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Zusammenfassung

Hintergrund

Menschen in ihrem letzten Lebensjahr duflern nicht selten den Wunsch nach einem vorgezogenen
Lebensende, meist aufgrund multidimensionalen Leids (kdrperlich, psychisch, sozial oder spirituell).
In der palliativen Versorgung sind Gespréche iiber Sterben, Tod und Todeswiinsche essenziell, um
Leid zu explorieren sowie Handlungsoptionen aufzuzeigen. Jedoch stellen solche Gesprédche durch
unterschiedliche Wertesysteme und gesellschaftliche Tabus haufig kommunikative Herausforderungen
dar.

Zielsetzung

Ziel der Arbeit ist die empirische Untersuchung des Erlebens und der Bewertung solcher Gespréache
durch Palliativpatient:innen, Angehérige und Versorgende. Die Analyse der Kommunikationsmuster
erfolgt anhand des transaktionalen Kommunikationsmodells, um praxisrelevante Erkenntnisse zur
Optimierung der Gesprachsfiihrung zu gewinnen.

Methode

Die dreiphasige Mixed-Methods-Studie ,Desire to Die in Palliative Care — Optimization of
Management (DEDIPOM)“ bildet die Datenbasis. Nach Entwicklung eines Gespréchsleitfadens und
Schulungen zum Umgang mit Todeswiinschen (Phase 1 und 2) fiihrten geschulte Versorgende
leitfadengestiitzte Gesprache mit Patient:innen (Phase 3). Die Inhalte der dokumentierten Gesprache
wurden thematisch analysiert (Paper 1). Mittels qualitativer Framework-Analyse wurden in Interviews
mit Patient:innen, Angehorigen und Versorgenden Kommunikationsmuster identifiziert (Paper 2). Alle
Ergebnisse wurden im transaktionalen Kommunikationsmodell von Barnlund integriert.

Ergebnisse

Zwischen 2018 und 2020 dokumentierten 29 Versorgende 79 Gespréche iiber Todeswiinsche, von
denen 13 Versorgende, 13 Patient:innen und 13 Angehorige an Interviews teilnahmen. Die
thematische Analyse (Paper 1) identifizierte forderliche und hinderliche Aspekte und initiierte
Malnahmen. Die Analyse der Interviews (Paper 2) zeigte Unterschiede in Offenheit und Qualitdt der
Gesprédche in drei Typen: 1) ,Zwischen den Zeilen“ (implizit, subtil), 2) , Aneinander vorbei“
(inkongruent, missverstdndlich) und 3) ,,Sachlich-niichtern“ (direkt, distanziert).

Diskussion und Ausblick

Die Kommunikationtypen und Missverstdndnisse in den analysierten Todeswunsch-Gesprachen
zeigen die Notwendigkeit differenzierter kommunikativer Zuginge auf. Das transaktionale
Kommunikationsmodell hilft in der Analyse solcher Gesprdche, da es die Ko-Konstruktion von
Bedeutung und mogliche Einflussfaktoren betont. Jedoch bleibt es deskriptiv ohne normative

Handlungsempfehlungen, so dass Gesprachspartner:innen zur Selbstreflexion angehalten sind.



Summary

Background

People in their last year of life often express the wish for the end of life to come sooner, mostly due to
multidimensional suffering (physical, psychological, social or spiritual). In palliative care,
conversations about dying, death and desire to die are essential to explore suffering and options for
action. However, different value systems and social taboos often present communicative challenges.
Objective

The aim of the present dissertation is an empirical investigation of the experience and evaluation of
such conversations by palliative patients, relatives and health professionals. Occurring communication
patterns are analyzed using the transactional communication model to gain practical insights for
optimizing the conduct of conversations.

Method

The three-phase mixed-methods study “Desire to Die in Palliative Care - Optimization of Management
(DEDIPOM)” forms the data basis. Following the development of communication guideline and
training on dealing with desire to die (phases 1 and 2), trained health professionals conducted
guideline-based conversations with patients (phase 3). The content of the documented conversations
was analyzed thematically (Paper 1). Qualitative framework analysis was used in interviews with
patient, relatives and health professionals to identify communication patterns (Paper 2). All results
were integrated into Barnlund's transactional communication model.

Results

Between 2018 and 2020 29 health professionals documented 79 conversations about desire to die, of
which 13 caregivers, 13 patients and 13 relatives took part in interviews. The thematic analysis (Paper
1) identified supportive and obstructive aspects and initiated measures. The analysis of the interviews
(Paper 2) showed differences in the openness and quality of the conversations in three types: 1)
“Between the lines” (implicit, subtle), 2) ‘past each other’ (incongruent, misleading) and 3) “matter-
of-fact” (direct, distanced).

Discussion and outlook

The types of communication and misunderstandings in the analyzed desire to die conversations show
the need for differentiated communicative approaches. The transactional communication model helps
in the analysis of such conversations, as it emphasizes the co-construction of meaning and possible
influencing factors. However, it remains descriptive without normative recommendations for action,

so that interlocutors remain encouraged to self-reflect.



1. Introduction

,» Wenn Du vor mir stehst und mich ansiehst, was weilst Du von den Schmerzen, die in mir sind
und was weils ich von den Deinen. Und wenn ich mich vor Dir niederwerfen wiirde und
weinen und erzdhlen, was wiisstest Du von mir mehr als von der Hblle, wenn Dir jemand
erzdhlt, sie ist heils und fiirchterlich. Schon darum sollten wir Menschen voreinander so

ehrfiirchtig, so nachdenklich, so liebend stehen wie vor dem Eingang zur Hélle...*

“When you stand before me and look me in the eyes, what do you know of the pain that is in
me and what do I know of yours. And if I were to prostrate myself before you and weep and
tell you, what more would you know of me than of hell, if someone told you that it is hot and
terrible. For this reason alone, we humans should stand before each other as reverently, as
thoughtfully, as lovingly as before the entrance to hell...”

- Franz Kafka, from a letter to Oskar Pollak (own translation), 08.11.1903"

When a person suffers from a disease that is chronic, progressing, terminal or in other ways life-
limiting, a medical approach that is merely curative is no longer adequate. These patients have a
medical indication for palliative care.” The word “palliative” is derived from the Latin word “pallium”,
meaning “coat” and also used in the sense of comfortably “coating somebody in” with a blanket or
cape. Palliative care is defined as medical treatment aiming to relieve symptoms and improve quality
of life without the aim to cure the underlying disease.” It can, however, also be used as an
accompanying treatment alongside curative therapies in early stages of disease.? Palliative care follows
a holistic approach that conceptualizes the experience of disease influenced by medical, social,
psychological and spiritual factors. Therefore, working in multi-professional teams and including
patients’ relatives as best as possible are key ideas of palliative care.? As the title of this doctoral thesis
suggests, I focus on patients in their last year of life. By the term “last year of life” I do not necessarily
refer to the last 12 months of a patients’ life (which can only be correctly defined post mortem), but to
the prognosticated last year of life as assessed by the surprise question: “Would you be surprised if the
patient died within the next 12 months?”* If the answer to this question is no, then the indication for
palliative care should be considered.*

When patients in their last year of life are confronted with high symptom burden and their own
impending death, they can develop a desire to die earlier than they naturally would.> ® For patients, a
desire to die is most often an expression of their multi-dimensional suffering.® In some patients, this
desire in its most extreme form can lead to suicidality or the request for (medical) aid in dying.” Once
expressed to their health professional or a relative, a desire to die can change communication

drastically and is frequently met with defense or a loss for words."



This is probably what Kafka attempted to express in the introductory quote: communicating the
subjectively felt dimensions of suffering is complex and perhaps prone to never being understood
completely by the conversation partner. Especially, communication about desire to die is still
perceived as challenging, as it is associated with insecurities and stigmatization.® This is the case even
though communication about death, dying and desire to die does not harm participants, but can be
beneficial for all parties — if conducted in a sensitive, respectful, and open manner."

In this doctoral thesis, I intend to shed light on how patients in their last year of life, their relatives as
well as their health professionals can experience communication about death, dying and desire to die.
As research on this topic suggests, communication is often perceived less than optimal, sometimes
with detrimental effects on all communication participants. Therefore, results from this doctoral thesis
will provide a base assessment based on qualitative data to further explore this type of communication.
In a first part, I will describe the contexts in which communication about death, dying and desire to die
occurs. Therefore, I will give a brief overview of a) the cultural aspects that influence such
communication, b) the legal framework that defines what kind of medical aid in dying may be allowed
and what remains prohibited and c) the structures of care in which patients in their last year of life may
receive palliative treatment. I will then present a thorough definition of the term desire to die as well as
its prevalence and possible backgrounds, functions and meanings. Subsequently, I will approach the
topic of communication about desire to die by describing empirical findings and introducing a
psychological model of communication which will serve as the basis for my final discussion.

During the second part, I will elaborate upon the aim, methods and basis of data for this doctoral thesis
and explain the study during which data was collected and analyzed. Hereafter, I will summarize the
two internationally published and peer-reviewed papers on communication about desire to die that
form the heart of this thesis.

In the third and last part, I will reconsider the findings from the two papers for a final synthesis and
discussion. Therefore, I will first introduce the transactional communication model and briefly
differentiate it from older communication models.'" Using the transactional communication model as a
leading framework for the synthesis of findings from paper 1 and 2, I will thereby test its applicability
to desire to die communication. In a final discussion, I will weigh the strengths and limitations of this
thesis and give an outlook on implications for clinical practice and research before I draw my
conclusion.

While writing about the existential topic of communication about death, dying and desire to die, T was
naturally lead to reflect upon my own ethical-moral position in relation to end-of-life care or (medical)
aid in dying but also on the consequences of “privileging [of] some voices at the expense of other, less
well represented, ones.”.'* Therefore, I intend to contextualize and critically examine my findings
during all stages of the process so as not to fall prey to premature generalizations. The obvious vantage
point for the contextualization in question is provided by simply looking at the origin of the data

analyzed within this doctoral thesis. As it was collected between 2018 and 2020 from health
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professionals, patients and relatives living in Germany as German native speakers, it only allows
analysis and a tentative generalization on adult, predominantly white Western Middle-European voices
from a relatively stable socio-economic background. Voices of immigrants, people of color, of poor or
homeless people at the end-of-life as well as those with intellectual disabilities or psychiatric
conditions are unfortunately not included within my analysis, so their context needs further attention.
To understand what shapes communication about death, dying and desire to die in the specific milieu I
can write about, T will examine some of the factors of influence within the Theoretical Background

within the next chapter.

2. Theoretical Background

To write about death, dying and desire to die and the ways in which patients, their relatives and health
professionals talk about it, it is necessary to first know the context in which desire to die may occur.
Therefore, I will give a short outline of the following structural aspects that influence discourse and
communication about death, dying and desire to die in patients with chronic or life-limiting diseases in
Germany: cultural aspects, legal aspects and structures of care. For a brief overview of current trends

in these three context factors that may influence desire to die communication, see figure 1.

Culture

* medicalization of the end-of-life and dying process
* predominantly curative culture -> death as ,failure”
* increasing value of patient autonomy

Structures of Care

* growth of hospice
movement and

palliative care
services

* lack of knowledge
about and under-
utilization of these
services

Law

*» global trend of liberal %
regulations regarding

(medical) assistance
in dying

* sparse knowledge
about patient rights
and end-of-life
regulations

Communication
about
Death, Dying and
Desire to Die

Health

Profes- < Relatives
sionals / \

Fig. 1 A rudimentary overview of current trends in the domains of culture, law and structures of care among the
general population that potentially influence communication about death, dying and desire to die between

patients, their relatives and health professionals. Own illustration.
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Once these outlines are drawn, I will define the phenomenon of desire to die and report on how it is

currently embedded in (medical) communication.

2.1. Framework Conditions of Desire to Die

2.1.1. Culture: Medicalization and the Call for Patient Autonomy
Over the last decades, impressive advances in medical care and therapies as well as hygiene and

nutrition increased general life expectancy and health.” ™ These developments are accompanied by a
medicalization of death and dying, as the Lancet Report on the Value of Death points out: the way in
which Western society at large understands and integrates death has changed fundamentally. Death
comes later in life and is often prolonged, dying moved from the family to health care settings and
consequently, skills, traditions, and knowledge within families and communities are getting lost over
the course of the process.” Within such a mindset, delayed death and every incremental success in the
fight against illness and disease count as desirable and worth financing.'® This medicalization of dying
is rooted in a pervasive curative culture in which the care for the dying and terminally ill in form of
supportive and palliative care is secondary and death is often perceived as failure." In the everyday
practice of medical care at the end-of-life or in terminal illness, this is reflected in aggressive, often
unwanted or not indicated overtreatment to the detriment of the patient’s quality of life."” It is therefore
not surprising that a legitimate fear of overtreatment is common in older patients and their relatives
and often named in the context of hypothetical desires to die."®

These fears persist despite effective ways to alleviate suffering in palliative and hospice care and to
honor preferences at the end of life through Advance Care Planning.' However, it is not the advances
in and support for hospice and palliative care that dominate the public discourse on death and dying.
Rather, questions of bodily autonomy, duty of care and dignity are raised in the political debate
concerning the legalization as well as the ethically and practically feasible realization of (medically)
assisted suicide.”

It is therefore important to consider a second trend in our relationship with death and dying, namely
the increasing wish for control and autonomy regarding our own life, which naturally extends to
organizing our own end-of-life. In line with the self-realization goals of (Western) moral
individualism, life and death are increasingly regarded as personal onjects that are at disposal of the
personal will.*! This runs counter to the veritable unknowability of death, eventually forcing every
individual to come to terms with their own mortality.

Even with the open debate on what constitutes a good death, there are lines of argument that still
suggest a culture of taboo regarding the topic of death and dying, as Wildfeuer et al. (2015) outline.*
These taboos might be rooted in diverse reasons ranging from religious concerns, prescribing to an
overly curative medical culture (as described above) to fundamental convictions of what depth of

emotion and existential topics are permitted in conversation." Within many families, but also between
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health care providers and patients, the fear of death or a tacit mutual understanding of death as medical
failure hinders open communication about it."

Current challenges with desires to die of old or terminally ill people must be understood within the
tension field of these two modern trends (medicalization of death and dying and focus on autonomy)

and deeply rooted cultural or familial taboos still surrounding death, dying and desire to die.

2.1.2. Law: Medical Aid in Dying
In public debate, desire to die is often narrowly understood as the wish for (medical) aid in dying, e.g.

by (physician) assisted suicide or termination of life on request (often called euthanasia). Therefore, it
is important to have a comprehensive understanding of the proceeding global liberalization in laws and
practices concerning (medical) aid in dying such as (physician) assisted suicide and euthanasia. This
process can also be understood within the context of the two trends described above.

Internationally, practices of medical assistance in dying are now being legal in 19 jurisdictions.?*
Concrete legal interpretations differ between jurisdictions, with some allowing only for termination of
life on request (e.g. Canada and the Netherlands) and others for assisted suicide (e.g. Swiss and
Germany).*

In Germany, the principal ruling of the federal constitutional court from February 2020 reopened the
debate under the notion of a self-determined death.”® From 2015 on, §217 of the criminal code
determined businesslike assistance in suicide as punishable.? Despite its initial intention to criminalize
for-profit organizations like Dignitas or Sterbehilfe Deutschland, the §217 was heavily criticized due
to the vagueness of the term “businesslike” that potentially targeted physicians who assist in suicide
on repeated occasion as well. Resulting from a constitutional complaint by patient representatives and
health professionals alike, the federal constitutional court deemed §217 as unlawful. In its ruling,
however, it went beyond this statement and instated (assistance in) suicide as part of every individuals’
personal right: the right to a self-determined death must be guaranteed to preserve human dignity. This
includes the right to commit suicide as well as the right to seek and accept third party help in doing so.
This ruling was deemed exceptionally progressive as the federal constitutional court set no range
limitation (e.g. severe illness or limited life expectancy) to their decision - a desire to die only needs to
be judged as freely accountable, stable and autonomous in order to provide legal grounds for (medical)
aid in dying.” As current court rulings on cases of (improper) assistance in suicide show, there are
greatly divergent perceptions of what constitutes a free, stable and autonomous wish.”” To
counterbalance the potential effects of these exceptional rights, the ruling further emphasized the need
for advancements in suicide prevention, encouraged restrictive regulations by the state and specifically
stated that assistance in suicide is a question of conscience and that no one (especially no health
professionals) can be forced to participate.” A first draft is debated in German Parliament at the time

of writing (December 2024).%
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In the debate unfolding after the ruling, arguments were applied according to two central positions: 1.
a restrictive approach with a strong focus on preservation of life and concerns that further
liberalization will put improper pressure on socio-economically disadvantaged minorities (i.e., nudge
them into asking for the comparatively cheaper services of (medical) aid in dying) and 2. a liberal
approach focusing on the strengthening and expansion of the personal right to a self-determined death
with a skeptical attitude regarding state regulations.

Whereas assistance in suicide is currently lawful, termination of life by request remains criminalized
in Germany under §216 of the criminal code.” However, even though the handling regarding requests
for medical aid in dying are important for patients as well as a matter of principle, one must keep in
mind that only a small percentage of patients with a desire to die will ever take advantage of it.”

When a patient expresses their desire to die, there are other legal rulings that shape medical decision-
making to be kept in mind. Often, patients fear that they will receive treatments that will unnecessarily
prolong their life and induce suffering.*® For any treatment or therapy to be started or maintained, it is
necessary to assess both medical indication and patient will (either direct will, will expressed by proxy
or will expressed by an advance directive). If one of them is missing, any treatment is considered
assault.” Similarly, patients are allowed to decide against any kind of treatment, even if there is proper
medical indication for it.”

Moreover, when a patient is entering the dying phase, certain life-prolonging treatments (e.g.
ventilation) that can induce unnecessary suffering are no longer indicated.” They should either not be
initiated at all or concluded immediately — an act that is considered identical from a legal standpoint
due to the sameness of its result, but still often poses an emotional challenge for health professionals.
A predominantly curative culture that considers not actively fighting death as a failure (of medical
treatment) further discourages the discontinuation of treatment. Thus, contrasting the clear legal and
professional recommendations as presented in ethical guidelines, patients at the end of life still often
receive unwanted and non-beneficial treatment in acute hospitals."”

Patients or relatives often lack knowledge about their rights and medical options at the end of life,
while health professionals often hesitate to allow for death as an option due to fear of potential
lawsuits.>* These uncertainties can foster feelings of being at the mercy of a medical machinery in
patients and potentially contribute to developing a desire to die.

However, a profound knowledge about this legal framework is often missing from patients as well as
health professionals.* Therefore, and since assisted suicide is now technically legal in Germany, first
policy papers and guiding principles to deal with the rising requests are currently published by

renowned medical and palliative care associations and institutions.**

2.1.3. Structures of Care: Palliative Medicine and the Hospice Movement
Formal structures of care heavily influence how patients and their relatives are cared for and if they

feel taken care of. In Germany, palliative care for people with chronic or life-limiting diseases follows
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two traditions: 1. the hospice movement which sees itself as a citizen movement and has supported 2.
advances in palliative medicine as a young and growing medical and research field.

In 1967, Dame Dr. Cicely Saunders, founder of the hospice movement, opened the first hospice (St.
Christopher’s) in London. During the 1980s, the first German hospice was built at the University
Hospital Cologne and the hospice movement started to take hold in Germany. Today, Germany has
about 1500 ambulatory hospice services and 250 hospices which take in guests that suffer from life-
limiting diseases with a bad prognosis and who are in need of intense palliative care.*®

Beyond the hospice movement, palliative medicine has been growing as its own field.> By now,
palliative care delivery is divided into general palliative care and specialized palliative care.® Most
people at their end of life are cared for in settings of general palliative care such as ambulatory care or
hospice services, general hospital wards or residential care homes. When a patient suffers from
complex symptomology and does no longer respond to the means of general palliative care,
specifically trained palliative care professionals take over. Specialized palliative care is delivered in
palliative care wards in hospitals or by specialized ambulatory palliative care teams. In 2024, there
were about 350 palliative wards and 403 specialized ambulatory palliative services in Germany.*
Patients who express a desire to die often fear to suffer from unbearable symptoms like pain, dyspnea
or nausea as their disease worsens in the future.” With palliative care, these symptoms are largely
treatable. As an option of last resort, palliative sedation can be induced in cases of unbearable
suffering that is refractory to treatment.”

According to studies, however, most people are not aware of their treatment options at the end-of-
life.*® Additionally, most people do not die at their preferred place of death (at home), but rather at
general wards in hospital.*® There is further evidence that the hospital is the least preferred place of
death and both relatives and patients report low satisfaction with hospital end-of-life care.*

When we consider care structures as influential factors on desire to die, there are two aspects to keep
in mind: As fear of unbearable symptoms is a known background of desire to die, lack of knowledge
about means of symptom control through palliative care, but also lack of access to palliative care due
to structural inequalities (e.g. rural supply) can potentially foster desire to die — and wishes for assisted
suicide.’® * Studies show correlations between better care through improved symptom control and a
diminished desire to die.*

However, patients express desire to die in all care settings and in all stages of disease.® This goes to
show that desire to die as a phenomenon may be influenced by factors of care, but is its own complex

phenomenon with multiple backgrounds, meanings, and functions.

2.2. Desire to Die: A broad Phenomenon
Within current literature, there are several terms to designate patient wishes for her or his life to end

sooner or death to come earlier than it would naturally occur: a wish to die,* a death wish,* a wish to

hasten death,* acute or latent suicidality,* as well as desire to die.® To standardize reporting on desire
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to die in research and to provide an internationally accepted definition, an international group of
researchers proposed the term “wish to hasten death” (WTHD) as a
“(...) reaction to suffering, in the context of a life-threatening condition, from which the
patient can see no way out other than to accelerate his or her death. This wish may be
expressed spontaneously or after being asked about it, but it must be distinguished from the
acceptance of impending death or from a wish to die naturally, although preferably soon.
(.)”*
In this work, I chose to use the term desire to die, in line with the definition from the German National
Guideline.” Here, a desire to die is conceptualized along a continuum of increasing suicidal pressure.
This continuum ranges from mere acceptance of death to a tiredness of life or a wish to hasten death
that can culminate in latent or even acute suicidality. Desire to die as a term encompasses more fully
the spectrum of thoughts and wishes old or terminally ill persons may have regarding their illness or
end of life. In contrast to WTHD, desire to die includes acceptance of death, tiredness of life or vague
wishes for peace and quiet and therefore enables us to talk about those patients that long for death
without the wish to hasten it. For a depiction of the full continuum of desire to die according to

National Guideline: Palliative Care for Patients with Incurable Cancer, please see figure 2.’

Increasing suicidal pressure

- 3
Ghnsorge et al. Acceptance of Dying Wish to Die:
1) Hoping for the End 2) Hypothetical Wish to Hasten Death 3) Acute Wish or Action
Balaguer et al. Wish To Hasten Death
Nissim et al. Letting Go Desperation Hypothetical Exit-Strategy
Mod. from
WOIfe_rSdorf and satiety with Life Tiredness of Life Non-Specific Wishes for Rest Suicidality
Lindner (distanced — latent — acute)

Fig. 2 Different forms of desire to die along a continuum of increasing suicidal pressure. Illustration adapted

from the National Guideline: Palliative Care for Patients with Incurable Cancer (p.417).

It is important to acknowledge that even though every suicidal person holds a desire to die, not every
desire to die equals suicidality.” Within the context of incurable disease, it is sometimes hard to
distinguish whether a patient displays an understandable reaction to suffering and impending death
(e.g. grief) or whether they display signs of clinical depression. Grieving for a lost future or the loss of

(physical) functions as well as temporarily considering (hastened) death can be a natural part of
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dealing with incurable disease. It is therefore important to clarify diagnostically whether a patient
displays the reactions listed above or signs of clinical depression (e.g., some of the same symptoms
but markedly coupled with self-devaluation and low self-esteem) which cause burden and can be
treated even in late stages of advanced disease.” This nuanced understanding of desire to die has the
potential to challenge a traditional psychiatric understanding of suicidality. Since up to 90% of people
ending their life by suicide can be considered mentally ill,* there often is an assumption of causality
according to which suicidality occurs only within the context of psychiatric disease (such as
depression) or a suicidal crisis.* Operating with this kind of psychiatric understanding of suicidality,
some clinicians and researchers derive an imperative of suicide prevention at all costs - even for the
palliative context.” There are, however, more voices advocating for a lively discussion of desire to die
and suicidality that is more attentive to non-psychiatric manifestations of suicidality as well as the
right to (assisted) suicide in psychiatric patients.*”>" >

Although studies confirm that desire to die is more prevalent in patients with psychiatric illnesses such
as depression or anxiety disorders — and therefore the psychiatric approach remains to be important —,
it is also common in healthy older people near the end-of-life.*> ** Prevalence varies depending on
study and sample: whereas 18.3-44.5% of oncological patients and 12.9% of geriatric patients report a
desire to die, up to 22% of patients with multiple sclerosis report suicidal thoughts and 24.5% of those
patients seeking assisted suicide in Switzerland are neurological patients according to recent studies.**
%8 Besides underlying diagnoses, the different concepts of desire to die used also account for the
variance in desire to die prevalence as assessed in empirical research, as a recent study shows.

A desire to die may vary both intra- and interpersonally with the possibility for a simultaneously
existing will to live.” * ¢ The will to live lacks a widely accepted theoretical model.* Instead, it is
variously described as relating to survival or a wish to continue living, an instinctive force which can
be influenced by a global state of well-being, but also as stemming from an internal struggle between
life and death.®® Colosimo et al. (2017) coined the term “double awareness” to make sense of this
phenomenon, defining it as “a person’s capacity to be engaged in the world while preparing for
impending death”.®* As human beings, we are able to experience seemingly paradoxical mental states
at the same time: patients despair and hope, they reject company but do not want to be left alone or
they request the most aggressive medical treatment while longing for a hastened death. This capacity
for double awareness can be applied to make sense of the coexistence of will to live and desire to die.®
A common form of describing the desire to die phenomenon is by reporting on its backgrounds,
meanings and functions which are equally diverse. Studies report that often a combination of physical
factors (e.g. pain, fatigue, dyspnoea and loss of function), psychic or emotional factors (e.g.
depression, fear or hopelessness), social factors (e.g. the feeling of being a burden and (fear of)
dependency) as well as what Rodriguez-Prat et al. (2017) call “loss of self”®: the loss of control, the
loss of self-esteem and the subjectively felt loss of dignity over the course of disease progression

provide the backgrounds for developing a desire to die. Other studies also name spiritual aspects such
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as the loss of meaning and a profound lack of a sense of life.> As Belar et al. (2024) point out, the
experience of time, of being in a state of transience also seems to be a common experiences that
influences desires to die.** In their model of common pathways of distress, Rodin et al. (2008) found
that both depression and hopelessness independently predict the desire for hastened death in terminally
ill cancer patients while mediating effects of other psychosocial (self-esteem, spiritual well-being and
attachment security) and disease-related (physical symptom burden and age) variables.®
Meanings of desire to die are often not easy to pin down or distinguish from its functions. Meanings
concern the patients’ subjective attempts at making sense of their desire to die that potentially varies in
dependency of a person’s cultural background or illness narrative.” Potential meanings of desires to die
according to Ohnsorge et al. (2014) can include

o allowing a life-ending process to take its course,

e to let death put an end to severe suffering,

e a situation that is seen as an unreasonable demand or a life that is experienced as without

value,

e to relieve others from the burden of oneself,

e preserve self-determination,

e move on to another reality or be an example to others.?
Rodriguez-Prat et al. (2017) identify additional meanings of a desire to die: a cry for help or, perhaps
paradoxically, an expression of a will to go on living, but not in this way.®
A desire to die is not an affliction that patients suffer under, but a psychological construct that serves
several important functions. Perhaps the most important function of desire to die is its potential as a
means for communication: while talking about existential topics at the end-of-life is often not easy and
sometimes avoided,” expressing a desire to die immediately draws attention and thereby opens the
conversation for these topics.”” Often, a desire to die can serve as a last means to regain control.
Patients who lose control over their body and their life may find inner support in knowing that at least
they are in control of ending their own life.® Other functions include shortening the exhausting
timeline leading towards inevitable death,® or gaining attention and care from health professionals and
family.®
The desire to die can therefore be described as its own phenomenon, specifically describing the
experience of patients with chronic or life-limiting diseases or people near the end-of-life. Whereas
there is no therapeutic intervention to date specifically targeting desire to die, interventions like
Dignity Therapy or Managing Cancer And Living Meaningfully (CALM) attempt to support patients
in their experience of dignity, legacy and positive life review.”® 7! First results show effectiveness in
increasing patients dignity, psychic well-being, and quality of life, but do not measure whether these

decrease potential desire to die.”
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2.3.  Communication: Talking about Death, Dying and Desire to Die
As there is no specific therapeutic intervention yet, communication can be seen as the first intervention

to be considered before others.' Therefore, basic principles of end-of-life communication need to be
understood to progress further.
As Gudat, and colleagues (2015) put it, communication can be understood as an “intersubjective
interaction that involves not only an exchange of verbal information but also opens a space where
demanding work on relationships is done by people with different biographies and visions” (p.204).”
Additionally, they describe communication as an often-ritualized interaction where conversation
partners are assigned certain roles.”
Communication about desire to die can be situated as one very specific aspect within end-of-life
communication. There is not a lot of research that specifically examines conversations about desire to
die."” 77¢ Drawing from evidence in suicidology research, the updated 2020 German National
Guideline recommends the proactive approach on desire to die.” It states that asking about suicidality
does not carry an iatrogenic risk of either causing or increasing latent suicidality in patients. Therefore,
by analogy, the same should apply to desire to die.” By now, a few studies with samples from patients
in their last year of life support these claims: in 2019, Porta-Sales et al. asked N = 193 oncological
patients about potential desire to die. About 95% of them did not find the question upsetting,
regardless of whether they had a desire to die themselves.” The same research group published results
in a proof-of-concept study according to which assessing the WTHD in the first palliative care
encounter using a semi-structured guideline (Assessment of the Frequency and Extent of the Desire to
Die (AFEDD)) was assessed as “not bothersome” by 87% of the N = 30 participants.”
In our own DEDIPOM study, we evaluated effects of an open conversation about desire to die on the
wish to hasten death, will to live, hopelessness, depression, fear of death and dying as well as health
professional-patient-relationship in N = 85 patients in their last year of life." There was no
deterioration in any of the outcomes, but a significant improvement in depression two weeks after the
conversation. All other outcomes showed positive, albeit not significant trends.
As a four-point strategy, the German National Guideline suggests that a desire to die needs to be

1. noticed and identified,

2. understood through an emphatic, sense-making process including the patients relative,

3. accompanied competently (which can mean that merely staying present during patients

suffering can suffice) and

4. that only then strategies for suicide prevention should be considered.”
These instructions for communication are of course limited to those patients and relatives who are
(still) able to communicate their desires to die verbally. In palliative care, illness induced impairments
often hinder communication, e.g. when a patient is no longer fully conscious, has a speech impairment

or a decline in cognitive abilities.”” Language barriers pose another challenge that can only partly be
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solved by instigating an interpreter.”® For the sake of brevity, this doctoral thesis cannot go into these

types of communicative challenges.

More broadly speaking, research on end-of-life communication reveals communication needs, but also
challenges. For one, several communication partners need to be considered as a minimum: patients,
their relatives and responsible health professionals. Their situation and perspectives are drastically
different from each other:

Being a patient with terminal illness means, being personally confronted with the lived experience of
their illness and their own impending death. This personal affectedness can lead to patients wishes for
communication about death, dying and desire to die. Harding et al. (2013) found that patients
receiving palliative care wish for conversations about desire to die.” Similarly, of N = 573 patients
with multiple sclerosis (MS), 35.9% described openly addressing death and dying as “relevant”.®
However, patients often do not address challenging subjects themselves due to their own insecurity or
in order not to burden others, especially their relatives or loved ones.*" *

Relatives, on the other hand, share a (perhaps conflicted) history with the patient, often have to take on
the role of informal caregiver and are affected themselves, e.g. by overburdening and grief.* They,
too, are reported to be reluctant in talking about death and dying.?' As patients and their relatives can
best be described as a system that influences individual communication behavior by their unique
structure, organization, and transactional patterns,® relatives fill a special role in communication about
end-of-life issues and desire to die.

Lastly, health professionals have the knowledge to offer an understanding of the illness in medical
terms and the power to grant treatment.*> > Even though they value open communication about death
and dying, many also report own reluctance in addressing end-of-life topics with their patients.* Udo
et al. (2014) found that health professionals fear emotional overload when addressing desire to die.®
Other reasons may have to do with the predominantly curative culture in medicine that sees death as
failure and therefore complicates open communication about it.* A resulting “defensive medicine” is
considered to relate to a tendency in health professionals to over-prescribe and over-treat due to fear of
being legally charged.*

There are, however, established, and effective approaches for health professionals to communicate
about end-of-life issues. To build basic trust in conversation, Drecksen et al. (2017) found that the
right combination of empathy, authenticity and the necessary distance has proven to be effective.®
Additionally, Omilion-Hodges and Swords (2015) described successful palliative care providers using
a model they termed “mindful communication”.”” The four key components of mindful
communication are listed as a) know your audience (e.g. by exploring patient biography), b) ask

questions (i.e. applying a proactive and interested approach), c) discard scripts (e.g. by remaining

authentic and bringing parts of one’s own personality into the conversation), and d) recognize your
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role (e.g. by reflecting in which professional or personal role you currently act in relation to the
patient).”’

The communicative approach most often named, however, is “person-centered communication” which
can be defined as a communicative practice that a) elicits and understands patient perspectives, b)
understands patients within their psychosocial and cultural contexts, and c) attempts to reach a shared
understanding of patient problems that are followed by treatments concordant with patient values.®
Studies show that patient-centered communication increases patients’ emotional well-being, their trust
in health professionals and their adherence to recommendations.*> * However, person-centered
communication is more than just a health professional skill, as patients need to engage in person-
centered communication as well.”!

This example of empirical evidence for the co-creation of communication may pose a challenge for
underlaying communication models, as not all of them are equally well-suited to capture this dynamic.
There are some established psychological communication models that conceptualize communication
in different ways, thereby offering a more or less fitting framework for the empirical findings listed
above. Depending on the year of their development and dominant concepts at the time, psychological
communication models can be divided in transmission (sender-receiver) models and transactional
models that differ in their view on linearity of communication and interdependence of communication
partners.”” We will return to the importance of communication models later in chapter 7, when I
explain and discuss in detail the communication model best-suited for making sense of existential

communication about death, dying and desire to die.

3. Basis of Data, Methods and Aim

For more than 15 years, the Center for Palliative Medicine at the University Hospital Cologne has
conducted research projects to advance understanding of desire to die, illuminated different
stakeholders’ perspectives on the phenomenon, and supported health professionals in accompanying
patients with a desire to die.'”*® % To meet needs for training in dealing with desire to die reported
by health professionals,” a first clinical approach and two-day training curriculum was developed.®*
Guideline and training were based on an extensive literature search as well as results from expert focus
groups. Health professionals who attended one of the two pilot trainings reported increased self-
confidence, knowledge, self-reflection on attitudes as well as skills in dealing with desire to die,
measured by a questionnaire specially developed for this purpose, but not validated.**

Based on these preliminary results, the study “The Desire to Die in Palliative Care — Optimization of
Management (DEDIPOM)” was designed to refine the clinical approach and evaluate the effects of
conversations about desire to die by trained health professionals on patients in their last year of life.
All data examined in this doctoral thesis was gathered within the DEDIPOM study which was funded
by the German Federal Ministry of Education and Research and lasted from 5/2017 - 12/2020.

DEDIPOM was a mixed-methods study comprised of three phases:

1. Phase: Refining and consenting the clinical approach
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2.

In individual qualitative interviews, N = 14 patients in their last year of life were asked about
their preferences and experiences in conversations about desire to die. A first version of the
clinical approach was updated with this information and then consented in a two-round Delphi
survey. From N = 377 invited (inter-)national experts, n = 210 took part in round 1 and n =
200 in round 2.%* 1%

Phase: Training of health professionals

In 12 two-day trainings, N =102 health professionals were trained in dealing with desire to die
and on using the clinical approach. Health professionals reported their self-confidence,
knowledge, self-reflection on attitudes and skills in quantitative pre-post evaluation
questionnaires.”

Phase: Evaluation of conversations about desire to die

Of the trained health professionals, n = 29 recruited N = 173 patients to lead one conversation
about desire to die. The effects of this conversation on clinically relevant outcomes were
assessed in N = 85 of these patients, using validated, quantitative questionnaires.' Health
professionals documented N = 79 of these conversations on provided standardized
conversation sheets.®” For qualitative evaluation of the desire to die conversation, 14 interview
triads were conducted with a sub-sample of n = 13 patients, n = 13 of their relatives and n = 13

associated health professionals in individual qualitative interviews.'"'

The procedure and all phases of the study are illustrated in figure 3. For more details on methods and

aims, please refer to the study protocol.” The DEDIPOM study received a positive voting from the

Ethics Committee of the University of Cologne (#17-265) and was registered in the German Clinical

Trials Register (DRKS00012988).
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Fig. 3 Procedure of the three-phase mixed-methods study DEDIPOM. Basis of data examined in this doctoral

thesis are circled. Own illustration.



This doctoral thesis is based on qualitative data from phase 3 which allows to explore desire to die
conversations from different perspectives.

To begin, content and structure of desire to die conversations between health professionals and their
patients are explored and critically discussed. Paper 1 reports the health professionals’ experiences of
desire to die conversations documented via open questions answered on a documentation sheet.®”” What
are contents of desire to die conversations and how do health professionals realize such a

conversation?

Secondly, the experience of such a conversation on desire to die as well as surrounding conversations
on death and dying are examined from the perspective of different stakeholders. Paper 2 follows a
framework analysis approach that is well-suited to reduce large amounts of qualitative interview data
and present inter-relationships between different stakeholders.'™ Following this approach, it is possible
to establish a typology of communication from interview triads with patients, relatives, and health
professionals about the desire to die conversations. How do communication styles and relationships
between these stakeholders influence how communication about death, dying and desire to die is
realized, perceived and evaluated? What potential types of communication emerge and what do they

reveal about the talking about desire to die in clinical practice?

Both papers follow a qualitative approach that was chosen based on appropriateness to the study
subject and the explorative nature of the study’s aim.'” Whereas quantitative methods allow to derive
generalizable results usually based by means of data large samples, qualitative methods are well-suited
to investigate phenomena that have seen little attention in research as of yet.'” Another advantage of
qualitative methods is their capacity to remain close to the subjective experience of study participants

and therefore allow insights into their lived experience.'*

The aim of this doctoral thesis is to explore patterns of communication about death, dying and desire
to die in patients, relatives, and health professionals. The target audience for this doctoral thesis are
palliative care providers of all professions and in all settings of care that seek to improve their
understanding of communication about this existential topic and their own way of talking about desire
to die with their patients and their relatives.

After presenting both paper 1 and 2 for extensive reading, I will continue with a summary of their
procedure and findings within the next chapter, before I provide a synthesis of findings within the
context of the transactional communication model by Dean C. Barnlund.! By applying the
transactional model of communication to the empirical findings from paper 1 and 2, I aim to both give
these findings a clearly arranged structure as well as test the value of the transactional model of

communication for communication about death, dying and desire to die.
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4. Synthesis of Findings

In this cumulative doctoral thesis, the content, experience, and personal evaluation of desire to die
conversations is presented using a multi-perspective qualitative approach. Integrating textual data from
desire to die conversations documented by health professionals (paper 1) and interview triads with a
sub-sample of these same health professionals, their patients, and the patients’ relatives (paper 2)
allows to form a substantial contribution to understanding of communication about, death, dying and
desire to die at the end-of-life. The following chapter contains summaries of the findings discussed in
both papers before findings are synthesized in a detailed discussion, following the transactional
communication model." The original texts of both papers discussed in this cumulative doctoral thesis

as they have been accepted for publication can be found at the end of this dissertation.

4.1. Paper 1: Health professionals’ implementation of and reflection on

desire to die conversations
Primary aim of this paper was the exploration of how health professionals trained in dealing with

desire to die both implement and experience conversations about it, using an open (proactive)
approach.®” After taking part in a two-day training on desire to die, health professionals were asked to
recruit patients from their practice for an open conversation about desire to die. All in all, N = 29
health professionals held N = 79 of such conversations and documented them on documentation sheets
consisting of open questions. A mixed inductive-deductive thematic analysis of open on
documentation sheets and relevant parts from qualitative interviews allowed for a grouping of seven
themes with 28 sub-themes:'”

Beneficial Aspects

Hindering Aspects

Follow-Up Measures

Addressing Desire to Die

Patient Reactions

S oA

Content

7. (Self-)Reflection
These themes shed light on structure, content and personal evaluation of these desire to die
conversations from the perspective of health professionals.
As Beneficial Aspects for conducting these conversations, both attributes of the patient as well as the
health professional played a role: an open, well-composed and reflective attitude from both
conversation partners is appreciated. Health professionals also valued the feeling that the conversation
was beneficial for the patient, e.g. by bringing emotional relief or initiating changes in care.
Hindering Aspects were reported as well, with health professionals listing challenges with attentively

staying on topic if the patient is not as open to it or with navigating the presence of relatives during the
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conversation. Supporting patients that reacted with strong emotions and concerns which health
professionals experienced as barely containable was deemed psychologically taxing.

Desire to die conversations were reported to initiate Follow-Up Measures such as devising a care plan,
changing care settings, providing information on therapeutic measures, or simply staying available for
supportive follow-up conversations.

When health professionals described the content of desire to die conversations, they reported on their
ways of Addressing Desire to Die: these ranged from direct questions about a present desire to die to
questions about symptom burden or wishes, thoughts and fears regarding the end of life and thereby
illustrated health professionals’ individual communication styles. Most Patient Reactions were
positive, i.e. open, neutral, or confirming, while only a few showed strongly emotional or defensive
reactions.

Further conversation Content included the exploration of background, meaning and functions of the
desire to die, e.g. having a biographical history with suicidality. Conversations were also used to give
patients room to express their wishes and fears or give an account of their personal history. In some
conversations, resources could be activated while in others, health professionals simply stayed present
and endured the patients’ suffering with them. Lastly, health professionals showed a remarkable
capability for (Self-)reflection. Besides reflecting on the concept of desire to die itself, their own
communication practice and their changed expectations regarding desire to die, they also empathized
greatly with their patients, e.g. by honoring their biographical achievements.

When considered as a whole, findings from paper 1 indicate the importance of desire to die
conversations for three distinct reasons:

1. The open and respectful act of asking about a patients’ desire to die serves as a door opener
for other existential or practical concerns important to the patient. These can range from
patient education regarding their end-of-life options to concrete changes in the care plan but
can also simply mean that a patient finds room to express their own illness narrative.

2. This function as a door opener positions desire to die conversations as a catalyst for existential
concerns within a larger communicative process. The conversation often served as a kick-off
for follow-up questions and a deepened examination of end-of-life concerns. As health
professionals report, they experienced this process as a deepening of their patient-relationship.

3. The conscious planning, conducting and documentation of desire to die conversations
supported the health professionals in a process of self-reflection. Their profound knowledge
and interest in their patients as well as their implementation of the fundamentals of mindful
communication shows that the topic of desire to die is well-suited to facilitate increased

attention and care.?
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4.2. Paper 2: Patients’, relatives’ and health professionals’ experiences of

conversations about death, dying and desire to die
In this paper, the aim was to explore in what ways patients, relatives, and health professionals

experience communication surrounding death, dying and desire to die and whether there is a typology

of communicative styles.'™

After having had at least one documented desire to die conversation as
described above, a sub-sample of N = 13 patients, N = 13 of their respective health professionals as
well as N = 13 of the patients’ relatives participated in individual qualitative interviews, forming N =
14 multi-perspective interview triads. Through a framework analysis approach,'® the communication
within the triads was first analyzed along five interpretative themes:

1. How was the communication perceived?

2. Did conversation partners share a reality?

3. How was death talked about?

4. What communication strategies were used?

In this analysis, desire to die conversations as well as death talk in general turned out to be interpreted
differently dependent on the individual and therefore susceptible to communicative pitfalls. Of all
patients, relatives and health professionals, a surprisingly large number offered completely different
accounts of the same situations. In a few cases, patients did not remember having a desire to die
conversation at all. These might be due to time between conversation and interview, but also different
understandings of what constitutes a desire to die conversation or health professionals’ way of
addressing the topic. Regarding the way participants communicated about death, most patients,
relatives and health professionals preferred to talk mainly about concrete matters of end-of-life care.
Only in some cases, communication about existential issues like spiritual concerns or fear of death was
explicitly demanded by patients.

The almost universal exclusion of relatives from desire to die conversations by patients, but mainly by
health professionals, is another main finding of this paper. However, whether or not relatives want or
need to be included in desire to die conversations remains debatable. While some relatives themselves
did not see it as an option at all, others suffered from the feeling of being left out.

A typology was developed based primarily on the expressions on the theme Did conversation partners
share a reality? and enriched by the expression of the four other themes. Shared reality proved as a
vital concept for analysis because it is both a strong human need and allows to explain certain types of
miscommunications.'”" Triads could be grouped into three distinctive types: Between the Lines, Past
each other and Matter-of-fact that each require different approaches from health professionals:

1. Between the Lines: In type 1 there was a predominant feeling of ambivalence regarding desire
to die and related communication needs. In this type, patients were often presented as
withdrawn and did not openly talk about their desire to die. This necessitated that health
professionals read between the lines more than in the other types. Relatives of this type felt

rejected by the patient’s reticence and some reported displaying symptoms reminiscent of
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complicated grief. Both patients and relatives from this type reported the highest distress,
lacked trust in each other’s honesty and displayed a low tolerance for emotional disharmony.

Due to its secretive and sometimes mistrustful communication, especially between patients
and relatives, type 1 would best benefit from a proactive approach by the health professional.
Having a desire to die addressed by a third party can offer relief for the patient and may give
hints as to what kind of support might be needed, e.g. psychotherapeutic or family counseling.

2. Past each other: The second type stands out through a contradictory finding: all triad
members explicitly wish for open conversation about desire to die, yet follow different
strategies to achieve it. This matches the high number of situations in which members of this
type often seem to talk past each other: they objectively experience the same situation but
subjectively remember it completely differently. However, only a few triad members are
discontent with the communication in their triad. Patients of this type cast their health
professionals and relatives in different roles as conversation partners: one is responsible for
talking about existential issues like fear of death, the other for concrete matters of care or
funeral planning. Here, too, relatives are seldom personally acquainted with the health
professional or part of the conversation about desire to die. When they do meet, the exchange
of desired information (e.g. on laws regarding assisted suicide) does not always succeed. Ill-
fitting communication styles of this type warrant a more accompanying approach from the
health professional. They should remain present and sensitive to potential communication
pitfalls as well as routinely check understanding of the information shared.

3. Matter-of-fact: Type 3 seems to present the least challenging type for communication. It is
characterized by satisfaction with the absence of conversations about desire to die. Most
patients and relatives do not wish for talking about death, dying or desire to die. They judge
their communicative atmosphere to be open, but in the content of their conversations, only
concrete matters of end-of-life care are taken into focus. Health professionals seem content
with this situation as well. While most patients of type 3 deny holding a desire to die, few
report that they keep it to themselves to not alarm others. The contact between relatives and
health professionals remains sparse, but deeper contact is not wished for or seen as an option.
In this type, existential questions about death and dying remain dormant and are not
addressed, but they also do not (yet) appear as pressing. Although the third type does not
report high communication needs yet, their health professionals should remain vigilant to how
these may change with a higher burden during illness progression. Additionally, the action-
oriented approach focusing solely on concrete matters of care might offer a feeling of control,
but can entail a neglect of existential issues regarding death, dying and desire to die.

Integrating findings from the three types with the overarching findings from all triads, paper 2 paints
the multi-perspective communication about death, dying and desire to die as a complex, but vital

endeavor:
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1. To assess communication and support needs and potentially gain further information on the
patient, health professionals should invite relatives to offer their point of view.'®

2. Honoring the fact that there is no fail-safe way to deliver information or assess a situation
exactly as it is from only one perspective, health professionals should remain sensitive to
potential misjudgments and not act on assumptions. A way of integrating this into practice
could be asking patients and relatives about their understanding of facts and situations.'®

3. As they can require different communicative strategies, health professionals should keep
vigilant for typical patterns of communication. However, there should remain an openness for
idiosyncratic cases. Staying present in authentic support is fundamental for the possibility of

beneficial desire to die conversations.

5. Discussion
Within this chapter, I will elaborate how communication about death, dying and desire to die as a

special form of existential communication can be understood within the model of transactional
communication. To this end, I will firstly argue the need for psychological models of communication
in general. I will then describe the transactional model of communication as proposed by Dean C.
Barnlund,"” in contrast to more commonly applied transmission (sender-receiver) models of
communication.” By giving a detailed account of the model’s flaws and benefits in reference to
findings from Paper 1 and Paper 2, I will establish the necessity to understand desire to die
conversations as a mutual and ongoing co-creation of meaning by both communicators. The
introductory remarks concerning framework conditions of culture, law and structures of care will be
incorporated as context factors in this communication model and positioned within recent literature.

A final outlook will critically examine the merit of such a communication model for conversations

about death, dying and desire to die.

5.1. Communication in the Last Year of Life — The Need for Psychological

Models of Communication
Everyday life offers enough challenges in communication to have spawned a whole genre of advice

literature: communication problems within couples, families or in professional contexts. In palliative
or hospice care, it appears that communication is prone to be even more challenging. Partly due to
cultural taboos (see chapter 2) talking about death and dying is considered uncomfortable or even
dangerous.” Communication situations like breaking bad news (e.g. diagnosis of terminal disease) or
discussing possibilities of end-of-life care are often experienced as borderline traumatic or are simply
avoided.'”” ' Despite its potential for providing relief in patients in their last year of life, health
professionals tend to hold back in addressing desire to die or suicidality proactively."™

These conversations are an essential part of providing holistic care addressing emotional, physical,

spiritual, psychological and social needs as well as enabling prognostic information and shared
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decision making.'” Therefore, the existential themes outlined here emphasize the importance of
communication in palliative care. According to Ragan (2016), one can even say that “palliative care is
communication (sine qua non)” (p. 1)."° Only by means of communication, patient autonomy can be
honored by inquiring about patient values, wishes and preferences. A patients’ desire to die can tell us
about when their sense of living a life worth living is hurt. Therefore, a conversation about potential
desire to die can also become a conversation about what kind of life the patient considers worth living.
Considering this, ensuring that communication is successful and beneficial to all communication
partners becomes a pressing issue.

At this point, it is important to acknowledge that there is not a common standard by which
communication is deemed successful or not. Although there are prevailing common sense views of
successful communication (e.g. “She understood me” or “He knew what I meant”), philosophical
definitions diverge. For the sake of this dissertation, I follow the definition that “thought contents must
be intersubjectively shareable and (...) speaker thought content and hearer thought content stand in
some particular relation.” """ (Pagin, 2008, p.11-12)

To this end, visualizing the communication encounter by using a communication model can prove
useful to gain insight. Through providing an overview, allowing for detection and adjustment of
patterns as well as matching with existing mental models, visualization of information can help
readers comprehend influencing factors on what makes communication successful in this sense.'* I
therefore am interested in a model’s hermeneutical value: how can a particular model help to find
meaning behind a particular communicative process? This finding of meaning has practical value as
interpretation of statements is a major part of the psychotherapeutic toolkits. Moreover, gaining
theoretical insight can be a first step in changing a personal perception of a matter and thereby gives
the opportunity to adjust practical behavior accordingly.

Communication psychology offers different communication models of various degrees of complexity
that claim different explanations for successful or unsuccessful communication. For this doctoral
thesis, I will apply the transactional model of communication by Barnlund (1970) to the findings from
Paper 1 and 2 to visualize and structure the findings and later discuss its usefulness for conceptualizing
communication about death, dying and desire to die."" Therefore, I will give an overview of the
theoretical background and structure of the transactional model of communication, before T test its
applicability against findings from Paper 1 and 2. At first, though, I will give reasons for my decision
to choose the transactional model of communication by giving a brief introduction to and comparison
with the widely known and historically older alternative model of communication: the transmission

model.*

5.2. Transmission Models of Communication
In an older tradition of communication models, communication is conceptualized as a linear, one-way

path in which a sender intentionally communicates something to a perceiver.”” The sender conveys an
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information (e.g. a patient states “I can’t go on like this.”) and the receiver (e.g. a health professional)
gets the information. When the health professional answers (e.g. with “Now that’s something we don’t
want to even think about, do we?”), the process repeats with reversed roles. In transmission models,
responsibility for conveying information correctly is with the sender. The receiver inhabits a more
passive role. Potential for misunderstanding during the disclosure of information comes as noise,
either environmental (e.g. noise from a construction site) or semantic. Semantic noise designates
problems in encoding or decoding of the communicated information, e.g. when participants do not

understand a symbol or a different meaning of a used word.*

However, transmission models are criticized for their implicit power imbalance: the sender always has
more information than the receiver and therefore more power.'® They set the tone and terms for the
conversation, while the receiver remains mostly passive. Disclosure of information is seen not unlike
exchanging a commodity. There are, of course, real-life differences in the roles of sender and receiver:
a health professional as sender does in fact have more knowledge obtained in medical school and is an
expert in their field. However, even in a commonsense theory of communication, more factors come to
mind that play a role: what prior medical knowledge does the patient as receiver have? What
experience knowledge does she or he have as the person with the sick body? How willing to engage
with each other are both parties, how responsive are they to the way the other acts and reacts?
Considering just a few of these factors helps to make tangible the idea that conversation should be
considered as equally created by all parties involved. It is this meaning of “equality” which I apply

when I refer to conversation partners as being equal in the rest of my thesis.

When communication is conceptualized as an interaction between equals, this model can be criticized
for dismissing the co-creation of meaning within communication. If meaning is not co-created, but
information is an exchangeable commodity, just one person is to blame for misunderstandings. In the
case above, either the health professional is not open or willing enough to engage with the patients’
desire to die, or the patient failed in conveying the real meaning behind her or his sentence due to
lacking communication skills. When conceptualized within such a transmission model, most desire to
die conversations reported on in Paper 1 and 2 must be dismissed as failures: most patients had no
memory of having had a desire to die conversation at all or remembered it vastly differently than their
health professional. From a transmission model perspective, the most likely interpretation is the health

professional’s failure in unambiguously delivering their inquiry about the patients’ desire to die.

Conceptualized like this, communication lacks mutuality: sender and receiver are distinct entities with
a neutral pathway for disclosure of information in between. The transmission model is an interpersonal
model in which communication partners are separate and act in reaction to each other. Thereby, the
transmission model allows for clear criteria under what circumstances communication can be
considered successful or unsuccessful. Only when the message, as it was intended by the sender, has

been understood by the receiver can we consider the exchange of information a success.
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Following the line of argumentation from du Pré and Foster (2016),"” I would consider a rigorously
applied transmission model of communication as unhelpful to fully capture communication about

existential topics like death, dying and desire to die.

5.3.  Transactional Model of Communication
A conceptually very different model of communication is the transactional model proposed by Dean

C. Barnlund in 1970." Barnlund’s model allows to answer some of the criticisms applied to the
transmission model. Within this model, the power imbalance is bypassed through a model of co-
creation. Both sender and receiver create a shared meaning and embody both roles simultaneously in
an ongoing process. Thereby, communication is seen as integrated in our social reality as not only a
way to understand it, but also to construct it.”* Instead calling on sender or perceiver, the transaction
model refers to both roles as communicators that act simultaneously. It also expands the ultimate goal
of communication from exchanging messages to creating relationships and form our self-concepts.”
Within this model, openness for interpretation and the way information is perceived is crucial.
Therefore, ongoing awareness of feedback cues by both communication partners becomes necessary.
However, transactional models still consider the inevitability of noise. Noise can alter how
information is perceived, e.g. as external (such as the formerly mentioned construction site) or internal
factors (such as fears of engaging with certain topics). Therefore, misunderstandings may arise. Within
a transactional model, these are not to be eradicated but rather held in mind and used to gain
potentially deeper understanding and connection. Another distinctive feature of the transactional
model is its embeddedness in contexts that may account for various forms of noise. These comprise of

1. a physical and psychological context (i.e. the room in which the conversation is held and the

psychological conditions both communicators are in),

2. arelational context (i.e. personal common history of the communicators or lack thereof),

3. asocial context (i.e. implicit communication norms like who is allowed to speak first) and

4. a cultural context (i.e. various aspects of identity such as race, gender or class).”

For a simplified illustration of the transactional model of communication, please refer to figure 4.
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Communicator Communicator

Fig. 4 The transactional model of communication with four types of context. For the sake of simplicity, context

factors are illustrated as separate although they can be related or overlapping. Own illustration.

Based on these observations on the importance of context in the transactional model, we can state that
it is a relational model in which the communication partners are conceptualized as interdependent.
Essentially, the transactional model easily takes root in a relationship-centered care paradigm that
focuses on emotions, presence and empathy.'® It is easy to see how this model holds potential for
desire to die conversations: some of the obvious implications are picking up on underlying emotions
of desire to die, staying present even if conversation topics become challenging topics and showing
empathy towards what the patient attempts to convey through a desire to die.

If we reconsider our introductory example (Patient states: “I can’t go on like this.” - Health
professional answers: “Now that’s something we don’t want to even think about, do we?””) with a focus
on the mutual co-creation of meaning and an interest in the chances inherent to misunderstandings, it
looks rather different. The health professionals’ answer allows to consider context factors such as their
relational history (Do patient and health professional already have a long history of fighting against
illness?), the health professionals’ cultural context (Has the health professional undergone a
professional socialization with a focus on predominantly curative care?) or their potential
psychological barriers. Thus, this model provides us with the option to consider more information to
interpret the conversation. With its focus on co-creation of meaning and its applicability to
relationship-centered care, the transactional model of communication seems useful to serve as a
productive lens for analysis of conversations on desire to die. In the following paragraph I will apply

the model to findings from Paper 1 and Paper 2.

5.4. 'What does transactional communication mean in the context of desire

to die conversations?
In the following chapter, I will utilize the transactional communication model and its premises as a

descriptive means to a) structure and illustrate conversations about death, dying and desire to die as
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experienced by patients, health professionals and relatives and b) integrate what these three
stakeholders evaluate as successful or unsuccessful within these conversations. Therefore, I will first
analyze the transactional models’ premise of co-creation of meaning in desire to die conversations,
then go into the impact of context factors, before I consider the role of misunderstandings in desire to

die conversations.

Co-creation of meaning: talking about desire to die as a conversation offer on existential topics
Within the documented desire to die conversations in Paper 1, I interpret the topic of desire to die as a

“door opener”: an offer to talk about existential topics. By asking about desire to die, a conversational
space is opened to consider all end-of-life related subjects that are relevant to the patient. The
metaphor of a door opener basically describes a mutual adaptation of the conversation content through
communication partners (e.g. health professional and patient): topics are adapted depending on how
communication is perceived by both communication partners.”” This co-creation of meaning can be
illustrated through the transactional model in which this change in conversation topics would be
described as a process of mutually steering the conversation in a common direction.

A key quote from Paper 1 by a health professional is that their “conversation just flowed”: the health
professional does not even know whether the patient perceives the conversation as a desire to die
conversation. In fact, this is not the most important aspect, as conversations are not necessarily seen as
a linear exchange of information that follows a set aim. Rather, health professionals seem to accept the
back and forth of co-creating the conversation topic. The topic of desire to die often opens the
metaphorical door to more factual topics of planning care at the end of life or patients’ funeral. This is
a commonality with the findings from the interview triads in Paper 2 and will be discussed there.

In their list of what they considered beneficial or hindering for conversation, health professionals
explicitly acknowledged the shaping of conversation by situational context (e.g. presence of spouse
during conversation) or psychological barriers of the patient. Although they describe this shaping as
hindering, a phrase used to describe it is that “It just didn’t fit”. This indicates the interdependence of
both communicators, as the intention to send a message is apparently not enough for successful
communication: it needs to fit for both communicators, who both simultaneously create the meaning

of the conversation.

Considering contexts: How to address desire to die

Psychological and Relational Context
When considering the findings the documented desire to die conversations from Paper 1, the

interdependent dynamic of both communicators as proposed by the transactional model becomes

apparent in the conversation openings and reactions of patients. Potentially based on their own

psychological context and their relational context or history with the patient, health professionals

decided on either a direct or less direct approach. They asked about fears and wishes at the end-of-life

or more direct about thoughts about ending one’s own life prematurely. Psychological context could
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subsume anything in a diverse range of factors, starting from time pressure, an internal motivation to
have a “good” conversation or not being in the mood to talk. Similarly, relational context between
health professional and patient is equally diverse (and in our case unknowable) and could include
(mutual) sympathy, a longer or shorter time spend together in the treatment of illness as well as
previous time spent for relationship building. The health professionals’ initial opening might also be
influenced by cultural or social context that sets norms about the appropriateness of speaking about
death and dying directly.

In their reaction to these openings, patients were influenced by the exact same contexts as well.
Therefore, what could otherwise have been considered failed communication (e.g. a negative reaction
that describes the unpleasantness of the topic for the patient) becomes open for interpretation within
the transactional model. It is possible that a more subtle conversation opening might prompt more
subtle or even evasive responses, as the topic is not clearly named and therefore the patient can choose
more freely how to steer the path of conversation towards a different topic. Depending on the
influencing factors named above, the opposite might equally be true: a very direct and open approach
to the topic of desire to die might cause a more evasive answer, as the approach might not fit the
patient and their situation and so, alternative topics are sought out.

Another psychological context factor at play here may be the relevance of desire to die for the study
patients. Health professionals eventually documented that according to their perception, only 22% of
patients held a desire to die." It is therefore entirely possible that desire to die simply was not the most
pressing matter for patients. Due to its capability to incorporate both intra- and interpersonal aspects,
but also broader context factors, the transactional model of communication proves highly capable to
illustrate the complexities of desire to die conversations.

What we learn about the communication dynamic between patients, health professionals and relatives
from the interview triads in Paper 2, provides even more viability for the use of the transactional
communication model. As already discussed in the margins, most patients could either not remember
the desire to die conversation or remembered it vastly differently than their health professional did. A
transactional model considers the entire process of co-creation of meaning and the equal role both
participants play. Reading feedback cues from patients, health professionals might have chosen a more
careful or subtle approach to the topic desire to die, either by how indirectly they phrase their
questions or by broaching related topics instead of inquiring about desire to die itself. In this line, one
can argue that health professionals were respectful of their patients’ equal position and allowed for
them to co-create the conversation by interpreting and respecting patients’ cues and only going as far

as patients themselves were ready to.

34



Cultural Context
At this point, potential for internal forms of noise due to cultural context must be considered: talking

about existential issues like death, dying and desire to die is still considered a taboo topic by many,
despite recent developments that suggest a change in attitude.”> '3

As detailed above, all participants within the interview triads were shaped by these cultural contexts.
Therefore, a more careful approach towards the topic might have been a subconscious decision from
both patients and health professionals in equal measure. This underlines the interdependency of
conversation partners within the transactional model that might have shaped conversation in a way that
it becomes neither too overwhelming for the patients nor too challenging for the health professionals.
A recent study with patients, relatives and health professionals emphasizes this delicate balance of
relational autonomy with socio-cultural values in which end-of-life situations happen.'*

Another note from the interviews that picks up on this line of thought is the fact that in most
relationships within the triad, death and dying were discussed through a focus on factual topics (e.g.
funeral planning). Thereby, these forms of desire to die conversations might illustrate an elegant dance
that allows to broach the topic death, dying and desire to die by talking about the tangible instead of
the intangible, existential and potentially incomprehensible."®> This focus on factual topics can be
understood and interpreted along the two cultural trends of modernity introduced prior: the
medicalization of death and dying and the rising call for greater autonomy in shaping one’s own end-

of—life 15, 20, 116

Social Context
Both papers 1 and 2 provide findings that show the influence of cultural context factors, which tends

to overlap with social context: unspoken norms of how to speak about topics. In Paper 1, after
exploration of desire to die, the conversation content is reported to focus on concrete measures that
follow the conversation. These included the information about and initiation of therapeutic measures
as well as the clarification of desired care setting.”” As per expertise, most health professionals seem to
want to alleviate patient suffering by suggesting medical or therapeutic actions, thereby working in
accordance with the trend of medicalization of death and dying. This focus in content and language
that prioritizes concrete and material topics over existential or immaterial ones is also prevalent in
Paper 2. Here, most triad members talk about death more through topics of care and end-of-life
planning (e.g. advanced directives or the desired funeral set-up) than potentially existential
concerns.'”™ 1 therefore argue that this emphasized aspect of planning is indicative of the wish for
autonomy and control over one’s own end-of-life. As Joshi et al. (2024) point out, this fluctuation of
attention between future planning and reflection of present and past can also be understood within the

context of a changed temporality in terminal illness.""’
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Misunderstandings as a chance for interpretation: failed or successful desire to die conversations
We have now analyzed how the co-creation of meaning is present in conversation on death, dying and

desire to die and considered various influencing context factors. Another, practical question that can
be addressed in such conversations is whether they fulfill their purpose: are these conversations
successful?'**

Not talking about desire to die directly or not remembering the conversation as such could be
interpreted as an avoidance of open conversation and harbors risks for potential misunderstandings.
However, it can also be seen as a chance for further exploration of additional information. By focusing
on related topics instead of desire to die, patients might reveal their wishes and preferences for good
end-of-life care and the circumstances under which they would like to continue living until the end.
Another concept within Paper 2 that is heavily drawn upon as an explanation for the
misunderstandings mentioned above is shared reality. As the longing for shared reality describes a
strong human need to experience commonality through communication,"® the concept of shared
reality can be compared to what du Pré and Foster (2016) refer to as shared meaning in a transactional
model of communication.'® Whereas shared meaning as described in the transactional model is always
co-created by communicators within a conversation, shared reality is either achieved or not.'® The
question answered by the concept of shared reality — whether communicators perceive their
conversation to be about the same topic, thus creating an objectification of subjective realities — is of
no fundamental importance within the transactional model of communication.

We can therefore tentatively state that the transactional model of communication does not allow any
sort of objective measurement for the “failure” or “success” of a conversation, e.g. whether all
communicators (health professionals, patients and relatives) know about a patients’ potential desire to
die and acknowledge necessary actions. This can be our first point of criticism for the transactional
model of communication on which I will further build my comprehensive critique in chapter 7.6.

A topic that all triad participants commented on is their perception of and reaction to openness (or lack
thereof) in desire to die communication. There was an almost unanimous agreement that openness was
helpful and should be aimed for. However, attempts at opening up to each other sometimes left
ambiguous feelings or emotional overload. In the language of the transactional model of
communication, openness can both be considered an unstated social norm as well as a cultural context
factor. Therefore, openness can be considered a conviction of one or both participants in conversation,
but its realization in communication depends on what both parties make of it in a process of mutual
creation.

Some authors go further and criticize openness in conversation as the gold standard, claiming it
medicalizes death acceptance, prioritizes direct communication and imposes a medical framework on
(palliative) patients that does not fit their needs."® In a study by Olson et al. (2021), the authors found
that mirroring patients’ language, as well as emotional and verbal cues when approaching topics like
death and dying as well as keeping up emotional reflexivity is a more common practice in experienced

palliative care practitioners."® This matches descriptions of conversations within the interview triads
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“«

in Paper 2 which could easily be described with the same words that Olson et al. (2021) use: “a
complex interrelationship of patient prognosis, family language patterns, and clinician perspective

and goals” (p.5).""

5.5. Considering sample and time of data assessment - a further look at

cultural context factors
As has already been established, context factors play an important role in how the conversation about

desire to die is co-created by all communicators. However, the cultural context is also reflected
through the composition of our study sample and in the time of data assessment. They are not part of
the findings relating to conversation content but provide the framework for conversation to happen.
Therefore, I devote the following sub-chapter, to contextualize these two aspects with findings from

current empirical studies.

Study Sample
Studies repeatedly show that sociodemographic variables like gender, age, migration background as

well as diagnosis, health professional background and care setting impact how conversations about
death, dying and desire to die are conducted and experienced.'”'* Within the context of suicide
prevention, for example, one study found that women seek more contacts to receive support while
men, when attempting to talk about suicidality, often did so through not directly suicide-related and
ambiguous topics.'” This made it harder for men to receive the needed support. Although neither
paper 1 nor paper 2 applies a focused analysis along the sociodemographic axes mentioned above,
critically examining the study sample allows to spotlight trends regarding gender and health
professional background. In both paper 1 and paper 2, it is mostly women who are picked to engage in
a desire to die conversation - by mostly female health professionals. This is in line with findings from
a study on death talk and gender that found female physicians to spend more time on average on death
talk and engage more in social and emotional topics."**

Regarding the study sample of health care professionals, the two largest professional groups were
nurses (37.9%) and physicians (37.9%). The psycho-social professions are represented by only a small
number (24.1%). Other studies show that our sample is representative in the way that nurses are often
the ones who are addressed with desires to die, followed by physicians.'* It is possible that these
groups are perceived by patients as those they have the most contact with and those that have the
authorization to actually do something other than talk, e.g. prescribe lethal medication.'*® However,
these professional groups are those with the least training in end-of-life communication.'*”>'** Studies

repeatedly report poor communication skills, especially from physicians.'*

When considering
conversations with relatives of patients with a wish for assisted suicide, a Swiss study found that
relatives report more contact with providers of assisted suicide than with physicians.'® This raises the
question: who should be responsible for having conversations about desire to die (and medical
assistance in dying) in palliative and hospice care? There is a call for a stronger role of psychiatry in

these conversations,'! but I would strongly argue that all groups of the multiprofessional team need to
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have basic training in communication about death, dying and desire to die. Patients and relatives will
approach any team member regardless of training, if they feel safe to do so. As communication is a
form of care and a key competence of palliative care, being able to communicate sensibly and
effectively is also inscribed into the professional ethos of everybody working in palliative care.*
Therefore, health professionals are advised against acting purely on their assumptions regarding
patients’ end-of-life preferences (including a desire to die), especially since evidence suggests that
health professionals’ assumptions often do not match actual patient preferences.® As talking about
such existential topics (e.g. end-of-life preferences or suicidality) has repeatedly been shown to not get

easier with experience, there is specific need for trainings.'*

Time of Data Assessment
Data for both paper 1 and 2 was gathered before the ruling of the federal constitutional court from the

26™ of February, 2020. During the time in which the desire to die conversations were held,
businesslike assistance in suicide was punishable in Germany after §217 of the German criminal code.
Anyone who assisted in suicide in a businesslike manner (meaning: for a fee and with the intent of
repetition) could face up to 5 years of prison and practicing physicians were threatened to lose their
license.” In Paper 1, health professionals were trained to use a broad definition of desire to die as basis
for an open, calm, and individualized approach towards their conversation. As they reported, this
approach was helpful to reduce their own concerns regarding a negative reaction from their patients.
However, when we look at countries with more liberal laws regarding medical aid in dying, there is
reason for the assumption that the way of talking about desire to die changes.”

As first research from Canada reports, there already are restrictions in the openness of discussions on
end-of-life care planning with a new tendency to narrow down the discussion on medical aid in
dying.”

In those jurisdictions where medical aid in dying is legally authorized, health professionals report a
tension between assumptions about patients’ rights to be informed about their end-of-life options in
conversations and the purpose and possible risks of clinical disclosure.'® There are different
approaches to resolve that tension: The state of Victoria (Australia) where termination of life on
request is legal, prohibits health professionals from starting a conversation regarding medical aid in
dying to prevent undue influence.” In other jurisdictions, health professionals have started to bring up
the topic themselves.'* Yet, these conversations can be associated with intense stress for the health
professionals, due to concerns for their own psychological well-being, conflicting belief systems or
role conflics.'® The now legal option of assisted suicide in Germany calls for ethical self-reflection on
a personal, institutional, professional as well as societal level.'* Desire to die conversations will and
must change, since every health professional needs to reflect on their answer if a patient asks them for

assistance in suicide.
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Independent from health professional concerns, patients as well as relatives have already begun
claiming their right to this end-of-life option."® As the findings of paper 2 show, there often are things
left unsaid in communication about death, dying and desire to die and relatives and patients not always
share a perspective. Although family members’ support needs in the context of (medical) assistance in
dying are still understudied, there is first evidence that relatives can be present in the process in the
roles of carers, advocates, supporters and performers.’”” This is in line with experiences in Germany
that, more often than before, relatives address patients’ desire to die and potentially request assisted
suicide. Considering findings from paper 2, a supposed merging of wishes from patients and their
relatives should be considered with utmost care. Within the triads, many participants both misjudged
each other’s wishes for communication and support as well as extent of suffering and resilience.'"!
Checking for undue influence and repeatedly clarifying the current information status of all
participants will become one of the key communication tasks for health professionals when confronted
with requests for assisted suicide. In this context, it might be advisable to clearly distinguish what type
of conversation is being held: 1. a supporting or therapeutic conversation to explore meanings,
background, and functions of a desire to die or 2. an informative conversation about end-of-life

options, potentially including assisted suicide."® '*

Now that I have conclusively applied the transactional model of communication with its focus on co-
creation of meaning and influencing context factors to conversations on death, dying and desire to die,
I can present an illustration on how these conversations can be conceptualized within the model. For

this illustration, please refer to figure 5.
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Fig. 5. Transactional communication model" adapted to communication about death, dying and desire to die.
Context factors are not meant to be exhaustive.
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5.6. Critical Assessment: What value does the transactional model for desire

to die conversations hold?
The transactional model of communication brings important merits when applied to desire to die

conversations: focusing on the co-creation of meaning (thereby advocating for the important function
of misunderstandings), emphasizing the equal roles of all communicators in this co-creation and
specifically stating four context factors that shape conversation. In these regards, the transactional
model corresponds satisfyingly with the empirical reality of desire to die communications as assessed
in Papers 1 and 2 as well as related research quoted above. However, there are also results from Paper
1 and 2 suggesting that the transactional model might not be sufficient in illustrating what “successful”
communication about desire to die should look like, according to Pagin.""
When evaluating their desire to die conversation or the atmosphere in which conversations about death
and dying takes place, triad participants always considered withdrawal or reticence as negative and
hindering. Within a transactional model, this withdrawal provides a possibility for interpretation as
just another form of communicative behavior. It seems that the triad participants’ evaluation of
withdrawal as something negative like rejection (e.g. within Type 1 of the interview triads in paper 2)
cannot be illustrated within the transactional model. This is a first hint that there seem to be two
dimensions on which to critically value the transactional model:

1. adescriptive dimension (its value in describing what happens during a conversation) and

2. a normative dimension (its value in assessing whether what happens during a conversation

should happen like that).

In a related line of reasoning, I already argued that the transactional model of communication does not
allow any kind of objective measurement whether communication partners reach shared reality. Since
there is empirical evidence that knowledge about patients’ preferences, fears and wishes increases the
likelihood for delivering patient-centered care, it can be of critical importance whether everyone has
the same information.' As we see in Paper 2, in 12 out of 13 triads not everyone had the same
information, as participants used differing communication styles such as compartmentalization or
denial that hindered the emergence of shared reality. Therefore, it becomes necessary to look at
possible aspects of critique of the transactional model to allow a complete appreciation of its value in

illustrating desire to die conversations.

Critique 1: Inadequate risk assessment?
In a previous paragraph, I discussed the patients’ inability or unwillingness to remember the desire to

die conversation as such — even though its’ contents were documented by their health professionals.
From a clinical perspective, this finding can have ambivalent consequences: on the one hand, it may
come as a relief for health professionals that patients do not remember these conversations as negative.
On the other hand, it can become a serious matter of concern if a patient does not realize that he is

asked about potential desire to die and therefore, his desire to die with its associated burden remains
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latent. The transactional model does not evaluate such outcomes as successful or failed
communication but emphasizes the role of co-creation of meaning between both parties. However, this
constructivist approach might not suffice to make sense of the possibility of real-world risk through
communication that does not follow its intended purpose (i.e. inquiring about desire to die and
associated burden). Taking this thought a step further to a literal life-and-death-scenario, the real-
world implications of inadequately inquiring about suicidality (which can be an extreme form of desire
to die) can be highly dangerous. Studies found that not accepting or undermining patients’ suicidal
ideation can lead to patients feeling more distressed and less hopeful, while simultaneously reduce the
chance of future help-seeking behavior.'*® Moreover, perceived social support — e.g. by empathically
asking about suicidality — is a major mediating factor between the impact of stressful life events and

suicidality.'*!

Despite such results, there are no known reliable study results regarding the
effectiveness of inquiry for suicidality on mortality.'** However, it is likely that sensitive and empathic
inquiry about desire to die and suicidality may help to “uncover patients who make their intent known

and are amenable to intervention”.'**

Critique 2: Perpetuation of communicative taboos?
The line of reasoning followed above brings me to my main critique of the transactional model with its

constructivist and relativistic properties: If communication is always conceptualized as co-created and
misunderstandings treated exclusively as sources of information instead of indicative of failure, I
argue that there is a chance of perpetuating unspoken taboos in language and content. According to the
transactional model, taboos (e.g. “one does not talk openly about death”) are considered as merely one
aspect of cultural context among others that shape conversation. On this basis alone, this taboo can be
neither challenged nor problematized and its empirically founded real-world implications may prosper
unhindered if our communications unfold according to approaches that draw solely upon the
transaction model.'**'*

This raises the question whether there is a lasting value in holding on to communication principles
such as ‘open communication’ as the gold-standard. For avoiding or decreasing burden in patients
with desire to die as well as other medical communication, such as the ethics of informed consent
before initiating any kind of treatment, it is necessary that certain information is openly and concisely
communicated so that it may be understood the way it was meant. The application of the transactional
model to conversation strategies and techniques remains uninvolved with such ethical principles of
communication, even if it allows the explanation of what was going on where communication failed to

meet these principles.

Critical Appraisal
Although it is possible to describe the emergence of social realities, like conversations, quite well with

constructivist means, the same constructivist means fail when used to clarify ethical problems. As a
model based on constructivist properties, the transactional model of communication cannot assert a

criterion outside the construction. Ergo, there is no criterion which can be taken as a binding direction
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for the construction. Within a model like the transactional model, only the opinions of the constructors
involved remain. Those are, due to the assumption of their equal justification, bound to end in a
stalemate that cannot change the status quo. I therefore conclude that a constructivist model (like the
transactional model) seems suitable for description, but it is not sufficient for a normative orientation
because it cannot identify any objectively binding values. In this respect, it cannot easily be translated
into practice. At this point, demands from theoretical models and clinical reality come together,
perhaps providing a fruitful ground for further development and practical solutions.'*®

Within chapter 8, I attempt to formulate some proposed solutions for communication about death,
dying and desire to die in clinical practice and give an outlook on potential directions for further

research and theory building.

5.7.  Strenghts and Limitations
When deriving insights for communication about death, dying and desire to die from the findings

discussed above, various strengths and limitations inherent in the studies from paper 1 and paper 2
should be kept in mind. For the sake of brevity, I will use this sub-chapter to discuss only those
limitations and strengths that are not already reported in the respective papers.

When considering the limitations of this doctoral thesis, it becomes apparent that findings from papers
1 and 2 are both limited in different ways by being mediated. As there is no audio-taped or otherwise
documented transcript of the desire to die conversation, my analysis is dependent on the accuracy of
documentation sheet notes and interview recollection.®” "' Beyond limitations already discussed
within the respective papers, one can assume that the data of this doctoral thesis is influenced by
various biases: in Paper 1, health professionals had undergone a two-day training program on dealing
with desire to die. They were therefore sensitized regarding the complexities of desire to die which
might have influenced their documentation of conversation in direction of a confirmation bias, i.e.
wishing to match what they find in real life conversations to what they learned in trainings.'*” This
could be one explanation why health professionals’ documentation of desire to die conversations
differed drastically from what patients recalled about those conversations. Another explanation for
patients’ differing or lacking memory of these conversations might be recall bias: as most patients did
not report a desire to die at that time, their focus in memory recollection might have been on other
topics which hindered accurate recall. Although anonymity was assured repeatedly and effects on care
were ruled as out of the question, it is still likely that a sensitive topic like desire to die might cause
interview participants to answer according to social desireability.*®

Potential researcher bias cannot be excluded either: although interviewers underwent interview
training and supervision during study duration, it cannot be ruled out that a tendency to ask questions
more reluctantly or in an abstract manner due to concerns about keeping boundaries or burdening
participants might have influenced respective answers.'®® Potential ways of addressing these

limitations in further research are discussed in the following chapter.
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When considering the strengths of this doctoral thesis, one must consider the data first. The sample of
health professionals (N = 29 and n = 13, respectively) and patients (N = 79 and n = 13, respectively)
provides a large basis of qualitative data for analysis.®” " Health professionals as well as patients are
diverse regarding their profession, setting of care, (cared for) diagnosis and age groups. Therefore, a
tentative generalization of findings on the population of palliative care providers and patients in their
last year of life is viable. As the triad interviews show, relatives, too, seem to have a unique
perspective on desire to die communication that often does not coincide with those of patients and
health professionals. Although our sample of n = 13 relatives is equally diverse in its characteristics
(e.g. concerning relation and gender), a larger sample is needed to explore relative experiences and
communication needs in-depth. Moreover, as all sampling followed a convenience sampling strategy,
it remains unclear whether data saturation has been achieved.'

The greatest strength of this doctoral thesis lies in its expansion of knowledge regarding content,
experience, and processes of desire to die conversations. Previous research focused on the
phenomenon of desire to die with its background, meanings and functions and thereby enabled
researchers to define desire to die as a complex phenomenon with varying levels of suicidal pressure
to act.> ®*° Regarding conversations about desire to die, the focus of previous research was on its
effects, establishing that they are not harmful but have the potential to relieve burden. >

Within this doctoral thesis, I shed light on the conversations that produce these effects and gave voice
to those participating in these conversations. The analysis of the content and evaluation of
conversations about desire to die held by health professionals considered in conjunction with the
perception of these conversations by patients, health professionals and relatives allows the tentative
drawing of an integrated view of communication about death, dying and desire to die. The reported
experiences as well as the multiple perspectives of all three stakeholders allow us to see that meaning-
making in conversations about desire to die is not a linear process, but a form of co-creation. By
utilizing the transaction model of communication to illustrate conversations about death, dying and
desire to die, it becomes apparent that what at first glance looks like a susceptibility for
miscommunication and lack of open engagement can give valuable insight. The co-creation of
meaning in conversations about death, dying and desire to die is influenced by different context
factors, such as patient biography or societal norms of talking about death and dying, and evolves by
communication partners sending out and responding to communication cues. However, by applying
this constructivist-realist lens to communication, one must keep in mind that they do not consider
normative aspects of information transfer in communication and the real-world negative consequences
of communicative misunderstandings. Thereby, my doctoral thesis structures and illustrates empirical
findings on conversations about death, dying and desire to die through a theoretical model that can be

expanded and tested in further research.
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6. Implications for Research and Clinical Practice

6.1 Research
Based on the assumptions about methodological strengths and limitations described above, we can

derive several implications for further research that enhances quality and reliability of the findings.

Firstly, methods of data assessment can be expanded to strengthen and add to the presented findings.
Both the documented desire to die conversations and the interview triads are limited by providing
information mediated by a predefined structure. To gain insight into the content process of desire to
die conversations unmediated by such structures, audio- or video recordings of conversations from
everyday practice would prove useful. The use of audio- or video-recordings would additionally
provide the option to perceive and interpret non-verbal cues such as longer silences, tone of voice,
facial expression or posture.” As conversations about desire to die are still considered extremely
personal and existential, recording them by audio or video in a clinical setting might be met with

distrust.'

Recordings should therefore only be conducted with outmost respect for the involved
participants.

Secondly, all findings discussed within this thesis are of an explorative nature and derived from
qualitative methods. Therefore, they do not provide information on cause and effect behind the
researched phenomena, but can raise more questions: In what ways do desire to die conversations
impact patients? What communication needs do relatives have concerning desire to die? Can existing
communication approaches for health professionals be applied to conversations about desire to die?
The scientific gold standard for approaching causality in research are Randomized Controlled Trials
(RCTs)."® To my knowledge, there are no published RCTs as of yet that consider important questions
such as the evaluation of effects of desire to die conversations on patients and health professionals or
differences of communication types in desire to die conversations. Therefore, it might seem that a
methodically sound RCT could establish the importance of existential conversations at the end-of-life,
such as desire to die conversations. However, RCTs have been criticized for claiming a methodical
rigor they cannot uphold.”** As communication usually develops organically and is hard to standardize,
it might be necessary to consider other methods to be more adequate and equally meaningful in
gaining further insight on communication about desire to die.

Both papers 1 and 2 also raise important aspects that are yet under-researched: Recruitment for the
DEDIPOM study stopped one month before the ruling of the Federal Court of Justice and therefore,
the data examined in this thesis cannot account for its impact on the content of desire to die
conversations. Within Paper 1, there was almost no mention of assisted suicide as content of desire to
die conversations - only 1 of 29 health professionals discussed the legal options of assisted suicide. As
outlined above (see chapter 2), the ruling of the Federal Court of Justice regarding the impunity of
assistance in suicide fundamentally changed the discourse about desire to die in Germany. From

clinical experience, a shift in the way patients and relatives, but also health professionals, talk about
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desire to die is noticeable. This is underlined by first evidence from other jurisdictions in which
medical assistance in dying was legalized."*. Assessing this impact on patients, relatives and health
professionals by conducting a study with similar design as the DEDIPOM study or through in-depth
interview studies might give valuable insights into how the content of conversations might have
changed.

Another under-researched aspect that becomes apparent in Paper 2 of this thesis is the integration of
relatives in desire to die conversations. Further research could identify reasons for non-inclusion of
relatives and develop targeted interventions. Thereby, relatives’ feeling of being left out could
potentially be prevented and patients’ worry of burdening their loved ones with their desire to die
could be diminished.'"!

Lastly, synthesizing results from Paper 1 and 2 within the transactional model of communication
allows to illustrate desire to die communication as well as identify context factors.!' However, despite
its appraisal as an ethically sound model that values all conversation participants as equal,'” my
analysis highlights that it cannot offer any guidance for normative orientation in existential
communication on desire to die. To bundle information on desire to die communication, future
research might want to consider reusing and expanding such and well-known model as the existing
transactional model, e.g. by adding further context factors, considering ethical requirements for

medical communication, and emphasizing self-reflection in any transfer on clinical realities.

6.2 Clinical Practice
When examining the findings from paper 1 and 2 from a clinical perspective, one can identify

important sources for miscommunication or dissatisfaction with communication. Some of them only
apply to conversations on desire to die, others are common in other areas of medical communication.
Therefore, it is possible to derive practical tips that are routed in existing medical communication
research.

To ensure the relevance of this dissertation for clinical practice, I have compiled a list of its main

findings along with tips for their practical implementation (please see table 1).

Source of miscommunication or Practical suggestion

communication dissatisfaction

Paper 1

Patient is uninformed regarding — Educate patient verbally but consider potential
patient rights at the end-of-life or information overload: add text material to read up
treatment options within palliative on after the conversation, invite a relative to the
and hospice care. talk, back up on how the conversation was

understood in the end and repeat important

information.'®
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Patient is reserved regarding the — Know that thoughts regarding these topics are often

topics of death, dying or desire to associated with fear, hopelessness and thoughts of a

die lost future. Attempt to apply a dual framework
that incorporates living the best in the present while
acknowledging the possibility of death.'*

Patient reacts very emotional —  Stay present, validate and normalize emotions."*

Patient is reserved due to present — Acknowledge the impact of family structures and

family member consider a one-on-one conversation with both
patient and relative. Ask what information you are
allowed to share, but be aware of the potential for
instrumentalization.'>

Health professional holds back in Reflect on own biography and professional

addressing potentially challenging socialization to wuncover underlying concerns

topics regarding potential patient / relative reactions.
Consider potential effects of counter-transference
from your counterpart.'*

Paper 2

Patient and family member do not — Practice  impartiality by  validating the

share the same view on the psychological necessity for each participants’ view.

situation / interpret it differently Perhaps foster taking each other’s perspectives by
using circular questions, e.g.: “How would your
husband describe your current state of mind? ">’

Relatives are not included in —® Keep relatives and their important role in mind: they

conversation can provide vital information, but also suffer from
their own burden. Actively attempt to involve
relatives in the conversation, after checking in
with the patient."

Conversation lingers on concrete — Know that concrete topics can be a “safe” way of

topics and does not address addressing issues perceived as threatening, e.g.

existential concerns impending death. Use meta-communication and
gently provide room to explore potentially
underlying existential topics, e.g.: “I experience you
talking a lot about the specifics of your funeral
lately. Do you have any fears or expectations
regarding your death? >

Patients / relative remembers — At the end of conversation, back up how patient /

conversation content differently relative understood conversation, e.g.: ,, I take XY
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than health professional from our conversation today, does this match what

you take from it?” '

Table 1. Practical suggestions for communication about death, dying and desire to die based on findings from

Paper 1 and Paper 2.

Numerous practical tips and guidelines aim to help with the challenges of communicating about death,
dying and desire to die. There are now first evaluated interventions that target communication patterns
in the family system of patients at the end-of-life."” However, as these sensitive topics hold potential
for a drastic real-world impact on patient satisfaction, informed decision-making and overall quality of
life, “high levels of clinician confidence and communication skills” are key.'® Therefore, health
professionals are advised to not only learn communication techniques based on current best-practice
advice or existing communication models alone, but also to engage in self-reflection concerning their

own attitude regarding death, dying and desire to die.

6.3 Self-reflection
Although there are valuable suggestions (see table 1) gained, no model can serve as blanket advice for

every communication encounter. The complexities of face-to-face and real-time communication
encounters may sometimes put health professionals in front of competing priorities, e.g. when the
value of accepting a patient’s construct of their reality (following the relativist-constructivist idea
behind the transactional communication model) clashes with the necessity to make them understand a
certain prognosis or treatment options (following the ideal of informed consent)."® Can we perhaps
use the practice of self-reflection to guide us on a way out of this dilemma?

Self-reflection as defined by Brookfield (1987) means “critical reflection” and is comprised of “two
interrelated processes: identifying and challenging assumptions, and imagining and exploring
alternatives.” '

As a recent meta-ethnographic review points out, there still is a lack bioethical reflection as well as
embedded ethics regarding the desire to die in clinical practice.'® In that sense, increased capability of
self-reflection seems highly needed regarding desire to die. How could this look in a concrete
example?

In an example, a health professional may be confronted with a situation in which one of their patients
requests assisted suicide through an Aid in Dying Agency, because they fear suffering through
escalating symptom burden in the expected illness trajectory. In this case, the health professional
might already have explained all possible alternatives. It is possible, though, that the patient disregards
these alternatives. Perhaps they appear as if they cannot be reached by the health professional’s
attempt at equipping them with the information to make an informed decision. On the one hand, the
transaction model of communication can give impulses to explain how patient and health professional
construct meaning in this encounter, e.g. through considering context factors (How is the patient’s

personal history? How did jargon and time constraints shape the communication encounter?). On the
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other hand, the health professional needs to be aware of the normative aspect of their encounter:
equipping patients with information to make informed decisions is one of the highest standards of
medical ethics.'®

Engaging in critical self-reflection can help the health professional to navigate these competing
priorities, as Olson et al. (2021) suggest."”® Following the two interrelated processes mentioned above,
the health professional needs to first identify and challenge assumptions made in the previously
imagined conversation encounter. They could see that the requests for assisted suicide might have
different meaning for themselves and for the patient: perhaps the health professional works under the
(unspoken and unthinking) assumption that assisted suicide is always wrong. Perhaps the patient
works on a different (unspoken and unthinking) assumption in which only a death free of even the
slightest chance of suffering can be considered a “good death”. Therefore, all information on
alternatives delivered by the health professional will not be considered by the patient to begin with.
Being aware of their own attitude towards each of these aspects is a prerequisite for the second part of
critical self-reflection: imagining and exploring alternatives. Alternative approaches for delivering
information important to the patient can be found e.g. by reacting to clues coming from the patient:
picking up their idea of a “good death” or exploring their idea of suffering. Part of utilizing self-
reflection can also be the acknowledgement and conscious handling of situations when
misunderstandings prevail and there is no solution deemed satisfying by all parties.

In studies on medical students, the awareness of self-reflection is not fully developed.'®
Communicative self-reflection (especially regarding dealing with desire to die) is not yet standard in
medical curricula in Germany.'® For proficient and experienced health professionals, participating in a
training as developed in the DEDIPOM study is considered helpful. Besides showing positive changes
in participants’ self-confidence, their knowledge about, attitude towards and skills in communication
about desire to die, participants’ answers emphasized their enhanced level of self-reflection.* By now,
this training approach has been integrated into a module for German medical students as well.'*
Granting self-reflection skills in medical curricula (as well as in curricula of nursing and psychosocial
professions) the place they deserve would be a start for equipping a new generation of health
professionals for the challenges posed by existential communication about death, dying and desire to

die.

7. Conclusion
Opening up for honest communication about existential or emotionally touching topics implicates

vulnerability and therefore poses a challenge for most people. This is especially true for conversations
about death, dying and desire to die — even though talking about these topics is vital to promote good
end-of-life care and support. In this doctoral thesis, I explored communication about desire to die
between patients in their last year of life, their relatives and health professionals. By analyzing
qualitative data from documented desire to die conversations as well as interview triads with all three
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stakeholders, I was able to establish that a) such communication is embedded within the larger sphere
of existential topics surrounding death and dying, serving as a door opener, and b) heavily influenced
by pre-existing relationship dynamics, individually learned communication strategies and cultural
notions of self-determination and care at the end-of-life. A common understanding or shared reality of
what constitutes a desire to die conversation shows to be surprisingly rare, even though meaning was
co-created by all conversation participants. Most often, such conversation seems to be restricted to
patients and health professionals with relatives being excluded. As three types with varying degrees of
shared reality, but also emotional distress and communication satisfaction emerges, it becomes
apparent that there is no one-size-fits-all solution to conversations about desire to die. Rather, these
conversations seem to be not a single occurrence, but an ongoing process. During this process, health
professionals ought to keep a delicate balance: they need to follow the patients’ (or relatives’) ability,
readiness and strategies to discuss desire to die and meet their responsibility to ensure their patients
can make self-responsible and informed decisions. This should be accompanied by constantly
reflecting on their own potential concerns and biases.

My thesis’ findings highlight the absolute importance of remaining open and curious regarding what
might be conveyed between the lines. Even though data was not gathered in naturally occurring
conversations and therefore, content and atmosphere was mediated, these findings are a first structured
exploration into the experience of and patterns in desire to die communication.

Related to what I already discussed in chapters 8.1 and 8.2, future work on my thesis’ topic could
build on this first exploration. Even though empirical research always poses more questions than it
answers, there are a few broad practical considerations for health professionals that directly derive
from my doctoral thesis. Based on the conclusions made, health professionals should not act on
assumptions or without self-reflection, but always consider taking on multiple perspectives and keep
in mind the possibility of misunderstandings — as well as their potential.

To conclude: in palliative and hospice care, we relate to and are constantly in contact with each other
through means of communication and medical, psychological, and spiritual care. These means can be
messy and it is highly probable that there will never be perfect understanding. Still, it is both
practically and ethically important for health professionals to actively reflect on topics like death,
dying and desire to die and train their communication skills to adequately accompany those people in
their last year of life who might develop a desire to die. Research, too, can benefit from the integration
of multi-dimensional perspectives through the utilization of (communication) models for the reduction
of complexity — while remaining critical of any model’s limitations in depicting reality.

Beyond that, T believe that cultivating an attitude of openness, curiosity, and willingness to engage
with patients and their families, to learn from experiences — especially mistakes and
miscommunication — is the basis for authentic communication about death, dying and desire to die. As

the systemic psychotherapist Steve De Shazer put it: miss-communication and not understanding each
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other “constitutes, or even enables conversation. After all, in the case of (total) understanding, there

wouldn’t be anything left to say.” (p.76, translation by author)'’
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Abstract

Objectives. Despite the potential benefits of open communication about possible desires to
die for patients receiving palliative care, health professionals tend to avoid such conversations
and often interpret desires to die as requests for medical aid in dying. After implementing
trainings to foster an open, proactive approach toward desire to die, we requested trained
health professionals to lead and document desire to die-conversations with their patients.
In this article, we explore how trained health professionals experience an open (proactive)
approach to desire to die-conversations with their patients.

Methods. Between April 2018 and March 2020, health professionals recorded their conversa-
tion-experiences on documentation sheets by answering seven open questions. A subsample
was invited to offer deeper insights through semi-structured qualitative interviews. Interviews
and documentation sheets were transcribed verbatim and analyzed thematically, then findings
from both sources were compared and synthesized.

Results. Overall, N =29 trained health professionals documented N = 81 open desire to die-con-
versations. A subsample of n =13 health professionals participated in qualitative interviews.
Desire to die-conversations after the training were reported as a complex but overall enriching
experience, illustrated in seven themes: (1) beneficial (e.g., establishing good rapport) and (2)
hindering aspects (e.g., patients’ emotional barriers) of desire to die-conversations, (3) follow-
up measures, (4) ways of addressing desire to die, as well as (5) patient reactions to it. The
interviews offered space for health professionals to talk about (6) content of desire to die-
conversation and (7) (self-)reflection (e.g., on patients’ biographies or own performance).
Significance of results. As part of an open (proactive) approach, desire to die-conversations
hold potential for health professionals’ (self-)reflection and a deeper understanding of patient
background and needs. They may lead to a strengthened health professional-patient relation-
ship and potentially prevent suicide.

Introduction

Confronted with approaching death due to serious, life-limiting disease or geriatric multi-
morbidity, patients frequently express a desire to die (Monforte-Royo et al., 2012; Bellido-Pérez
et al,, 2018; Bornet et al., 2020; Briggs et al., 2021). Recent public discussions tend to see these
desires to die only through the narrow lens of (ethically) adequate reactions toward requests for
medical aid in dying (MAiD) (Wright et al,, 2017). In contrast, we propose a more open approach
toward desire to die in palliative care which can take on various forms and is not limited to
requesting MAID (German Guideline Programme in Oncology, 2020). Our broad definition con-
ceptualizes a desire to die as an idiosyncratic and dynamic phenomenon on a continuum of
increasing suicidal pressure to act (German Guideline Programme in Oncology, 2020;
Kremeike et al., 2021a), including the wish to hasten death (WTHD) and requests for MAiD
as only a few of various possible forms of desire to die (Balaguer et al., 2016). While some patients
receiving palliative care merely express their acceptance of death or tiredness of life without a
WTHD, some harbor latent wishes to die in case of worsening symptoms and only a few may
develop acute suicidality (German Guideline Programme in Oncology, 2020; Kremeike et al.,
2021a). Our open approach thereby corresponds to other international efforts to re-conceptualize
dealing with desire to die or administering MAID as a “relational care process that occurs over
time” (Wright et al., 2017, p. 61). We designed a semi-structured clinical approach for commu-
nicatively dealing with desire to die on which we based a training to increase health professionals’
self-confidence and capability (Frerich et al., 2020; Kremeike et al., 2020; Voltz et al., 2021).
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When it comes to communication about desire to die, a too
narrow view among health professionals contributes to wide-
spread insecurity or even reluctance to initiate conversations
with patients (Fujioka et al., 2019; Baile et al., 2000). This uncer-
tainty extends to dealing with situations in which patients them-
selves express a desire to die (Galushko et al., 2016; Kremeike
et al,, 2021b). There is a long-standing opinion that taboos sur-
rounding the topic of death and dying are still predominant in
society, e.g., among health professionals working in curative and
palliative care (Wildfeuer et al, 2015; Baile et al, 2000).
However, a differing sociological opinion argues that the “death
denial” within society is decreasing (Wildfeuer et al., 2015).
Potential taboos can come from a widespread misbelief that
addressing a desire to die might cause or increase it, which may
trigger health professionals to act defensively (Hvidt et al,
2017). A lack of training in communication about desire to die
and the fear of being emotionally overwhelmed by such a conver-
sation may lead to an avoidance of the topic altogether (Lenherr
et al,, 2012; Galushko et al., 2016) — even though patients explic-
itly wish for their health professionals to address these issues pro-
actively (An et al,, 2017; Crespo et al., 2021).

Suicidality research shows evidence for the appropriateness of
universal screening for suicidality: a recent meta-analysis of 13
prospective studies clearly stated that it does not pose an iatro-
genic risk for patients (DeCou and Schumann, 2018). These find-
ings are recently generalized to the proactive assessment of desire
to die in patients receiving palliative care. In a pioneering study,
193 oncological patients were asked upon hospital admission
about possible desire to die in form of a short, semi-structured
interview. The vast majority of participants did not find it upset-
ting (94.8%) and deemed it important to talk about these issues
(79.3%) (Porta-Sales et al., 2019). Moreover, current evidence
we previously published elsewhere suggests a decrease in symp-
tom burden such as depressiveness: in 85 patients with various
diagnoses requiring palliative care, moderate to severe depressive-
ness decreased significantly after an open conversation about
desire to die with their health professionals (Voltz et al., 2021).

While effects of desire to die-conversations on patients are
increasingly researched, we want to focus on the health profes-
sionals’ experience of these conversations: What are the concrete
contents of related conversations and what are beneficial or hin-
dering aspects? What do health professionals think of their own
role and performance? How do they address desire to die and
how do they experience patients’ reaction to it?
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In this article, we aim to explore how trained palliative care
providers implement and experience conversations about desire
to die using an open (proactive) approach (Kremeike et al., 2020).

Methods
Procedure

As part of a larger sequential mixed methods study, health profes-
sionals from all palliative care settings were invited to participate
in multi-professional trainings (Frerich et al., 2020; Kremeike
et al,, 2018, 2020). The trained health professionals then selected
patients from their palliative care practice to hold a single desire
to die-conversation with these patients following our semi-
structured clinical approach (Kremeike et al., 2020; Voltz et al.,
2021). The clinical approach encourages open desire to die-
conversations and can be adapted to the health professionals’ per-
sonal communication style. A corresponding booklet was distrib-
uted among all trained health professionals for support in
planning the conversation (available for reference as a supplement
in Kremeike et al. (2020)). In the course of this study procedure,
qualitative data presented inthis article was gathered in two ways:

Health professionals documented their experience of these
conversations on desire to die on a documentation sheet with
seven open questions (A; see Supplementary material 1). The doc-
umentation sheets were explained to them during training, then
provided digitally. Health professionals sent back their completed
documentation sheets to the research team via fax. A subset of
these health professionals was invited to participate in individual
semi-structured qualitative interviews (B; see Supplementary
material 2). Therewith, the experience of talking about desire to
die was explored in more depth. Interviews were conducted by
all female members of the research team (KK, CR, LG, and KB)
who either held a Master’s (CR, LG, and KB) or doctoral degree
(KK) and all underwent interview training. For an overview of the
procedure, see Figure 1.

This study was approved by the Ethics Committee of the
University Hospital Cologne (Nr. 17-265) and is registered in
the German Clinical Trials Register (DRKS00012988). Research
was conducted in accordance with the Declaration of Helsinki.

Recruitment

For initial study participation, we recruited a convenience sample
of health professionals from all palliative care settings (for details

n=81
Documentation sheets

n=13
Interview transcripts

Fig. 1. Study procedure.
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on recruitment, refer to Voltz et al. (2021)). For participation in a
qualitative interview, an interested subsample of these health pro-
fessionals was invited, again via convenience sampling. Before
study participation, health professionals gave written informed
consent for the evaluation of the training course and later, if
applicable, for participating in qualitative interviews about their
experiences of desire to die-conversations. Due to our sampling
strategy, available qualitative data was analyzed after study com-
pletion, using an explorative approach without aiming at data sat-
uration. This is common when doing research with palliative
patients, as the characteristic frailty as well as drop-out by death
of this group of patients runs counter to theoretical sampling
approaches (Aktas and Walsh, 2011).

Data collection and analysis
(A) Collection and analysis of desire to die-conversation docu-
mentation sheets

Trained health professionals had a desire to die-conversation
according to our clinical approach with their selected patients
and completed a documentation sheet at their place of work,
including the following points of interest:

1. Key data
a. Duration of the conversation
b. Setting
c. Presence or absence of desire to die in the patient
d. Proactive (by health professional) or reactive (by patient)
addressing desire to die
2. Content
a. Type and function of desire to die
b. Further (clinical) measures agreed upon
3. Atmosphere of conversation
4. Perception of one’s own performance

Content and wording of the documentation sheet was set to fit
our semi-structured clinical approach (Kremeike et al, 2020).
Therefore, we analyzed the documentation sheets following a
concept-driven (deductive) approach (Kuckartz, 2019). During this
initial summarizing and structuring analysis, the categories of the
clinical approach were used for the construction of main themes.

(B) Collection and analysis of qualitative interview data

A subset of health professionals participated in individual
semi-structured interviews where they were asked about their
experience of the desire to die-conversation during study partici-
pation and in general. Interviews were recorded and transcribed
verbatim. To explore beyond the concept-driven findings from
the documentation sheets, interview passages were inductively
coded using thematic analysis (Braun and Clarke, 2006).

(A and B) Synthesizing data analysis from both sources

Results from documentation sheets and interviews with health
professionals were analyzed separately, then themes were com-
pared and synthesized when there was an overlap. Initial coding
was done by KB and discussed between three researchers (KB,
KK, and TD), initiating ongoing adjustments and consecutive
coding until consensus was reached (Campbell et al., 2013). All
qualitative data was analyzed using MAXQDA 20 (VERBI

https://doi.org/10.1017/51478951522001006 Published online by Cambridge University Press

Software, 2019). Coding and explanation of themes was done fol-
lowing quality criteria for thematic analysis (Steinke, 2000).

Results
Sample

Between April 2018 and March 2020, n =29 from the original
102 trained health professionals (28.4%) completed N =81 docu-
mentation sheets of desire to die-conversations with their
patients. The health professionals were M =46 years of age (SD
=9.7), with 26 women and 3 men. Afterward, n =13 interviews
were conducted for qualitative evaluation. Health professionals
participating in the interviews were 10 women and 3 men. For
details on the sample, see Table 1.

The documented desire to die-conversations lasted on average
44 min (SD =21.2). They took place at the patients’ home (24/81,
29.6%), palliative care wards (23/81, 28.4%), nursing homes (14/
81, 17.3%), hospices (10/81, 12.3%), or elsewhere (10/81, 12.3%;
such as via phone, at a walk, or in the hospital cafeteria). The
13 interviews had a mean duration of 41 min (SD=20.4) and
took place at health professionals’ place of work.

Overview of all themes identified in documentation sheets (A)
and qualitative interviews (B) on desire to die-conversations

Opverall, seven themes with 29 subthemes were found within the
documentation sheets (A) and the qualitative interviews (B).
While three shared themes became present in data from docu-
mentations sheets as well as the interviews (A and B:
“Beneficial Aspects,” “Hindering Aspects,” and “Follow-Up
Measures,” see Table 2), two themes were unique to documenta-
tion sheets (A: “Ways of Addressing Desire to Die” and “Patients’
Reactions to Addressing Desire to Die,” see Table 3) and interview
data each (B: “Content of Desire to Die-Conversations” and
“(Self-)Reflection,” see Table 4). For all seven themes and their
occurrence within the two data sources, see Figure 2. Given the
explorative nature of our study, themes and categories are not
meant to be conclusive, but to provide a descriptive account of
the data gathered by our convenience sample of health
professionals.

Beneficial and hindering aspects of conversations and
follow-up measures (themes from A and B)

Regarding beneficial and hindering aspects of their desire to die-
conversations, health professionals reported similar aspects both
on the documentation sheets (A) as well as within the interviews
(B). Leading desire to die-conversations following an open
approach was mainly seen as a positive experience by trained
health professionals: They reported beneficial aspects such as feel-
ing rewarded when they felt an improvement for their patients,
e.g., by activating their resources or being able to address their
previously unmet communication needs. Patients were reported
as being open and showing willingness to cooperate which
was deemed a prerequisite for a rewarding conversation.
Consequently, health professionals valued a strong relationship
with their patients which was sometimes strengthened by talking
about desire to die. Some health professionals reported their
own self-competence increasing through positive conversation
experiences (see Table 2, themes 1.1-1.3 and related quotes).
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Table 1. Characteristics of health professionals providing documentation sheets on desire to die-conversations

Characteristic N (%) n (%)
Sample 29 (100) Subsample (Interviews) 13 (100)

Profession Nurses 11 (37.9) Nurses 2 (15.4)
Specialist physicians 6 (20.7) Specialist physicians 2 (15.4)
Senior physicians 4 (13.8) Senior physicians 2 (15.4)
General practitioner 1(3.4) General practitioner 1(7.7)
Psychologists 2 (6.9) Psychologists 2 (15.4)
Social workers 2 (6.9) Social workers 2 (15.4)
Others 3(10.3) Others 2 (15.4)

All confrontations with desire to die Never 3 (10.3) Never 2 (15.4)
1-3 cases 6 (20.7) 1-3 cases 2 (15.4)
4-10 cases 2(6.9) 4-10 cases 0 (0.0)
>10 cases 16 (55.2) >10 cases 8 (61.5)
No response 2 (6.9) No response 1(7.7)

Experience with desire to die/palliative care® M=11.6 years M=11.0 years
SD=10.3 SD=10.3

2Via question: “How many years of experience do you have with desire to die/ palliative care?”.

Health professionals reported hindering aspects as well which
were more present in the documentation sheets than in the inter-
views: patients who are dismissive or very emotional were
reported as demanding. Health professionals themselves some-
times struggled with their own issues regarding the topic, e.g.,
fearing to be too pushy or insensitive (see Table 2, themes 2.1-
2.2 and related quotes).

Within the interviews, health professionals reported in more
detail upon what they discussed with their patients regarding
follow-up measures for the time after the desire to die-
conversation. These mainly included facilitating the desired care
for the patient, e.g., in a hospice or through a home service.
When desire to die-conversations revealed unmet needs or
wishes, health professionals informed their patients about or ini-
tiated further support and therapeutic measures. This occasionally
included starting a process to fulfill a patient’s last wish. Most

THEMES UNIQUE TO
DOCUMENTATION SHEETS

4. Health
Professionals’ 1
Addressing
of Desire to Die

SHARED THEMES

health professionals used the desire to die-conversation as a start-
ing point for a deepened contact with the patient through further
conversations (see Table 2, themes 3.1-3.5 and related quotes).

Ways of addressing desire to die and patients’ reactions to it
(themes from A: documentation sheets)

For analysis of the theme Ways of addressing desire to die from the
open-ended questions on the documentation sheet, we deductively
applied the categorization for addressing desire to die from our
semi-structured clinical approach (Kremeike et al., 2020). These
categories present six ways of asking a patient about potential desire
to die derived from a Delphi survey with experts conducted previ-
ously in our study and published in Kremeike et al. (2020). Health
professionals used all six ways of raising the issue of desire to die
with their patients. The variety of their phrasings illustrate the

THEMES UNIQUE TO
QUALITATIVE INTERVIEWS

Beneficial Aspects of
Desireto Die Conversations

6. Contentof
Conversation

2. Hindering Aspects of
Desireto Die Conversations

5. Patients’
Reactionto
Address

7. (Self-)Reflection

3. Follow-Up Measures

Fig. 2. All themes from both data sources, the documentation sheets and the interviews.
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Table 2. Shared themes, their subthemes and exemplary quotes extracted from documentation sheets of desire to die-conversations and qualitative interviews

Themes Exemplary Quotes

1. Beneficial Aspects during Conversations on Desire to Die

1.1. Patient Attributes and
Resources

“Topics could be discussed openly and without ‘psychological barriers’ in a ‘relaxed’ atmosphere.” (tn87k10, DS*)

“The patient is very positive despite her serious illness. She says, she just lets everything happen and that she feels well cared
for here.” (tn05k1, DS)

“The patient has a stable family network that gives him strength and support.” (tn45k5, DS)

1.2. Perceived Benefit for the
Patient

“I felt that the patient experienced the conversation as relieving, since she said to me that she hasn’t been able to talk to
someone about it before.” (tn40k4, DS)

“During the conversation, the patient revealed that her husband and her brother had committed suicide. For her, it was clear
that suicide was only a last resort because it makes her cry to this day every time she thinks about it.” (tn59k6, DS)

1.3 Health Professional
Attributes

“So, I find that it is a building block of trust, which also affects me, right. So it is really an additional building block of the
doctor-patient relationship if you address [the desire to die].” (tn47k5, QI*)

“Well it has, | would almost say — it calmed me down a bit too. | was able to differentiate a bit. | could let things stand as
they are. (...) Or, to put it differently: | have found my composure.” (tn53k5, Q)

N

. Hindering Aspects during Conversation on Desire to Die

2.1 Actively/deliberately
shaping the course of
conversation

“(...)[She] had somewhat dismissed [her desire to die] (...). Maybe we could have gone deeper, but | didn’t think it was
appropriate at that moment. It just didn’t fit. That would have seemed too forced to me.” (tn61ké, QI)
“The presence of her husband was problematic because she did not want to talk openly in front of him.” (tn40k4, DS)

2.3 Containing Patient
Emotions and Concerns
regarding Death

“Only a few sentences into the conversation after some questions concerning her general health, the patient started crying,
since she is currently under a lot of psychological stress.” (tn40k4, DS)

“[The] patient always came back to the thought <How can | endure this pain?> and that she did not want to die as miserably
as her husband did.” (tn45k5, DS)

3. Follow-Up Measures

3.1. Institutional Care “To feel safer, she wishes to advance her care plan: e.g., organize a care home or hospice care for later.” (tn38k4, DS)

3.2. Care at Home “I initiated continuing home care through a palliative care team and a team of medical professionals. He decided for home

care with a specialized palliative care team.” (tn63ké, DS)

3.3. Follow-Up Conversations “Every morning, | offer her a cigarette and a talk. She comes daily and tells me about her day. Her best friend is involved in

the process to make it easier for her.” (tn49k7, DS)

3.4 Informing about and
Initiating Therapeutic
Measures

“I explained the legal situation to the patient. For me, it was the first time to do that.” (tn53k5, DS)

“So, the first conversation was more like: Okay, what do we do now? | then suggested palliative care to her. (... ) So, what are
the possibilities? What alternatives to spend your last time are there when the end approaches? (... ).” (tn07k1, Ql)

“Even with psychotherapy and other support options, it was actually very difficult (... ); but after six months, she managed to
fulfill her last wish. She went to a circus and some kind of play together with her son and grandchildren (...).” (tn38k4, QI)

*DS= documentation sheet; QI*=, qualitative interview.

variety of their approaches. Some ask more directly about thoughts
of not wanting to live anymore while others ask less direct ques-
tions, e.g., about wishes, thoughts, and fears regarding the nearing
end of life (see Table 3, themes 4.1-4.6 and related quotes).

Correspondingly, patient reactions to raising the issue of desire
to die were reported as predominantly open, with some confirma-
tions of possible desire to die. Many patients were described to
have an emphatic focus on their will to live, while few showed
emotional or negative reactions (see Table 3, themes 5.1-5.6
and related quotes).

Content and reflection of desire to die-conversations and
beyond (themes from B: interviews)

Findings from the thematic analysis of the qualitative interviews
on desire to die-conversations supported and expanded what
health professionals had already reported on the documentation
sheets. Themes corresponded largely to survey categories, though
go beyond that in significant ways. This becomes evident in the
two categories, content of conversation and (self-)reflection.
Health professionals used the interviews to talk in depth about
how desire to die-conversations could serve to address and
explore desire to die. However, these conversations were also
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experienced and used as opportunities to more thoroughly engage
with their patients’ situation and suffering by giving them room to
express themselves. Sometimes, conversations directly led to the
activation of resources (see table 4, themes 6.1-6.4 and related
quotes).

Furthermore, setting the interview several weeks after the
desire to die-conversation gave health professionals space for
reflection beyond mere documentation. Most of them were
engaged with their patients’ unique personalities and biographies
which shaped the desire to die-conversation. They also reflected
on themselves, questioning their working style and approaches
to desires to die. Some of them were surprised that unconscious
expectations regarding their patients (e.g., absence of desire to
die) were not met in the conversations. In others, reflection
expanded toward conceptual or ethical issues like the term “desire
to die” or one’s position regarding MAID (see Table 4, themes
7.1-7.3 and related quotes).

Discussion

Our study presents how trained health professionals conduct and
experience open (proactive) desire to die-conversations. The vari-
ety in length, setting, content, and tone of these conversations
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Table 3. Themes, subthemes and exemplary quotes unique to the documentation sheets on desire to die-conversations

Themes

Exemplary Quotes

4. Health Professionals Ways of Addressing Desire to Die

Asking about ...

4.1. ... wishes, thoughts, and fears regarding
the nearing end of life DS¥)

“Have you ever thought about the end of your life concretely? Do you have any wishes or fears?” (tn28k3,

4.2....fears regarding death and dying

“Last month, you worried about the possibility that you would not survive your gastric tube-operation.

How are you feeling about this today?” (tn88k10, DS)

4.3....feelings of hopelessness faced with
current symptom burden

“With all these therapies you are getting, with all the sorrow, have you ever thought death could come as
a relief?” (tn07kl1, DS)

4.4. ...thoughts of not wanting to live any
more

“Do you sometimes have moments in which living like this feels like a burden?” (tn118,k12, DS)

4.5. ... thoughts of ending one’s life
prematurely

“Do you sometimes think about ending your life, should pain and breathlessness worsen?” (tn59ké, DS)

4.6. ... desire to die directly

“Do you sometimes wish for your death?” (tn03ké, DS)

5. Patient Reactions to Addressing Desire to Die

5.1. Confirmative

“She said that she had talked with a friend about seeking assisted suicide in Switzerland. Her friend had

then suggested that she speaks to a palliative care physician.” (tn64k7, DS)

5.2. Open

“It is good to talk about it, the patient appreciates directness.” (tn88k8, DS)

5.3. “Matter-of-fact”

“The patient was very open-minded and sober regarding the topic.” (tn107kx, DS)

5.4. Emotional

“She was crying, because she felt understood.” (tn53k5, DS)

5.5. Negative

“The topic was rather unpleasant for him.” (tn64k7, DS)

5.6. Emphasis on will to live

“Determined rejection of any desire to die. He considers himself an optimist and looks positively at the

future and at life.”(tn118k12, DS)

*DS=documentation sheet.

mirrors the idiosyncrasy of the existential phenomenon of desire
to die (German Guideline Programme in Oncology, 2020;
Kremeike et al., 2022). The findings also reveal how desire to
die is embedded in other pressing matters at the end of life: ques-
tions regarding isolation, the stress of changing care settings,
complex interactions with close ones, as well as physical and psy-
chological symptom burden. Asking about desire to die in an
open and respectful manner can serve as a door opener to these
topics which are highly relevant to the patient, such as unmet
needs behind multi-dimensional suffering (Monforte-Royo
et al, 2012; Otte et al., 2017). Where appropriate, this might
lead to changes in the care plan, such as care in other institutions
or employing volunteer spiritual support.

In our study, all health professionals were trained in an open
approach to desire to die and their documented experiences are
likely shaped by this training (Frerich et al, 2020; Kremeike
et al., 2020). However, health professionals were free to approach
the topic of desire to die in their own style. Contrasting a recent
study (Porta-Sales et al., 2019), they did not use a question from a
standardized short interview, but delivered insight into their indi-
vidual phrasings and approaches. Health professionals reported
that tailoring the approach to the patients’ situation through
open questions allows the patients to express even latent desire
to die which they have not talked about before. This is in line
with delivering person-centered care that has been shown to be
beneficial for patients’ well-being (Dwamena et al., 2012). By bal-
ancing conversations between giving an opportunity to talk with-
out probing too deep for the patient to remain comfortable, health
professionals in our study also used techniques described by
Strang et al. (2014). This places desire to die-conversations in
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the broader context of existential conversations which, despite
burdensome aspects, are described as a special honor (Strang
et al., 2014).

A high number of health professionals emphasized the positive
impact of desire to die-conversations on their relationship with
the patient and repeatedly came back for further conversations.
Desire to die-conversations here may stand unique in their cata-
lyzing function of addressing existential issues while simultane-
ously being part of a larger communicative process. Studies on
good patient-doctor relationships show that such communication
and continuity are essential elements thereof (Ridd et al., 2009).
As such, desire to die-conversations may even contribute to sui-
cide prevention by reducing depressiveness (a strong predictor
for developing a wish to hasten death) and fostering therapeutic
alliance and allowing the patients to report vital information
(Rodin et al., 2009; Lewis et al., 2014; Voltz et al., 2021).

However, health professionals also reported on aspects which
were hindering to the conversation: both patients’ unwillingness
to engage on the one side and intense emotions on the other
hampered open conversation, a communication challenge
known from the literature (Banerjee et al.,, 2016). Despite some
patients displaying a distinctly negative response to the topic of
desire to die, most were reported not to take issue with or wel-
come it. These results strengthen recent research findings
(Porta-Sales et al., 2019; Voltz et al., 2021).

Within the qualitative interviews, health professionals used a
striking amount of time to reflect on their patients’ biography
and situation. They displayed a profound knowledge and interest
which they used to understand background and function of
patients” desire to die. Additionally, they reflected their own role
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Table 4. Themes, subthemes and exemplary quotes unique to the qualitative interviews

Themes Exemplary Quotes

6. Content of Conversation

6.1. Addressing DD “We talked about fears. (... ) And she told me about her fear of suffocating. To me, this fear of suffocation is really a fear of
annihilation. (... ) | think she was the one who kind of said: | want this all to be over soon. And in some way, | took that as a

form of desire to die.” (tn101k11, QI*)

6.2. Exploration of DD “With her, there was always the ambivalence whether this is a desire to die or something more. The topic came up again and
again, even in conversations which were not part of the study. After the conversation ( ...) it became apparent that ( ... ) she

had already entertained the thought of killing herself.” (tn86k10, QI)

6.3. Enduring suffering and
giving room

“I think he is a person with a need for communication. [We offered] some grief counseling because his wife died and | had the
impression ( ...) that there is still something that he has not processed [yet].” (tn87k10, QI)

6.4. Tying in with resources “(...) She said she has, four pillars [that support her] (... ). [H]er supporting pillars are her friends, also a neighbor and she
named us too, her ambulatory palliative care team. Yes, we were one of the supporting pillars. | thought that was beautifully

phrased.” (tn38k4, QI)

7. (Self-)reflection

7.1. Reflecting on conceptual
topics

“What | still have problems with, is this term: ‘desire to die’. (...) A desire always is [for] something positive. A desire may
come to pass and (... ) — well, I still think it’s strange to ‘desire’ that one were dead. | understand someone doesn’t want to
endure suffering any longer. (...) But a desire always entails something positive (... ).” (tn101k11, QI)

7.2. Reflecting on the patient 7.2.1. Patient interpretation of conversation
“(...) We also talked about her former partners and friends and about her son and about what she used to do and about all
these things. | simply addressed it [i.e., DD] every now and then [but] without being pushy. [The conversation] just flowed.

And | don’t think she perceived it as [a conversation about desire to die].” (tn101k11, QI)

7.2.2. Patient personality and biography
“(...) I know that she thinks about things in a differentiated manner and also pays very close attention to every small detail
in her own body, to her own feelings, to her dialogue partner (... ). | knew that she would reevaluate a lot of things and that

she still needs to clarify a lot, such as family history, unresolved conflicts with the son and (...) also a last wish (...).”

(tn38k4, QI)

7.3. Reflecting on oneself 7.3.1. One’s way of working

“I don’t want to hurt anyone, of course, and | have to be very, very careful. (... ) But IF it is certain, then, of course: Don’t
dither, but be so direct that (...) the patient really understands what is at stake in that moment.” (tnn47k5, QI)

7.3.2. Expectations and reality

“You wouldn’t have thought she was capable of that [i.e., holding a DD], because she is such a very positive person (... ). In
this respect, | found it really interesting to know that this condition [i.e., a DD] has also occurred in patients where one would

not necessarily expect it.” (tn61ké, Ql)

**QI= qualitative interview

and communicative abilities, sometimes taking ethical stand-
points. The interviewed health professionals displayed the four
key practices captured by the model of mindful communication
often found in experienced palliative care leaders
(Omilion-Hodges and Swords, 2015): (a) consider your audience,
(b) ask questions, listen, repeat, (c) discard scripts, and (d) recog-
nize your role. This communicative style bears positive effects on
both patients and health professionals, such as increased clinician
well-being, decreased depersonalization, and improved patient
care (Omilion-Hodges and Swords, 2015). Either effects of the
prior training on desire to die or a pre-existing high level of com-
petence in mindful communication in our interviewed health pro-
fessionals are conceivable explanations.

Lastly, our results need to be contextualized within the legali-
zation process of MAID in our country: the German Federal
Constitutional Court revoked the legal restriction on (medical)
assistance in suicide in February 2020 (Federal Court of Justice,
2020). Up until then, patients with a wish to hasten death often
used services provided in neighboring countries (e.g.,
Switzerland) to legally receive MAID (Gauthier et al., 2015).
Since our study was conducted mainly before February 2020, it
is highly possible that todays’ conversations of desire to die
have changed in tone and urgency. First reports from health pro-
fessionals in Canada suggest a tendency of patients narrowing
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conversations towards options of MAiD with new legal opportu-
nities in this regard (Ho et al.,, 2021). This leaves health profes-
sionals feeling restricted in their exploration of background or
underlying needs behind a desire to die. To combat these and
other reported challenges in communication about desire to die
and foster health professional’ self-reflection, communication
trainings for an open, respectful and proactive approach toward
desire to die becomes all the more important (Frerich et al., 2020).

Strengths and Limitations

The interpretation of our results faces several limitations: all infor-
mation on content of desire to die-conversations is mediated by
(a) selected health professionals’ perception and memory of the
conversations and (b) our questions in the documentation sheets
as well as within the interviews. A significant number of trained
health professionals did not recruit patients for desire to die-
conversations despite high recruitment efforts (e.g., monetary
incentives, bi-monthly reminders per phone, and information of
health professionals’ superiors). Stated reasons were lack of
time, no support from superiors and a critical institution-wide
attitude concerning conversations about desire to die; problems
already reported before (Kremeike et al., 2021b). Consequently,
our results do not present a close description of desire to die-
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conversations, but an explorative insight into the experience of a
convenience sample of health professionals.

It is noteworthy to consider potential effects of the ways health
professionals selected patients, lead their conversation and docu-
ment it. Seeing it as a training exercise in learning to communi-
cate about taboo topics, health professionals might have chosen
patients that they considered easy to talk to (Aktas and Walsh,
2011). In our study, no patient reported a serious request for
MAIiD which can be considered in the context of a potential selec-
tion bias through gate-keeping. Additionally, only a highly moti-
vated subsample of all trained health professionals participated in
interviews. This might skew results to paint a more positive pic-
ture of how desire to die-conversations evolve in general.

Furthermore, health professionals repeatedly remarked on the
artificial context of leading a desire to die-conversation within a
research project. This unique setting likely had an impact on
how these conversations were approached: health professionals
could take deliberate time and focus on the topic of desire to
die with their patients, yet they had to do so differently than
they might otherwise have done (e.g., by planning and document-
ing their conversation in a fixed time frame). They also reported
feeling a role conflict between being a carer and recruiting patients
for study participation. Nevertheless, health professionals were free
to lead their desire to die-conversations in their own style which is
important, given differing requirements, habits and time constraints
of different palliative care settings. Thereby, our health professional
sample meets the criteria of heterogeneity, making our results gen-
eralizable for health professionals trained in dealing with desire to
die. Further research might systematically analyze differences
between care settings or professions in a larger sample.

Conclusion

When discussing adequate ways of dealing with desire to die, it is
important to utilize an open approach that prioritizes the explo-
ration of patients’ background and needs and instead of narrow-
ing its focus on requests for MAiD. Health professionals trained
in this approach experience conversations about desire to die as
mainly positive and use such conversations to negotiate a variety
of practical and existential topics. Even in the given context of a
study, health professionals experienced desire to die-conversations
as a door opener and appreciated their value for (self-)reflection.
This insight into health professionals” experience of desire to die-
conversations emphasizes the utmost importance of addressing
this topic openly, respectfully and with curiosity for the patients’
individuality and thereby potentially preventing suicide.

Supplementary material. The supplementary material for this article can
be found at https:/doi.org/10.1017/S1478951522001006.
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Documentation Form: Conversations about desire to die

Important: This document serves as a follow-up to conversations with patients about
possible desire to die. Please do not fill out this document during the conversation, but only
afterwards.

Date: Duration: min

Setting:

L] Initial conversation as part of the study [ Follow-up conversation (to the conversation from
)

In what context (e.g. spatial or temporal arrangement) did the conversation take place?

Who raised the issue of desire to die?
[IYou as a caregiver (] The patient

What specific wording was chosen for this?

What was the reaction to this (by you or the patient)?

Were there any particular challenges during the interview? [J No [ Yes, namely:

Was there anything during the interview that went particularly well? [J No [ Yes, namely:

Version 3.4 (03.07.2019)
Code:
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From their perspective, is there currently a desire to die? 1Yes [No

If ,Yes”, ...

...how was it expressed?

... how would you categorize it?

...from your point of view, what are the backgrounds and meanings of the desire to die?

... what functions do you attribute to the desire to die?

Specific measures / further action:

If space is limited, please use additional sheets.

If you have any questions, please contact us:
Phone: 0221-478-878 35 or 0152-546 963 45 E-Mail: tw-palliativ@uk-koeln.de

Please fax the completed form to the following number: 0221-478-146 02 30.

Version 3.4 (03.07.2019)
Code:
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The data collected is not associated with patient data in accordance with data protection regulations.s

Version 3.4 (03.07.2019)
Code:



DEDIPOM-Research Project Phase 3

Semi-structured guideline for qualitative interviews with caregivers

Introduction

Talking together with patients (P) and their caregivers is an essential part of their treatment and
support. In the case of patients with serious, incurable diseases, personal topics are often addressed,
such as the imminent end of life. Today | would like to talk to you about how you perceive such
conversations with patients or their relatives (R).

Entering the
communication with P

| am particularly interested in the conversations about desire to die
that you had as part of your study participation. How did you
experience these conversations?

Content

Influence

e What is it about when you talk to your P about death wishes?

e What aspects of such conversation do you think are challenging /
pleasant?

e How do you feel during and after having such conversation with P?

e What has it been like for you, since beginning our study, to approach
P directly about desire to die?

Communication about
desire to die

You also had a conversation with P. How did you perceive this
conversation - or possible follow-up conversations?

Self-perception

e How did you experience yourself in this conversation?

e How do you think P perceived the conversation?

¢ Did you remember anything in particular from this conversation?
e What do you think you did particularly well? What would you have

liked to have done better?
e Who brought up the subject of wanting to die? What was that like for

Proactive
you?
Relatives There may also have been conversations with R in which desire to die
were a topic.
R-CG e |f so, what is it like to talk with R about desires to die?
e Does the relationship dynamic allow for a conversation about desire
to die?
R—p e As a CG, how do you experience the topic of desire to die in
conversations between P and R?
General e What is it like for you in general to talk with R about the topic of

desire to die? Compared to conversations with P?

Relationship with
patient/relatives

How would you describe your relationship with P?

CG-P

CG-R

e What effect did the conversation have on the relationship between
you and P?

e Why did you choose P for the study?
e How do you perceive P’s relatives R?

Guideline-Triad Phase lll: Caregivers, Version 2, 25.06.2019 Page 1 of 2




e How would you describe your relationship with R?

e How does the P - R relationship affect your communication with P?

Study participation

Conversation aid e What role did the guide play for you in the interview?

e How did you experience the use of the documentation form?

Study e It is possible that something changed for you privately or
professionally as a result of participating in the study. If so, what

impact did study participation have on you?

e How did your attitude toward proactively addressing death wishes
change?

e What motivated you to participate in the study?

Interview conclusion You have already mentioned many interesting points to me. From my
side, this would bring us to the end of the conversation.

e |s there anything else you would like to add to the topic? Something
that is important to you or something that has not yet been
mentioned?

e Is there anything else you would like to know or that remained
unclear?

e How was the interview for you?

e What was the reason for you to participate in this interview?

Acknowledgement We thank you very much for your participation. The results of the
interviews will certainly help to significantly improve the

conversations between patients and providers.
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Abstract

Objectives. Up to 40% of seriously ill patients develop a (temporary) desire to die which can
lead to requests for assisted dying. Health professionals often feel uncertain about addressing
these topics, while informal caregivers may feel guilty and left out. Open and respectful commu-
nication proves beneficial. It remains unclear how this communication ideal realizes within the
lived experience of all 3 parties. Therefore, we conducted in-depth analysis of communication
strategies about desire to die from triangulated perspectives of patients, informal caregivers,
and health professionals.

Methods. We conducted semi-structured interviews with purposefully sampled triads con-
sisting of seriously ill patients, their respective informal caregivers and health professionals.
Interviews were part of the qualitative evaluation of a 3-phase mixed-methods study on the
effects of communication about desire to die on seriously ill patients. We followed a framework
analysis approach to build communication types.

Results. From the N = 13 patients, 54% suffered from oncological diseases. Health profession-
als (N = 13) were multiprofessional. Informal caregivers (N = 13) were partners, children, or
another relation. All in all, we conducted N = 14 interview triads (n = 3 incomplete; N = 39
individual interviews).

Four key themes emerged from analysis: (a) how open communication was perceived, (b)
whether participants reported shared reality, (c) how they talked about death, and (d) their
communication strategies.

Ultimately, 3 communication types were inductively derived at from these key themes. Type

1 “Between the Lines,” type 2 “Past each Other” and type 3 “Matter of Fact” show differing
expressions on the key themes, especially on (b) shared reality. Specific type characteristics
produce suggestions for health professionals’ communicative practice.
Significance of results. Awareness of typical communication strategies is necessary to foresee
potential pitfalls such as loss of information or acting on unchecked assumptions. To reduce
distress and increase information flow, health professionals should actively approach informal
caregivers for desire to die conversations.

Background

In the face of life-threatening illness, patients frequently develop a desire to die - an exis-
tential experience involving physical, psychological, social, and spiritual aspects. Of those,
12-45% of patients express temporal and 10-18% persistent desire to die (Chochinov
et al. 1995; Wilson et al. 2016). Different definitions of desire to die are used to cap-
ture the complex phenomenon (Balaguer et al. 2016; Kremeike et al. 2021). We apply a
broad understanding that allows for a range of forms, backgrounds, meanings, and func-
tions (Kremeike et al. 2021) and a simultaneous will to live (Voltz et al. 2010). As desire to
die is prone to change, we propose the conceptualization along a continuum of increasing
suicidal pressure: from acceptance of death or satiety of life to latent or even acute suici-
dality (Kremeike et al. 2021). The latter can also find expression in the wish for hastened
death (Balaguer et al. 2016) or suicidality and wishes for assisted dying (Rodin et al. 2009).
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Health professionals are recommended to address desire to die
with their patients (German Guideline Programme in Oncology
2020). A proactive approach in an atmosphere of openness, inter-
est, and respect for patients’ thoughts, experiences, and (planned)
actions is necessary (Kremeike et al. 2021). If carried out by
trained health professionals, desire to die conversations do not
harm patients but tend to alleviate depressiveness (Porta-Sales et al.
2019; Voltz et al. 2022).

Ideally, palliative care involves strong therapeutic alliances and
shared decision-making between health professionals and patients
(Kuosmanen et al. 2021; Thomas et al. 2021), with informal care-
givers as important stakeholders. This multiperspectivity likely
plays a crucial role concerning desire to die conversations in pallia-
tive care. While it may enable better care, it also holds potential for
conflicts or misunderstandings: divergent understandings of vital
information such as the palliative prognosis are common (Jacobsen
et al. 2013). Remaining taboos surrounding death and dying can
render the topic unspeakable (Collins et al. 2018a) and may foster
denial (Gerber etal. 2020). As humans have a fundamental need for
shared reality (Echterhoft et al. 2009), failing to create commonality
through communication can cause pain and add to the experience
of loneliness in terminal illness (Kang 2021).

Severely ill patients wish for end-of-life conversations with their
health professionals (Harding et al. 2013). However, they rather
speak with informal caregivers than professionals about suicidal
ideation (Lindner et al. 2014) and tend not to address challeng-
ing topics like desire to die on their own as to not be a burden
(Macmillan Cancer Support 2017).

Health professionals report high levels of uncertainty regard-
ing desire to die conversations (Udo et al. 2014). They also fear
to trigger latent suicidality by asking related questions (Allan and
Allan 2019), even though asking about suicidality holds no iatro-
genic risk (DeCou and Schumann 2018). Therefore, there is a need
for specific trainings (Galushko et al. 2016). A multiprofessional
training on dealing with desire to die showed increasing levels of
health professional confidence thereafter (Bostrom et al. 2022).

Relatives that operate as informal care providers often know
a lot about the patients’ needs and are potentially vital allies in
care provision (Fridriksdottir et al. 2006). At the same time, they
require support when the patient they are related to desires to die
(Metselaar et al. 2019).

Several questions arise when negotiating the topic of desire to
die in these interrelationships: Who is included in conversations
about desire to die and to what extent? What are contents and
potential communicative strategies when talking about desire to
die between patients, health professionals, and informal caregivers?
What are potential functions of differences in communication
styles? And how can health professionals best approach desire to
die conversations with patients and informal caregivers? Taking all
these aspects into consideration, we aim to explore in what ways
patients, health professionals, and informal caregivers experience
desire to die conversations and what communication types emerge
within these triads.

Methods

The presented interview data stems from phase 3 of a mixed-
methods study aiming to consent a clinical guideline on deal-
ing with desire to die (phase 1), train health professionals in
using the guideline (phase 2), and evaluate the effects of a proac-
tive guideline-informed desire to die conversations on severely
ill patients, their informal caregivers and health professionals
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(phase 3) (Kremeike et al. 2018). The study was registered in the
German Clinical Trials Register (DRKS00012988; registration date:
27.9.2017).

After the clinical guideline was consented (Kremeike et al.
2020), health professionals participated in a training course based
thereon (February 2018-January 2020) (Bostrom et al. 2022).
Trained health professionals recruited suitable patients for an
open and proactive conversation on desire to die (April 2018 and
March 2020). For an analysis of conversation contents, refer to
Bostrom et al. (2022). Following a quantitative evaluation of the
conversation effects on patients (Voltz et al. 2022), a subsample
of patients, their health professionals, and a relative were invited
by the research team to participate in individual interviews for
qualitative evaluation (May 2019-January 2020).

This article presents the results from this qualitative evaluation
of desire to die conversations. For contextualization of the pre-
sented interview data within our bigger study and the respective
sampling process (Kremeike et al. 2018), see Fig. 1.

Sample

Sampling in phase 3 of our mixed-methods study (Voltz et al.
2022) took place in a 2-step process. We quantitatively evaluated
our desire to die conversations with a larger patient sample and
then conducted qualitative interviews with a subsample of patients,
health professionals, and relatives derived thereof.

1. Large patient sample for quantitative evaluation (Voltz et al.
2022): We asked health professionals previously trained in deal-
ing with desire to die in to recruit patients following a conve-
nience sampling strategy. Patients were eligible if they (i) had
a life expectancy between 3-12 months (estimated by surprise
question (White et al. 2017)), (ii) were aged >18 years, and
(iii) had sufficient cognitive ability and German language skills
(Voltz et al. 2022).

2. Subsample for qualitative evaluation: After completion of in-
person quantitative data collection, a selection of patients was
chosen based on researcher impressions. Following a purpose-
ful sampling strategy, patients were aimed to represent a variety
of ages, genders, diagnoses, and care settings, but also insightful
experiences. If patients agreed to participate, they were asked
to suggest a relative (a person that plays a significant role in
their life regardless of family relationship) for an interview. The
patients’ health professional was also invited. Interviews were
held individually.

To minimize bias, a cover story communicated the study topic
to patients and informal caregivers as “end-of-life communication.”
Each set of associated patient, health professional and relative inter-
views formed a triad. We use the term “triad” even in cases where 1
member is missing. Complete and incomplete triads were analyzed
together, as they included relevant information on the absent party.
To all 2-people-relationships within the triads (patient-relative,
patient-health professional, and health professional-relative) we
refer as “dyads”

Data collection

Interviews were conducted individually at a time and place
chosen by each interviewee. Four female researchers (KB, LG,
CR, KK) with backgrounds in psychology, nursing, speech ther-
apy, and physiotherapy conducted the interviews following a
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Phase 1 + Phase 2

Quantitative Evaluation

Convenience sampling
of patients
for (evaluation of)
desire to die-

conversations
by trained health

professionals.

(Valtz et al,, 2022)

—_————

Qualitative Evaluation

Interview Triads

Purposeful sampling
of patients and
accompanying health
professionals
for triad sub-sample
by research team.
Patients suggested relatives.

n=13
Patients

n=13
Health
Professionals

n=13
Relatives

JL

N = 14 interview triads
(n =3 incomplete)
with
n = 39 Interviews

Figure 1. Study procedure with respective sampling strategies for each phase, adapted from Bostrom et al. (2022).

semi-structured guideline (see Appendix 1). All interviews were
audio-recorded and transcribed verbatim. Sociodemographic data
was collected using a brief questionnaire.

Data analysis

Three female (KB, KK, TT) and one male researcher (TD) coded,
analyzed, and discussed data. KB and TD have backgrounds in
psychology, KK is a physiotherapist and social scientist, and TT
a physician and ethicist. All steps of data analysis were con-
ducted using the qualitative data analysis software MAXQDA 2020
(VERBI Software 2019).

We chose framework analysis according to Ritchie and Lewis
(2005) to analyze the interview triads with the aim of generating a
communication typology. This method provides the opportunity to
manage large sets of qualitative data as well as a dynamic approach
to develop a framework from “both a priori issues and emergent
data driven themes” (Parkinson et al. 2016). It follows a structur-
ing as well as interpretative approach and lets researchers relate
data to existing theories or phenomena. As participants did not
strictly differentiate between desire to die conversations and death
talk, we included information on both in our analysis. However,
if participants reported on persons other than triad members (e.g.
further relatives or patients), this information was excluded. For
the entirety of the 6-step data analysis process please see Fig. 2.

Four overarching key themes with 12 subthemes resulted as
our final interpretative code system from interpretative analysis
in step 5: (1) How was communication about death and desire to
die perceived?, (2) Did conversation partners share a reality?, (3) By
what conversation content was death made understandable?, and (4)
What strategies are used to communicate about death and desire to
die? (see Table 1).

In step 6, we used specific patterns of expressions on these
key themes in each triad to inductively generate 3 communica-
tion types (see Fig. 2). Not all key themes proved equally suitable
to differentiate between types as some did not sufficiently mark
differences (e.g. expressions of By what conversation content was
death made understandable?). To achieve distinct communication
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types, we focused on 1 meaningful key theme which varied greatly
between triads: Did conversation partners share a reality? was used
as a basis to cluster by type and other key themes enriched type
definitions. We then refined types based on expressed discontent
about communication on desire to die from the interpretative triad
summaries.

Results
Sample

Of 33 patients asked to participate, 14 triads were interviewed (May
2019- February 2020). Three were incomplete: 1 missed a patient
(died before interview date), 1 a relative (withdrew due to overbur-
dening), and 1 a health professional (already interviewed before).
Therefore, N = 39 individual interviews were conducted in total.
On average, patient triad interviews took place 103 + 73 days after
the desire to die conversation. There is a large range of time past
between desire to die conversation and interviews, since recruit-
ment for qualitative interview evaluation did only start after quan-
titative evaluation was completed for most patients. Depending on
time of entry into the quantitative evaluation, patients had a longer
or shorter period between completing quantitative evaluation and
being recruited for qualitative interviews. For triad characteristics,
see Table 2.

All health professionals had addressed desire to die with their
patient (Bostrom et al. 2022), but only 4 of the 13 interviewed
patients recalled such a conversation (triads 2, 3, 4, 7). Others
either did not recall a desire to die conversation at all (triads 5,
10, 8, 9) or remembered it vastly different than their health pro-
fessional (triads 11, 12, 1, 14, 3). Only in 1 triad the relative was
present during the desire to die conversation (triad 1). Informal
caregivers and health professionals rarely spoke about desire to die
(except triad 1 and 10) and in half of the cases, informal care-
givers reported no contact with health professionals at all. Only
2 informal caregivers explicitly wished for more inclusion (triads
4, 6). However, contact between health professionals and informal
caregivers might be beneficial: some informal caregivers knew vital
information about a patients’ plan for assisted suicide (triads 5, 13)


https://doi.org/10.1017/S1478951524002104

4 Kathleen Bostrom et al.

Framework Analysis Results

e e + reading transeripts, listening to audio-files

getting to know the data

2} Identifying
important themes

defining themes and expressions

3) Indexing
coding data with and adapting

+ pre-selecting relevant text parts with information for further coding

« identification of recurring and important themes fromthe interviews that refer to the research question

‘ Rudimentary
Themes

fnitial

+  assigning Intervlew text to themes and sub-themes identified in step 2

+ refiningand recoding code system until it reaches consensus

themes Code System
4) Charting *  writing thematic summarles based on the data from all participants in all themes The
iti i matic
writing thematic charts of every | | o o tine thematic chart containing thematic summaries of the 14 triads with sociodemagraphic data ”
participant on every theme Charts

+  dividing thematic chart between two coders for annotating and marking assigned triads separately

5) Analysis
identifying themes
beyond individuals

for further abstraction

Final

‘ Interpretative

Code System

+  iterative process of reading, annotating and regular discussion to develop interpretative themes

+ allocating data from thematic chart summaries to the final interpretative code system (see table 1)

6) Interpretation
generating a typology

. - Communication
by comparing

groupsand ph +  grouping triads into types of communication based on the interpretative summaries (see figure 3) Types

* comparing summaries of each theme (step 5) on triad level, including specifics of dyadic relationships

+ wriling interpretative of each relationship and lete triad Lo condense oulstanding fealures

Figure 2. Six step process of framework analysis according to Ritchie and Lewis (2005).
All 6 steps of the Framework Analysis process. Steps 1-4 represent preparing analysis steps with steps 5 and 6 highlighted as their results are reported in this paper. For results of

step 5, see table in appendix, for results of step 6, see Figs. 3-5.

Table 1. Interpretative key themes and subthemes (analysis step 5) used as a basis for building typology

Key themes and subthemes Definition Quote
1. How was the communication e Talk about death or desire to die was more or less open.  “It was relieving [to talk about the option of assisted suicide
perceived? e Openness was perceived as helpful, ambivalent, or with my son]. As if there was a door that was already open,

1.1 Open and helpful overwhelming.

that | didn’t have to push open.” (Patient, Triad 2)

1.2 Open and ambivalent o Withdrawal was usually considered hindering.

1.3 Open and overwhelming
1.4 Withdrawn and hindering

2. Did conversation partners e Shared reality: similar perception of communication “He is my partner after all. He knows me inside out. We talk
share a reality? content, atmosphere and each other. very intensively and often deeply.” (Patient, Triad 4)
2.1 Shared e Unshared reality: unrelated or paradox perceptions of “That’s very difficult with my wife. She rarely wants to talk

2.2 Unshared the same situation.

about the disease (...). | can’t get through to her anymore.”
(Relative, Triad 4)

3. How was death talked e Factual: e.g. practices like funeral wishes or advance “I asked her if she was not at all afraid of the medical
about? care directives. challenges, of pain, of whatever kinds of symptoms and
3.1 Factual topics o Existential: e.g. fears or spiritual convictions. complaints? She said ‘No, because you will take care of
3.2 Existential topics e Both are not mutually exclusive. that.” She was more concerned (...) to have people that
accompany her spiritually.” (Health Professional, Triad 12)
4. What communication e Topics were compartmentalized between conversation “The conversation (...) was okay (...). Except for having
strategies are used? partners. to open up too much which I don’t like to. (...) You don’t
malizaﬂon e Information was not shared based on anticipated have to know everything about me just because I’'m dying.”
4.2 Protecting the other/the burden. (Patient, Triad 13)
self o The end-of-life situation was not talked about or denied.
4.3 Denial o All acknowledge desire to die and necessary actions.
4.4 Acknowledgment e Communication strategies are not mutually exclusive.

the health professional was not aware of while others reported to
suffer from feeling left out by the patient (triads 2, 10).

Types of communication within triads

Triads differed in their expressions on the interpretative key themes
(see Table 1), particularly regarding Did conversation partners share
a reality?. Thereby, we were able to inductively generate 3 types of
communication: Between the Lines, Past Each Other, and Matter
Of Fact (see Figs. 3-5) which, to our knowledge, have not been
described elsewhere. Their definitions were enriched with addi-
tional details from the 4 other key themes. For a complete list
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of all triad summaries and their expressions on all 4 key themes
according to type, see Appendix 2.

Type 1 - Between the Lines
He always says: I'm fine. And when I asked, he said to me: Don’t always
ask, I feel like shit. (Relative about patient, triad 6)

Type 1 was found in 5 triads (triads 2, 4, 5, 6, 10). Triad partic-
ipants mostly did not share a reality of the desire to die conver-
sation or death talk. Although often said to be helpful in principle,
openness about desire to die is experienced as overwhelming by
members of this type, yet they perceive each other’s withdrawal as
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Table 2. Participant characteristics

Patients (n = 13)

Health professionals (n = 13) Informal caregivers (n = 13)

Age (mean + standard deviation) 68 + 11 47 +11 58 + 14

Gender Female 10 (77%) 10 (77%) 8 (62%)
Male 3 (23%) 3 (23%) 5 (38%)

Characteristics Diagnosis Profession Relation

- Oncological disease: 7 (54%)

- Geriatric multimorbidity: 3 (23%)

- Chronic Obstructive Pulmonary
Disease (COPD): 2 (15%)

Partner: 5 (39%)

Child: 4 (31%)

Friend: 2 (15%)

Other family member: 2

- Physician: 5 (39%) -
- Nurse: 2 (15%) -
- Social worker: 2 (15%) -
- Other**: 4 (31%) =

- Neurological disease: 1 (8%) (15%)***
Desire to die present* Address of desire to die
- Present: 4 (31%), namely - Proactive (by health
professional): 8 (62%)

o Acceptance of death - Reactive (by patient): 5 (38%)

o Desire to die

o Wish to hasten death Wish for

assisted dying

- Not present: 9 (69%)

Education Baccalaureate 4 (31%) 12 (92%) 6 (46%)
Higher 3 (23%) 1 (8%) 5 (38%)
secondary
school
Lower sec- 6 (46%) 2 (15%)
ondary
school

Nationality German 11 (85%) 12 (92%) 12 (92%)
Other 2 (15%) 1 (8%) /
Missing data ~ / / 1 (8%)

Duration of Mean 49 4+ 39 48 4+ 20 38 +13

interview

(minutes) Range 20 - 180 18 - 82 23-60

Days between Mean 98 4+ 75 111 +£ 75 100 + 67

conversation and

TR Range 33 -300 33-299 33-315

- Home: 7 (54%)
- Residential care facility: 4 (31%)
- Hospice & Hospital: 1 (8%) each

Interview setting

- Home: 2 (15%)
- Work environment: 11 (85%)

- Home: 10 (77%)
- Other****: 3 (23%)

* as judged and documented by the health professional

**psychologist, nondenominational chaplain, hospice coordinator, speech therapist;
***daughter in law, niece;

****work environment, research team office

hindering for their communication. Withdrawal conjured accu-
sations regarding their reasons for being withdrawn, hinting at
enmeshed social relations. Their communicative strategies reflect
that: some chose to keep to themselves to protect the other
or themselves from burden or unwanted consequences. A few
compartmentalize and constrict flow of information according to
assigned roles (e.g. health professional for medical, relative for per-
sonal concerns), while others deny the severity of the situation.
Patients and informal caregivers of this type report the lowest sat-
isfaction due to miscommunication and unmet communication
needs, e.g. in triad 4 a husband laments how his wife stopped
opening up to him while the wife names him as her most inti-
mate familiar. Death talk mainly focuses on factual aspects, yet
sometimes existential matters emerge.
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Type 2 - Past Each Other

He always tries to be totally helpful and do everything (...). But really
with the matter [of the end-of-life], I'm not sure ... (Patient about relative,
triad 11)

This type consists of 4 triads (1, 11, 12, 13). Comparing per-
ceptions of desire to die conversations shows a mixed picture.
While participants of some triads report shared reality, others
report incompatible accounts. For example, the health profes-
sional from triad 1 reported an emotionally challenging educa-
tional conversation on the legal possibilities of assisted dying while
patient and relative still wrongly believed it to be illegal after-
ward. Regarding dyadic relations, all value open communication,
but employ different strategies to achieve it. In their strategies to
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Figure 3. Expressions of key themes in type 1
“between the lines” that describe communication

about death and desire to die in the particular triads of

patients, health professionals, and informal caregivers.

Figure 4. Expressions of key themes in type 2 “past
each other” that describe communication about death
and desire to die in the particular triads of patients,
health professionals and informal caregivers.

Kathleen Bostrom et al.

Shared Reality of Communication:

Ll s almost none

N Perception of Communication: ambivalence
T!EE 1 I % I towards opennes, mostly withdrawn
Between the
Lines

Strategy for Communication: protection of

@ others/self, denial & compartmentalization

Satisfaction with Communication:

at its lowest

AY
/ 7 Shared Reality of Communication:
‘\

----- some shared, some unshared

Perception of Communication: sometimes

overwhelming, but openness valued

Type 2

Strategy for Communication: protection of

others/self, denial & compartmentalization

K=
Past Each Other %
)

Satisfaction with Communication:

only between some members

1 /\ | Shared Reality of Communication:

..... = almost always shared reality

Perception of Communication:

I e I open and helpful

Type 3
Matter Of Fact Strategy for Communication: denial as dominant,
@ @ also protection of others / self
Figure 5. Expressions of key themes in type 3 “matter Satisfaction with Communication:
of fact” that describe communication about death and M m
desire to die in the particular triads of patients, health at its highest
professionals and informal caregivers.
communicate about desire to die or death, most triads engage to Type 3 - Matter of Fact
a similar degree in compartmentalization and protection of the We talked about symptoms of illness, but we didn’t talk about death. Of
other. Compartmentalization took place based on topic (e.g. spir- course, [about] health care, you know. (Health professional about relative,
ituality shared with a partner and medical care in the hands of the triad 9)
oncologist, triad 12). Sometimes, this leads to loss of important
information. Satisfaction varies between individual triad mem- This type contains 5 triads (3, 7, 8, 9, 14). Triad participants
bers. While the focus on factual aspects is high, the Past Each  all seem to share a reality on the desire to die conversation, yet
Other-type often address existential matters as well. often, there either is no desire to die, or patients and informal
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caregivers report no further need to talk about it. Conversations
were perceived as mostly open and helpful. In their commu-
nicative strategies, some fall back on compartmentalization or
attempt to protect others. However, most triad parties show dis-
crepancies in narratives and sometimes direct accusations, hinting
at denial in dealing with desire to die (triads 8, 9, 14). Triad partic-
ipants of the 3rd type report high satisfaction. Regarding content,
triad participants of the Matter of fact-type share a focus on factual
aspects of end-of-life care characterized by a professional attitude.
For this type, death talk equates organizing care, e.g. by initiat-
ing advance care planning or funeral planning. Therefore, only
health professionals of this type acknowledge that the desire to
die conversation might not have been perceived as such. The con-
tact between informal caregivers and health professionals (3 of 5
without contact) is remarkably rare.

Discussion

Talking openly about death and desire to die can offer clarity
and emotional relief but also has potential for miscommunica-
tion and distress. By exploring such communication in inter-
view triads with patients, health professionals, and informal care-
givers, we found 4 interpretative key themes: how open com-
munication was received, whether reality was shared, what type
of content made death understandable, and what communica-
tion strategies were used. From these key themes, we inductively
established 3 communication types: Between the Lines, Past Each
Other, and Matter of Fact. Health professionals in are well advised
to use different communicative approaches based on the types’
characteristics.

What the communication types can teach us

Although the unquestionable detection of our types in clinical
praxis is difficult, knowledge about them may increase health pro-
fessionals’ awareness what kind of engagement is required: The
Between the Lines Type 1 reports high discontent and a com-
munication perceived as withdrawn. Additionally, patients often
reported an unexpressed desire to die. They might therefore be
the type in highest need of a proactive approach to desire to die
by health professionals (Bostrom et al. 2022; Voltz et al. 2022). It
may also enable to initiate adequate psychosocial support. In type
2, Past Each Other parties are interested in open communication,
but seem to apply diverging strategies. Here, too, informal care-
givers are often left out. In this type, an accompanying approach
might serve best, to offer stability and guidance as well as prevent
transmission errors. On first sight, the Matter of Fact approach of
Type 3 seems to make for easy communication. Because desire to
die barely seems a burdensome topic in Type 3, there is a danger
of overlooking concealed or potential desire to die. Health profes-
sionals should be sensible toward patients or informal caregivers
who put on a fagade which might crumble if the burden of disease
increases. Overall, 1 hypothesis could be that triads that focus more
on facts rather than emotions report more convergent experiences
of the desire to die conversations and death talk than triads that
focus on emotions rather than facts.

We do not consider it a problem that we did not identify a
type with “perfect” communication (i.e. including health profes-
sionals, informal caregivers, and patients, perceived as open and
satisfying and resulting in correct transmission of information and
completely shared reality). Rather, we suggest that even instances of
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“failed” communication in our results support the notion of com-
munication as always co-constructed and interpretative: people are
simultaneously sender and receiver in a process of mutual influence
(du Pré and Foster 2016).

Inclusion in desire to die conversations: who speaks to
whom about what?

Due to our study design, health professionals addressed desire to
die proactively (Voltz et al. 2022). Thereby, we assume they provide
a space for patients to talk about topics relevant to them, either exis-
tential or factual (Bostrom et al. 2022). Although working through
existential topics at the end-of-life is advised (Granda-Cameron
and Houldin 2012), such a process can only be encouraged, not
enforced. In patient-relative-dyads factual topics dominated and
death was usually talked about through organizing care - infor-
mal caregivers common communication responsibility (e.g. by
keeping track of patient’s medical history, diagnosis and progno-
sis) (Wittenberg et al. 2017). When oneself or a loved one has a
life-limiting illness, focusing on factual topics and planning can
help experience self-efficacy instead of powerlessness (Nipp et al.
2017; Wittkowski 2015), without risking the emotional vulner-
ability of addressing existential fears. Informal caregivers end-
of-life responsibilities can also be cause for immense suffering -
a suffering health professional should address (Wittenberg et al.
2017).

In our study, however, meaningful contact between health pro-
fessionals and informal caregivers was almost nonexistent - com-
mon at the end-of-life (Lind et al. 2011). For some informal care-
givers, exclusion caused frustration or hindered information flow
(e.g. triads 5, 14). As health professionals systematically underesti-
mate informal caregivers’ needs for information and involvement
(Collins et al. 2018b), we suggest to actively offer informal care-
givers a part in communication about desire to die.

Perception of desire to die conversations: what is said and
what is understood?

A large proportion of triad members reported divergent experi-
ences of desire to die conversations or death talk in general. One
cause might be differing inner states and motivations. In commu-
nication, the need for shared reality is so strong that people often
assume others hold the same inner states as they do without check-
ing (Echterhoft et al. 2009). This might explain health professionals
assuming a strong impact of the desire to die conversation on their
patients, because it had such a strong impact on them.

Divergent perceptions might also stem from the fact that
patients often do not want to recall end-of-life conversations,
believing they are not as far advanced in their illness (Almack
et al. 2012; Granek et al. 2013). Differing memories of conversa-
tions between health professionals and patients are also common
in high-emotion settings, e.g. breaking bad news (Toutin-Dias et al.
2018). If we consider desire to die conversations a high-emotion
setting, health professionals can resort to known communication
concepts to account for stress-induced reduced memory capac-
ity. Thereby, they can increase the probability that their words
are understood correctly (Hyer and Covello 2017). Paraphrasing
contents at the end of conversation, asking for patients under-
standing and offering follow-up conversations may foster shared
reality in desire to die conversations (Makoul and van Dulmen
2015).
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Conversation strategies: straight to the point or past each
other?

Most triad members valued open conversation regarding death,
dying and desire to die. Within the literature, too, there often seems
to be a general consensus that open conversation about death and
dying is advisable (Granda-Cameron and Houldin 2012). As open-
ness can also be perceived as overwhelming, patients, informal
caregivers, and health professionals utilize different strategies to
deal with it.

One strategy and a well-researched psychic mechanism is
denial, which protects the self against an unbearable, threatening
truth by refusal to believe it (Blumenthal-Barby and Ubel 2018).
Denial has an important protective function, but can also be harm-
ful, e.g., when patients decide against their own values (Friedrichs
2014). In our findings, participants who most often denied the sit-
uation were the most content (see Type 3), but also appeared as the
most emotionally disengaged and left out important information
(e.g., a patients’ ideas on assisted dying).

A recurring reason for developing a desire to die is the fear of
being a burden to others (Gudat et al. 2019; Hatano et al. 2021).
In this context, compartmentalizing communication and support
needs between informal caregivers and health professionals makes
sense from a patient perspective. Compartmentalizing informa-
tion might offer psychological relief; slicing difficult to process
information in smaller and easier to digest parts.

Compartmentalization was often used to protect the other/the
self but is not the same. Often, triad members withheld difficult
information or emotions from others based on the assumption that
the conversation partner would be overwhelmed or react nega-
tively. This indicates a taboo surrounding palliative care and fear
of terminal illnesses (Kirby et al. 2018).

Within triad 1, the patient, health professional and relative all
acknowledged the existence of the patients’ wish for assisted sui-
cide and the need to act. All were present during the desire to
die conversation, but vital information was misunderstood, leaving
the patient’s son frustrated. Despite recommendations to integrate
informal caregivers into the conversation (Leitlinienprogramm
Onkologie 2020), this illustrates that it is no fail-safe solution. Due
to psychological barriers or unfitting assumptions (Almack et al.
2012), miscommunication may appear. Here, too, common com-
munication concepts might mitigate such loss of information (Hyer
and Covello 2017; Makoul and van Dulmen 2015).

Strength and limitations

To our knowledge, there is no study from palliative care research
that combines perspectives of patients, health professionals, and
informal caregivers on the same desire to die conversation.
Research on perspectives in palliative care often refers to individu-
als or dyads (Carrillo et al. 2018; Liljeroos et al. 2021). We suggest
that our triadic approach allows a broader insight into desire to
die conversations and their surrounding atmosphere. Our sample
heterogeneity concerning professions (health professionals), diag-
noses (patients), and relations (informal caregivers) also allows a
tentative generalization.

However, our findings predate the decision of the German
Federal Constitutional Court ruling (medically) assisted dying as
legal in February 2020 - 1 month after the last triad interview.
The reality of requesting assisted dying may change communica-
tion about desire to die, as evidence from Canada suggests (Ho
etal. 2021). Moreover, prior study experience may have influenced
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participants’ answers, despite matching semi-structured interview
guidelines. Health professionals underwent desire to die training
and initiated the conversation, therefore knowing which situa-
tion to reflect on. Patients’ participation under the cover story
of “end-of-life communication” may have primed them toward
this topic. Moreover, time past between desire to die conversa-
tion and interview participation might have contributed to the
fact that patients could not recall such a conversation, therefore
potentially limiting interpretability. However, those 4 patients who
did not recall the desire to die conversation at all were not those
with the highest number of days between conversation and inter-
view. Informal caregivers had no prior knowledge about the study.
Since data was conducted at 1 time point, we cannot examine the
entire communication process. Future research could address this
in multi-perspective qualitative studies over several time points
since desire to die changes over time and is influenced by felt
interconnectedness and external events (van Wijngaarden et al.
2021).

Conclusions

Desire to die communication is recommended to take place in
an atmosphere of respect, interest, and openness (Kremeike et al.
2020; Leitlinienprogramm Onkologie DK 2020). Realizing these
recommendations while meeting the psychological complexities of
information processing might seem challenging. Yet, our findings
allow for a few suggestions for practice. Health professionals should

1. offer to integrate informal caregivers as a resource of informa-
tion on the patient as well as to assess their potential need for
support (see also (Foster et al. 2015)).

2. beaware of own potential misjudgments and not act on assump-
tions, e.g. by asking their patients’ understanding of facts and
situations (Makoul and van Dulmen 2015). Here, interest for
and openness toward their patients is imperative.

3. be aware of different communicative coping strategies — their
own and those of patients and informal caregivers. Staying
present in authentic support is key, as communicative misun-
derstandings will never be fully eradicated.

4. keep balance between acknowledging types of communication
and remaining open for individual communication styles.

These recommendations in mind, our findings offer other valu-
able insight about the nature of communication about death, dying,
and desire to die.
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Appendix 1: Interim results (Analysis Step 3) consisting of themes and sub-themes later used for writing thematic

summaries

Theme and Sub-Themes

Definition and Quote

1. Content
1.1 Variability in Content
1.2 Background, Functions
and Expressions of Desire to
die
1.3 Therapy Decisions
1.4 Arranging Patient’s End
of Life

1.5 Patient’s lived Life

Definition: The theme contains information about what specific aspects
surrounding death and desire to die triad members talk about. Content
may vary regarding on the situation and conversation partner. It may
range from the desire to die itself to decisions of care, the organization of

the end of life and looking back on patient’s lived life.

Quote: “[W]e talk a lot and [regarding] the topic of death, | would say |
already told him a lot, because it always brings about a kind of security
for me, when | finally said something out loud. (...) | want to put [this
outfit] on and be buried in this place and this saying is very important, just
so you know.” | always discussed these kind of things openly. (laughs)”

(Patient, Triad 9)

2. Form
2.1 Initiation of DDC
2.2 DDC and other Contact
with relatives
2.3 Recognition of DDC
2.4 Context of DDC

Definition: Within this theme, participants give information on the form
of DDCs such as under which conditions the conversation began, whether
it was recognized as a conversation about desire to die and in which
context it was held. Another formal aspect is the inclusion or exclusion of

relatives in DDCs.

Quote: “But there was a time when she was not doing so well and the
diagnosis still had to sink in a bit, where she also said that there were
moments when she thought about [her desire to die]. But she also didn't
talk to anyone. So | was the first one she expressed it to. Neither to her
other doctors nor to her husband, and she also said: ‘No, my husband

shouldn't know that either.”” (Health professional, Triad 11)

3. Evaluation
3.1 Facilitating Factors
3.2 Challenges
3.3 Impact
3.4 Evaluation of DDC as

Intervention

Definition: In this theme, participants report on how they evaluate the
DDC and how they engaged in it as well as its impact on the time after.
This evaluation regards the particular DDC conducted within study

context as well as death talk in general.

Quote: I: “How did you personally experience [being confronted with the
patients’ desire to die]?”

R: “I had to swallow. I said ‘How can he say something like that?’ But |
have-, I- | was in a situation where you don't know what to answer. No. |
can't just say: ‘Now give me a break, it'll be alright.” But | also can't say:
‘Yes, maybe it would be better for you.” | couldn’t have said that. | really
couldn’t. No, but as | said, he always says: ‘I'm fine.” And when | asked, he
said to me: ‘Don't always ask, | feel like shit.” Yes, with these words.”

(Informal Caregiver, Triad 6)







Appendix 2 — Summaries of all triads within the three types

Type 1 — Between the Lines

wEnmeshed” (2)

= Only health professional-
patient and patient-relative
spoke about desire to die

= Openness as ambivalent,
perceived reticence as
hindering

= Unshared Reality, except
health professional-relative

= Focus on manifest & material,
except health professional

= Protecting the Other / the
Self, Denial

The patient (female, 65, cancer) is ambivalent about her hypothetical
desire to die and manifest will to live. She does not want to alarm her
relative (female, 65, friend) or health professional (female, 48, physician)
with suicidal thoughts, but feels her suffering is not taken seriously by her
relative. The relative offers a divergent perspective, implying that the
patient is in denial about the gravity of her illness and refuses meaningful
conversation. The relative and health professional never met which aligns
with health professionals’ strong aversion to enmeshed family dynamics.
The health professional describes the relationship with the patient as
trusting and open, yet barely reports on content from the desire to die
conversation.

“Withdrawn” (4)

= Only health professional-
patient spoke about desire
to die

= Openness as helpful, yet
relative perceives reticence

= Unshared Reality

= Focus on manifest &
material, except patient

= Compartmentalization,
Denial, Protecting the Self /
Other

The patient (female, 77, cancer) sometimes harbors thoughts about suicide,
but never tells anyone. She denies her emotional distress, but reports
meaningful and deep conversations only with her relative (male, 79,
husband). Although she esteems her relative, he is only consulted for his
medical knowledge. Her relative’s perspective diverges: he perceives the
patient as withdrawn due to her illness and suspects that she prefers to
share existential concerns with her health professional (female, 36,
psychologist) instead of him. He barely knows the health professional, but
displays distress and wishes to be included. The health professional
evaluates the desire to die conversation positively and broadly reflects on
the topic from a disengaged professional point of view.

LJTransmission errors” (5)

= health professional-patient
and patient-relative spoke
about desire to die

= Openness as helpful, yet
relative perceives reticence

= Unshared Reality

= Focus on manifest &
material, except health
professional

= Compartmentalization,
Denial

The patient (female, 77, multimorbid geriatric) appears to be ambivalent or
erratic regarding her (previously stated) desire to die but also regarding her
memory in general —alcohol abuse may have impaired her cognitive
functioning. She denies having a desire to die and does not recall the health
professional (female, 44, nurse) at all. The health professionals’ perspective
diverges: she knows the patient (and her previous desire to die) well and
describes their conversation as lively and open. The patient’s relative
(female, 58, daughter in law) knows about the end of life preferences of
the patient, but has never spoken to the health professional about this
crucial information. Information is shared selectively due to
compartmentalization: the health professional sees herself as responsible
for the patient, not the relative.

“Disallowance” (6)

= All spoke about desire to
die

= Openness as helpful and
overwhelming, yet relative
perceives reticence

= Unshared Reality

= Focus on manifest &
material

= Compartmentalization,
Protecting the Self / Other

At time of the interview triads, the patient (male, 64, cancer) had already
passed. The patient opened up to the health professional (female, 64,
general practitioner) that he harbored a hypothetical desire to die, though
kept it to himself. In contrast, from his relative’s (female, 76, sister)
perspective, the patient appeared uncommunicative and withdrawn. She
strongly opposes the possibility that the patient might have harbored a
desire to die. The desire to die conversation took place with all parties of
the triad. Though everybody agreed to this, the health professional in
hindsight regrets having included the relative, whom she deems too
protective and believes to be in denial of death. Accordingly, the relative
reports that they have not spoken about the patient’s (then approaching)
death.

«Whose suffering?” (10)

= Only health professional-
patient spoke about desire
to die

The patient (male, 71, COPD) has not talked with his relative (female, 41,
daughter) about death or desire to die. He is ambivalent about his wish to
do so: on the one hand, he reports no need to, on the other hand, he




= Openness as helpful and
overwhelming, yet relative
perceives reticence

= Unshared Reality

= Focus on manifest &
material, except health
professional

= Protecting the Self / Other

reports disappointment that his daughter seems not to take his illness
seriously enough. His daughter’s perspective diverges: she experiences her
father as emotionally withdrawn which causes her intense frustration. Yet,
her own fear of addressing the topics that burden him are hindering to her
as well. Even though she works in the same institution as the health
professional (female, 60, hospice worker), they never talked. The health
professional paints yet another picture: despite having to read between the
lines, she experienced the desire to die conversation with the patient
(mostly about his biography) as successful. The patient does not recall such
death talk with his health professional. She also remembers conversations
about the patients’ depression with the relative, although she admits not
having lots of time for her. She believes the patient shields his daughter
from his suffering.

Type 2 — Past each Other

At cross purposes” (1)

= All spoke about desire to die

= Openness as helpful

= Unshared reality by all

= Focus on manifest & material,
except health professional

= Integration of Perspectives

The patient (female, 88, multimorbid geriatric) wants do die and she and
her relative (male, 58, son) openly talk about assisted suicide. All parties
of the triad value openness and respect regarding the patients’ desire to
die. There has been a conversation with the entire triad in which the
health professional (male, 57, chaplain) offered spiritual support, but also
explained the legality of assisted suicide in Germany. However, their
perceptions and evaluations of this conversation diverge: The patient
does not remember the content of the conversation at all. Her son
strongly disliked the spiritual aspects. Both still believe assisted suicide is
not legal in Germany, while the health professional was deeply moved by
explaining the topic openly to them.

«Rhetoric of fact” (11)

= Only health professional-
patient spoke about desire to
die

= Openness as helpful, relative
is ambivalent

= Unshared Reality, except
health professional-relative

= Focus on manifest & material,
except health professional

= Compartmentalization,
Protecting the Other / the
Self

The patient (72, female, cancer) does not count a conversation about
advance care planning with her health professional (36, female, general
practitioner) as death talk. She dismisses death as nothing special and
prefers to talk about it only regarding end of life care. Her health
professional perceived their conversation as more existential in nature
and was surprised by her patients’ openness and her hypothetical desire
to die — although she went easy on her. Her relative (70, male, husband)
is ambivalent about her openness: he values deep conversations and
death talk as only fitting for their age, yet is overwhelmed by
psychological suffering. The patient admits not being able to talk to him
openly. The relative and the health professional are in helpful contact, yet
not about desire to die. Both relative and patient compartmentalize
serious topics to outside the triad.

“Assigned Roles” (12)

= health professional- patient
and patient-relative spoke
about desire to die

= Openness as helpful

= Unshared Reality, except
health professional-relative

= Focus on manifest & material
and personal & existential

= Compartmentalization

The patient (57, female, cancer) clearly sees personal and existential
topics within her family and not with her health professional (35, female,
specialist physician). Her health professional has responsibility for her
physical health. She remembers the desire to die conversation to be
about preferred place of death. The health professional reports a
contrasting account: the patient talked about her spiritual passing into
the world of death. Although all value open conversation, the clear
assignment of conversational roles aligns with the divergent perspectives
of health professional and patient. This triad lacks an interview with a
relative (husband), who was reported to only seldomly be present in
medical conversations.

»T00 overwhelming” (13)

= health professional- patient
and patient-relative spoke
about desire to die

The patient (female, 60, cancer) dominates to which extent death talk
may happen and with whom. She draws a line along her ambivalence
regarding the topic and casts her relative and health professional in




= Openness as ambivalent,
perceived reticence by health
professional

= Shared reality by health
professional-patient,
unshared by health
professional- relative

= Focus on manifest & material
and personal & existential

= Compartmentalization,
Protecting the other / the self

different roles: it is too intimate to talk about the existential aspects with
her health professional (54, female, hospice specialist worker), but her
relative (55, male, friend) is deeply involved in funeral or potential plans
for assisted suicide plans. Convergently, the health professional perceived
her as emotionally shut-off, while her relative welcomes her openness
and self-reflection, although it sometimes overwhelms him. The health
professional does not recall the sparse contact with the relative.

Type 3 — Matter of Fact

.Not an issue” (8)

= Only health professional-
patient spoke about desire
to die

= Openness as helpful by all

= Shared Reality, except
health professional-patient

= Focus on manifest &
material

= Denial

The patient (76, male, cancer) does not recall a desire to die conversation
with his health professional (40, male, specialist physician), but also states
no need for one. The health professional describes a desire to die
conversation, but only in rather general terms. The patient values open
conversations with his relative (72, female, wife) and between her and his
health professional. She confirms that perception. Desire to die has never
been an issue, all focus on concrete matters of life and care.

wDeeply attached” (9)

= health professional-patient
and patient-relative spoke
about desire to die

= Openness as helpful, only
relative ambivalent

= Shared Reality, except
health professional-patient

= Focus on manifest &
material, except health
professional

= Compartmentalization,
Denial, Protecting the Other
/ the Self

The patient (female, 40, MS) names conversations with her relative (46,
male, partner) as her main support. They talk about death mainly in
concrete plans for the future, but do not frame it as talking about desire to
die — even though her relative recalls such a statement. She values the
openness; he is ambivalent about it. However, she also aims to protect him
from her burden. The relative and the health professional (31, female,
speech therapist) did not talk much yet, as they both see the patient in
focus. The health professional talks about the helpful open conversation
with the patient, while the patient does not name her health professional
as a conversation partner once.

»Concrete support” (14)

= health professional-patient
and patient-relative spoke
about desire to die

= Openness as helpful, only
relative ambivalent

= Shared Reality

= Focus on manifest &
material

= Denial, Protecting the Other
/ the Self

The patient (male, 64, COPD) infrequently harbors a desire to die,
considering assisted suicide, palliative sedation or just finding rest. He
actively plans for his end-of-life via advance care planning which was also
topic of his desire to die conversation with his health professional (48,
male, hospice coordinator). The patient did not perceive the desire to die
conversation as such, but his health professional suspected that much.
They both report a good and easy-going relationship revolving around
concrete and manifest topics surrounding end of life care. His relative (53,
female, niece) supports the patient with daily life tasks and lends an open
ear, even though she knows he holds back with more burdensome topics —
which the patient confirms. She has no contact to the health professional,
but does not see it as an option either way. Predominantly, all triad
members evaluate the open communication intended on concrete matters
as helpful. However, whereas the patient considers his niece as a potential
help in administering assisted suicide in the future, the health professional
and the niece both do not know about these hypothetical plans.

xDivision of labor“ (3)




= health professional-patient
and patient-relative spoke
about desire to die

= Openness as helpful

= Shared Reality

= Focus on manifest &
material

= Compartmentalization,
Protecting the Other / the
Self

The patient (female, 69, COPD) does not wish to die, but actively plans a
conscious end of life. All members of the triad report that they value and
lead open conversations about dying and desire to die, thereby sharing the
same perspective regarding the situation. Since the health professional
(female, 57, hospice nurse) describes the desire to die conversation as
strongly focused on life (rather than death), the patient accordingly barely
recalls having spoken about desire to die. The patient consciously
compartmentalizes her needs between health professional and relative
(female, 43, daughter): her health professional brings emotional security,
her relative manages worldly affairs. The health professional and relative
never met and do not wish to.

wProfessionals” (7)

= health professional-patient
and patient-relative spoke
about desire to die

= Openness as helpful

= Shared Reality

= Focus on manifest &
material

= Compartmentalization,
Protecting the Other / the
Self

The patient (female, 66, cancer) reports having held a desire to die in the
past, though not any longer at time of the interview. When asked by her
health professional (has not partaken in the interview triad) about
discontinuation of life support measures, she wants her physician to decide
in her place. With her family, the patient does not discuss death and dying
out of fear of being a burden. Convergently, her relative (female, 35,
daughter) states that it is difficult to initiate death talk with her mother,
who fends off all attempts. Even as a relative, the daughter (herself a
general practitioner) recommends taking a professional distance towards
desire to die. Death and dying are experienced as non-negotiable and
therefore must be approached “professionally”, thereby withdrawing from
being personally affected or responsible for decisions. There was no
contact between relative and health professional.




Semi-structured guideline for qualitative patient interviews

Introduction

Conversation between patients (P) and their health professionals (HP) are an essential part of care
and support. In the case of patients with severe, incurable diseases, it is likely that very personal
topics may be addressed. It is not uncommon for patients' own end-of-life issues to come up. Today |
would like to talk to you about how you perceive such conversations.

Beginning of Interview

Communication with
Health Professionals
[Name + Function]

| am especially interested in your communication with your HP. How do
you experience conversations with your HP?

Example
Content

Impact
Relative (R)

e How is a typical conversation with HP like?

e What are the topics you and HP talk about?

e Is there anything that doesn't come up with HP even though you
would like to discuss it?

e How do you feel during / after a conversation with HP?

e You may hear that VG is talking to R. If so, how do you experience the
conversations between VG and R?

Communication about
Desire to Die

Some people with incurable illness wish that their life may end sooner or
that death may come earlier. Perhaps you talked about this with your
HP. If so, how was the conversation for you?

Proactive Approach

Impact

Process

e Whatis it like to talk about desire to die with HP?
e Isthere something particular you remember from that conversation?
e Who approached the topic desire to die?
o What was it like to address desire to die with HP?
o What was it like to be addressed by HP about desire to die?
What impact does a conversation about desire to die have on you?
o If present, did your desire to die change after such a conversation?

e Did your treatment change after the conversation?

Relationship with
Health Professional

How would you describe your relationship with HP in general terms?

VG-P

VG-R

o How do you experience HP? (As a HP? As a person?)
e What makes HP important to you?
e How would you rate your relationship between HP and R?

Communication with
Others

HP may not be the only person with whom you talk about potential
desire to die. If there are other people, how do you experience such
conversations with them?

e What people may that be? (Relatives? Friends? Other HPs?)

e What do you notice when you compare these conversations with the
ones you have with your HP?

End of Interview

You already addressed many interesting aspects. From my side we would
come to the end of our interview.

e Is there something that you would like to add regarding the topic,
something, that may be important to you or was not addressed yet?

e Isthere something you want to know or that remains unclear?




e How did you experience the interview?
e What was your reason for participating in this interview?

If not addressed yet
e Own medical history
e Familiy medical history (e.g. suicides within the family)
e Influencing factors on desire to die (relieving / aggravating)
e Background information on relatives
Note of Thanks We would like to thank you very much for your participation.

The results from this interview will contribute to improve conversations
between patients and their health professionals.




Semi-structured guideline for qualitative health professional interviews

Introduction

Conversation between patients (P) and their health professionals (HP) are an essential part of care
and support. In the case of patients with severe, incurable diseases, it is likely that very personal
topics may be addressed. It is not uncommon for patients' own end-of-life issues to come up. Today |
would like to talk to you about how you experience such conversations with patients or their

relatives.

Beginning of Interview
Communication with
Patient

I am especially interested in your conversations about desire to die
that took place while you participated in our study. How did you
experience these conversations?

Content

Impact

e What are the contents of desire to die conversations with your
patients?

e Which aspects of these conversations do you experience as
challenging / pleasant?

e How do you feel during or after such conversations with your
patients?

e How do you experience approaching patients potential desire to die
proactively since the beginning of the study?

Communication about
Desire to Die

You also had a conversation with P. How did you perceive this
conversation or possible follow-up conversations?

Self Perception

Proactive Approach

e How do you experience yourself in such a conversation?

e How do you think P experienced the conversation?

e Is there something particular you remember from that
conversation?

e Inyour opinion: What did you manage particularly well? What
would you like to have done better?

e Who addressed the topic of desire to die? What was that like for

you?
Relatives There may also have been conversations with R in which desire to die
was an issue.
R—HP e |f so, how is it like to talk with R about desire to die?
e Does the relationship dynamic allow for a conversation about desire
R-P to die?
e How do you as a HP experience conversations about the topic of
desire to die between P and R?
Generell e How do you exerience talking about the topic desire to die with R in

general? Compared to conversations with P?

Relationship with
Patient / Relative

How would you describe your relationship with the P?

HP - P

HP -R

e What impact did the conversation have on your relationship with P?

e Why did you recruit P for the study?

e How do you experience the relative of P?

e How would you describe your relationship with R?

e How does Ps and Rs relationship influence your communication with
p?

Study Participation

Communication

e Which role did the communication guideline play in your




Guideline

Study

conversation?

e How was using the documentation sheet like?

e Perhaps something changed for you - either personally or
professionally - since study participation. If so, what impact did the
study participation have on you?

e How did your attitude regarding proactive desire to die change?
Todeswiinschen?

e What was your motivation to participate in the study?

End of Interview

You already addressed many interesting aspects. From my side we
would come to the end of our interview.

e |s there something that you would like to add regarding the topic,
something, that may be important to you or was not addressed yet?

e |s there something you want to know or that remains unclear?

o How did you experience the interview?

e What was your reason for participating in this interview?

Note of Thanks

We would like to thank you very much for your participation.

The results from this interview will contribute to improve
conversations between patients and their health professionals.




Semi-structured guideline for qualitative relative interviews

Introduction

Conversation between patients (P) and those who care for them are an essential part of care and
support. In the case of patients with severe, incurable diseases, it is likely that very personal topics
may be addressed. It is not uncommon for patients' own end-of-life issues to come up. As a relative
(R), you experience a lot on the side of the patient (P). Perhaps you are also in direct contact with
their health professional (HP). In this context, | would like to talk to you today about your perception
of consultative and supporting conversations in palliative care.

Beginning of Interview
Communication in Care

| am especially interested in your conversations with HP. Did you have a
chance to talk to HP? If so, how do you experience conversations with
HP?

R-HP

Perspective on HP-P

e How would you describe your involvement in the treatment of P?

e How close or intense would you describe the content between you and
HP?

e What is it you talk about with HP?

e |s there anything that doesn't come up with HP even though you would
like to discuss it?

e How do you feel during or after conversations with HP?

o |f you had any Falls es bereits one-to-one conversations with HP: How
are they like in comparison to those with P present?

e How do you experience the conversations between HP and P if you are
present?

Communication about
Desire to die

Some people with incurable illness wish that their life may end sooner
or that death may come earlier. Perhaps you talked about this with the
P or the HP. If so, how do you experience talking about desire to die for
you?

Example

Perspective on HP-P

e Do you recall a particular conversation?

e What do you think of the HP talking to you or the P about desire to die?

e In your opinion, how do these conversations affect P?
o If present: How do the conversations influence the desire to die?

e How do you experience the communication between HP and P since
study participation in general?

e How is it like or would it be like to talk about Ps desire to die with the
HP?

R-HP o Burden? Own desire to die?

o If you ever talked about desire to die with P, how was it like?

e What do you experience as helpful and what as Was erleben Sie als
R-P hilfreich und was als hindering when talking about desire to die?

o With HP? With P?
e What is your attitude toward talking about desire to die at all in
palliative care?

In general o With P? With ZG?
Relationship How would you describe your relationship with HP?
R-HP o How do you experience HP? (As a HP? As a person?)

Perspective on HP-P

e How would you rate your relationship between HP and R? How do you
experience them both together?
e How would you rate the HPs aptitude for conversations about desire to




R-P

die?
e How is your relationship with P?

Communication with
Others

HP may not be the only person with whom you talk about potential
desire to die. If there are other people, how do you experience such
conversations with them?

e What people may that be? (Relatives? Friends? Other HPs?)

e What do you notice when you compare these conversations with the
ones you have with HP or P?

End of Interview

You already addressed many interesting aspects. From my side we
would come to the end of our interview.

e |s there something that you would like to add regarding the topic,
something, that may be important to you or was not addressed yet?

e |s there something you want to know or that remains unclear?

o How did you experience the interview?

e What was your reason for participating in this interview?

Note of Thanks

We would like to thank you very much for your participation.

The results from this interview will contribute to improve conversations
between patients and their health professionals.
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