.

Reviewers' Comments to Author:
Reviewer: 1

Comments to the Author

This is a nicely written overview of the aetiological theories of major depressive
disorder. My reservation is the use of the term 'depression’ a term that has a different
lay meaning to professional meaning and is frequently used ‘loosely’ - | would prefer it
be altered in the article to 'Major Depression’ as this is the disorder they are writing of.

We have followed your recommendation not to alter the term “depression” to “Major
Depression” in this paper. Major Depression is only one clinical definition of depression
according to the DSM classification, and the purpose of this study was to explore how
palliative medicine specialists understood the causal mechanisms of depression in general,
not only confined to Major Depression. We have therefore deliberately used the term
“depression” without further specification other than the clinical usage of the term. This
rationale was included in an earlier publication, which we referenced in this paper.[186]
However, Reviewer 1’s comment has highlighted to us the importance to emphasize this point
to readers, and we have accordingly added the following sentence in the Methods section of
this manuscript: “As different understandings of depression were assumed, the term
“depression” was used in interviews with the only specification being the clinical usage of the
term.”

Reviewer: 2

Comments to the Author

This is a really interesting and important addition to the current body of work in this
area. It's incredibly useful to develop an understanding of clinicians' causal
explanations given the link between conceptualisation and management approaches.
It is also interesting to see how these differ between clinicians and across services.

The only 2 things to note is to elaborate on some methodological areas. Namely:

1) A more detailed explanation of how "co-authors verified themes and coding against
data"”. For example, were all codes and themes generated independently and then
verified or did one researcher generate all codes/themes, which were then discussed
as a team? How were disagreements of discrepancies managed?
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In the Methods sections, we have added the following details in relation to the verification
process during data analysis: “To enhance trustworthiness of the findings, both co-authors
(ACH and GBC) verified the codes generated from the first fully coded transcript against the
raw data, and one co-author (ACH) also verified the final themes against the raw data in all
transcripts. Differences arising from this process were discussed among all authors to reach
consensus.”

2) Just some further information on the nature of the interview would be helpful. |
think the reader would benefit from knowing, for example, whether a topic guide was
used or whether just an initial question was asked and the interview was then led
entirely by the participant. An example topic guide or prompt questions could be
included but this isn't vital.

Those 2 minor points aside | would like to thank the authors for a thoroughly
interesting examination of clinicians' views on the causality of depression in their
patients, and a very insightful critique of these and implications thereof.

We have added the following two sentences in relation to the interviewing process: “An
interview guide was used, which included key content areas of the concepts of depression, its
causality and pathogenetic mechanisms, timing and onset of symptoms, course and
treatment. Participants were given freedom to speak on these areas as well as other
emergent areas relevant to the topic.” As some of this information was described in the earlier
published paper,[186] we have emphasised this at the beginning of the Methods section in
case readers have other queries about the methodology: “As the methodology has already
been described elsewhere,[186] readers are referred to the earlier source for details on
recruitment, data collection and analysis. A summary is provided below.”

In addition to the above specific additions, we have also made minor changes to correct
misspellings and grammar, and to ensure that all journal references are consistent in format.
All changes made to the manuscript are highlighted using the Word Track Changes function.

Thank you very much for the opportunity to submit a revision of this manuscript, and we look
forward to your further response.

Yours sincerely

-

Felicity Ng (Corresponding Author)

Psychiatrist, Northern Mental Health Service & Northern Adelaide Palliative Care Service,
Adelaide

Senior Lecturer, Medicine Learning and Teaching Unit, School of Medicine, University of
Adelaide
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BMJ Supportive & Palliative Care’s decision letter
06-Apr-2014
Dear Dr. Ng,

Manuscript ID bmjspcare-2013-000626.R1 - Palliative medicine specialists’ causal
explanations for depression in the palliative care setting: A qualitative in-depth interview study

We are pleased to accept your article for publication in BMJ Supportive & Palliative Care.

Your paper will be now sent for editing and typesetting and you will receive a proof to check in
about 10 days; please check your junk mail if you have not received your proof within this
time, in case the automatic email goes there.

If you wish to have your article published under our Open Access option, please ensure you
pay the fee of £1950 (plus applicable VAT) within 48 hours, so that we can process your
article. You can pay the fee using our secure online system, which can be accessed via your
author centre in Scholar One. For more details on our Open Access option please visit:
http://group.bmj.com/products/journals/instructions-for-authors/editorial-policies#open-access.

If you are unable to pay by credit or debit card and/or require an invoice, BMJ has partnered
with the Copyright Clearance Center to offer an alternative payment method via their
RightsLink system. If you would prefer to be invoiced via RightsLink please contact the
Editorial Office.

Please note, a number of UK institutions have taken out Open Access Memberships with the
BMJ Journals, which for articles submitted after April 1st 2013; either covers the cost of open
access publishing for authors at participating institutes, or allows authors to receive a discount
on the open access fee. Please visit our open access
page:http://journals.bmj.com/site/authors/openaccess.xhtml to see a full list of participating
institutions, find out if you are eligible and how to obtain your discount code.

When will we publish your article?

Most articles are published Online First in their final form (edited and typeset) about 3 weeks
after acceptance. Online First publication establishes primacy for the work. For further details
please visit: http://group.bmj.com/products/journals/instructions-for-authors/online-first.
Publication in a subsequent print version of the journal is determined by the Editor in Chief.

Post publication

You will be sent a link to your article by email when it is published online and you will be able
to track its usage. All articles have individual usage statistics that are updated monthly; these
can be accessed from the “Article Usage Statistics” link in the “Services” section to the right of
the article online.

We encourage you to sign up for content alerts so you don’t miss anything published in BMJ
Supportive & Palliative Care. — it only takes a few seconds and we only need your email

address http://spcare.bmj.com/cgi/alerts/etoc

If you have any questions, please contact me, quoting the manuscript ID.
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Best wishes,

Bill Noble,
Editor-In-Chief
BMJ Supportive & Palliative Care.

http://mc.manuscriptcentral.com/bmjspcare
Twitter: @BMJ_SPCARE
Blog: http://blogs.bmj.com/spcare/
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Appendix K List of presentations undertaken during PhD

candidature

Oral presentations

Conference

Australian and New Zealand Society of Palliative Medicine (ANZSPM) Conference,
Adelaide, 16™ September 2010.

Abstract: Ng F. The concept of “depression” in the palliative care setting. J Palliat

Med 2011; 14: A14

University of Adelaide
Discipline of Psychiatry Postgraduate Research Seminar, University of Adelaide,
Adelaide, 16th March 2011

Title of presentation: The concept of depression in palliative care

Health Services
Lyell McEwin Palliative Care Service Education Forum, Lyell McEwin Health Service,
SA Health, Adelaide, 20t December 2010

Title of presentation: The concept of depression in the palliative care setting

Older Persons Mental Health Service Education Forum, Glenside Campus, SA
Health, Adelaide, 24 June 2011

Title of presentation: The concept of depression in palliative care

Northern Adelaide Palliative Care Service Registrar Education Forum, Modbury

Public Hospital, SA Health, Adelaide, 24t January 2014

Title of presentation: The concepts of depression
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2014 Palliative Care Week Medical Grand Round, Modbury Public Hospital, SA
Health, Adelaide, 28t May 2014

Title of presentation: “Depression” in the palliative care setting: what does it mean?

Poster presentation
The 18t International Congress on Palliative Care, Montreal, 5-8 October 2010.

Title: What does “depression” mean in the palliative care context?
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