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Abstract

Background: Palliative patients frequently express a desire to die. Health professionals report uncertainty regarding potential risks
of addressing it.

Aim: We aim to evaluate effects of desire to die-conversations on palliative patients.

Design: Within a prospective mixed-methods cohort study, we trained health professionals in dealing with desire to die. Afterwards,
they held conversations about it with patients. Effects on depressiveness, hopelessness, wish to hasten death, death anxiety, patient-
health professional-relationship, and will to live were evaluated at baseline (t0), 1 (t1), and 6 weeks afterwards (t2). Results were
analyzed descriptively.

Setting/participants: From April 2018 to March 2020, 43 health professionals asked 173 patients from all stationary and ambulatory
palliative care settings (within 80 km radius) for participation. Complete assessments were obtained from n =85 (t0), n = 64 (t1), and
n =46 (t2).

Results: Att1, patients scored significantly lower on depressiveness (med = 8, M = 8.1,SD = 5.4) thanatt0(med =9.5,M = 10.5,SD = 5.8)
with Z=-3.220, p =0.001 and Cohen’s d =0.42. This was due to medium-severely depressed patients: At t1, their depressiveness
scores decreased significantly (med =9, M =9.8; SD =5.1) compared to t0 (med =14, M =15.2; SD = 3.9) with Z=-3.730, p < 0.000
and Cohen’s d = 1.2, but others’ did not. All other outcomes showed positive descriptive trends.

Conclusions: Desire to die-conversations through trained health professionals do not harm palliative patients. Results cautiously
suggest temporary improvement.
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What is already known about the topic?

e Patients in palliative care frequently express a desire to die that rarely leads to a request for medical aid in dying.

e Fearingto cause harm, health professionals report uncertainty regarding proactively approaching the topic with their patients.

e Suicidology research suggests that there is no iatrogenic risk in asking about suicidality, but it remains unclear whether
this analogy holds for non-psychiatric palliative patients with or without a desire to die.
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What this paper adds?

depression.

Implications for practice, theory, or policy?

e Independent of age, gender, diagnoses, and current desire to die, open conversations about desire to die through
trained health professionals do not harm palliative patients.
e Desire to die conversations might lead to an at least temporary improvement in patients with medium to severe

e Health professionals can feel encouraged to promote an open and respectful atmosphere of conversation about existen-
tial issues at the end of life including possible desire to die.

Introduction

Burden from serious health-related suffering in life-limit-
ing illnesses is estimated to double by 2060, calling for an
expansion of palliative care that provides relief for all
affected patients independent from diagnosis.? In these
patients, desire to die is a common reaction to physical,
psychological or spiritual suffering.3 Depending on the
study, 12%—-45% of patients receiving palliative care expe-
rience a temporary and up to 10%-18% report a stable
and lasting desire to die.*®> Desire to die is not to be
equated with suicidal tendencies, seeking assistance in
suicide or by institutions providing euthanasia, as these
are only some of many possible manifestations.3 Desire to
die can be ambivalent and dynamic: we conceptualize its
different types along a continuum of increasing suicidal
pressure, with acceptance of death without a wish to has-
ten it on the one end and acute suicidality on the other.3
Therefore, desire to die is a broad phenomenon, encom-
passing suicide but not limited to it. Desire to die can be
associated with negative health outcomes; with depres-
sion and hopelessness being the strongest predictors of a
wish to hasten death in a sample of metastatic cancer
patients.6 Other risk factors include physical symptom
burden, death anxiety, and social isolation, while strong
and reliable relationships both to loved ones and health
professionals can be protective.® These factors do not
necessarily constitute psychiatric diagnoses and desire to
die is not limited to psychiatric patients, although psychi-
atric diagnoses are often correlated with it.> Desire to die
can also be a way of coping with a serious life-threatening
disease and approaching death.

Health professionals are regularly confronted with pallia-
tive patients’ desire to die and report uncertainty regarding
an adequate response.” Conversations about it are often
avoided due to perceived taboos surrounding the topic,
for example, fear of causing or increasing suicidality.}*
Moreover, starting conversations about medical assistance
in dying is forbidden in some jurisdictions, such as Victoria
(Australia)—a heavily criticized regulation.8 This contrasts a
societal shift toward demands for a self-determined end of
life: the last decades saw a trend toward more liberal

regulations regarding medical aid in dying worldwide, for
example, in Canada, USA, The Netherlands, Belgium, Swiss,
or Germany.® With these changes, the numbers of requests
for medical aid in dying are rising as well.? They might also
lead to more patients expressing a desire to die openly and
health professionals will have to lead conversations on such
potential desires.

Suicidology studies repeatedly confirm no heightened
iatrogenic risk from asking patients about suicidality,'® but
alleviated burden and a stronger relationship between
health professionals and patients.3 A study with oncologi-
cal patients suggests applicability to the wish to hasten
death: when assessed through a short, semi-structured
interview on hospital admittance, 94.8% of the 193 inter-
viewed patients reported being asked about a wish to has-
ten death as not upsetting.!! Despite these promising
results, the effects of open, proactive conversation about
desire to die as a broader phenomenon then the wish to
hasten death has yet to be evaluated for patient-relevant-
outcomes in palliative care.

We aimed to address this issue by developing a clinical
approach for dealing with desire to die and train health
professionals from all palliative care settings in its use.'213
By evaluating the effect of desire to die-conversations by
health professionals on patients of multiple diagnoses
and in various care settings, we aimed to explore whether
proactively addressing desire to die is harmful.

Methods

Procedure

This paper presents quantitative data collected within the
third phase of a three-phase sequential mixed methods
study.1? Further results of the project have been published
elsewhere.1314

Within study phase 1, the clinical approach on dealing
with desire to die was developed.213 Subsequently, in
phase 2, health professionals from all palliative care set-
tings within a radius of 80 km were invited to take part in
multi-professional 2-day trainings.'® The training curricula
included sessions on theoretical background, functions
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and forms of desire to die, reflection of own attitudes as
well as a practical communication training (role play), sup-
ported by the clinical approach. Details on development,
structure and content of the training are reported else-
where.’® In phase 3 of the study, the trained health pro-
fessionals were asked to recruit patients receiving
palliative care from their personal practice. Upon initial
interest in participation, the research team approached
patients, provided them with information about the study
and sought their written informed consent. “End-of-life-
communication” was presented as the study topic and the
term “desire to die” was avoided to minimize bias. During
the entire process, measures were taken to cushion
emerging patient distress or potential suicidality in the
context of the evaluation procedure: the research team
maintained close contact with recruiting health profes-
sionals and gave feedback (with patient consent) should
patients exhibited intense emotional distress at a visit.
Additionally, patients were encouraged to call at any time
if they experienced distress caused by the evaluation.
Internal clinical and psychiatric expertise was available for
consultation in critical cases.

At baseline (t0), patients reported sociodemographic
data and answered (validated) questionnaires (see sec-
tion Material). After successful completion of baseline
assessment, the study team informed the recruiting
health professional who was then required to have a sin-
gle desire to die-conversation with the patient within the
next 2 weeks. This intervention was designed to be a
semi-standardized, though open conversation adaptable
to the health professionals’ style and circumstances. No
pre-formulated phrases were provided, but desire to die
had to be topic of the conversation. Health professionals
filled out a documentation sheet of the conversation and
sent it to the research team which then went on to per-
form two post-assessments at 1 (t1) and 6 weeks (t2)
afterward. For procedure details, see Figure 1.

Statistical analysis was performed using SPSS Statistics
25.16 Research was conducted according to the Declaration
of Helsinki. Ethical approval for this study was obtained
from the Ethics Committee of the University of Cologne
(#17-265) and the study was registered in the German
Clinical Trials Register (DRKS00012988; registration date:
27.9.2017). We followed the STROBE Reporting Guideline.

Sampling

We followed a convenience sampling strategy to encour-
age health professionals to consider as many patients as
possible for a discussion about desire to die. Other rea-
sons for the sampling strategy included that recruiting of
large samples in palliative care settings is known to be dif-
ficult due to gate keeping by health professionals and
patients’ fast deterioration of physical and mental
health.1” We instructed trained health professionals about
inclusion criteria for recruiting patients and provided

flyers with information about the study for approaching
them. Inclusion criteria for patients were

(1) prognosis of death within 3—12 months (assessed
by the “surprise question”18)

(2) adult (older than 18 years)

(3) patient informed consent

(4) cognitive ability to participate, according to health
professionals estimation

(5) German language ability.

We aimed at recruiting patients of all ages, genders, eth-
nicities, types of medical diagnosis, and care settings to
gather a heterogeneous sample.

Material

Assessment of patient relevant outcomes

Recent literature shows correlation of different aspects of
experience in patients receiving palliative care with the
development of a desire to die; these aspects served as
our patient-relevant outcomes. To evaluate effects of a
desire to die conversation on these outcomes, we used
five validated questionnaires and one Visual Numerical
Scale (VNS). For further details, see Table 1.

As patients in advanced stages of disease are often
unable to fill out questionnaires, we administered them in
form of a standardized quantitative procedure: The
researchers read the instructions and questions aloud to
the patients, who gave their answers verbally.

Statistical analysis

Analysis focused on the change in patient-reported out-
comes from t0 to t1 and t0 to t2, respectively. We analyzed
data with the non-parametric Wilcoxon-Mann-Whitney-
Test with significance level of 5% for changes from t0 to t1
and t0 to t2. Additional explorative subgroup analyses by
age, gender, diagnosis, existing desire to die and whether
it was addressed proactively (by health professional) or
reactively (by patient) followed. We used the same tests
for exploratory subgroup analyses of the main outcomes
and analyzed socio-demographic data descriptively. As
reported in our study protocol, the intended sample size
was N =300 to detect even small within-group effects
(Cohen’s d < 0.2 for the whole group and Cohen’s d < 0.5
for subgroups of n = 40).12 All patients with a valid assess-
ment at t0 (baseline), t1, and t2 (post-intervention) were
included for analysis.

Results

Between April 2018 and March 2020, 42 health profes-
sionals suggested 173 patients for study participation,
n =85 of them attended baseline assessment. Reasons
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Figure 1. Procedure and attrition flowchart.

for non-participation were patient death or patient’s
refusal, for example, due to other priorities in the last
phase of life. Intended sample size was not met, yet
power was found to be sufficient for detection of large
effects.12 For n =79 of these patients, health profession-
als documented a desire to die-conversation. These con-
versations had a mean duration of 43 min (range: 1-120)
and often ended in initiation of therapeutic measures
(e.g. involving a psychologist) or patients’ preferred mode
of care either at home or in an institution (e.g. a hospice).
For the post-assessments, n=64 and n=46 patients
completed t1 and t2, respectively. This yields an overall
drop-out rate (from t0 to t2) of 73.4% which was due
either to patient wish (31.4%), patient death (54.3%),

deterioration in physical and/or mental health (8.6%) or
unknown (5.7%).

Sample

Patients were 50 women and 35 men with a mean age of
69.1 years (SD = 12.5). According to recruiting health pro-
fessionals, 22% of them had a DD. For detailed informa-
tion on the patient sample, see Table 2.

Patient-relevant outcomes

Datawere not normally distributed according to Kolmogorov-
Smirnov, so we evaluated differences in distributions using
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Table 1. (Validated) questionnaires used for evaluation of desire to die conversation.

Construct Questionnaire Psychometric properties Structure
Patient-Health Patient Doctor Relationship Good psychometric properties!® 9 items;
Professional-Relationship Questionnaire (PDRQ-9)* 5-point Likert scale;
Scores: 0-35
Depression Patient Health Good psychometric properties, 9 ltems;
Questionnaire-9 (PHQ-9)* sensitivity for change, and is widely  4-Point Likert scale;
used in palliative care samples2® Scores: 0-27
Hopelessness Beck Hopelessness Scale Validated in various subgroups of 20 ltems;
(BHS)*21 the German general population?? Dichotomous true- or false-
answers
Scores: 0-20
Death and Dying Distress  Death and Dying Distress Scale  Validated for patients with 20 ltems;
(DADDS)* advanced cancer? 5-Point Likert scale;
Scores: 0-75

Validated in German samples
of patients receiving specialized

20 Questions;
Dichotomous yes- or no-answers

palliative care?

Desire to die Schedules of Attitudes Toward
Hastened Death (SAHD-D)*
Will to live Visual Numerical Scale /

Scores: 0-20
Single-item Visual Numerical
Scales (VNS);
Scores: 0-10

*Validated German Version.

the two-tailed Wilcoxon signed-rank test (paired data) or
Mann-Whitney U-test (unpaired data), respectively. At t1
after the conversation, patients reported significantly
lower depression scores (med =8, M=8.1, SD =5.4) than at
baseline (med=9.5, M=10.5, SD=5.8) with Z=-3.220,
p =0.001, and Cohen’s d =0.42. Lower scores for death and
dying distress, hopelessness and desire to die were not sig-
nificant, as were higher scores for will to live and patient-
doctor-relationship (see Figure 2). There was no deterioration
in any of the outcomes measured.

Exploratory subgroup analyses

Exploratory subgroup analyses revealed no significant
effects of age (=65 vs <65), gender (female vs male), the
two largest groups of diagnoses (oncological vs neurologi-
cal) and desire to die (present vs absent). Additionally, we
conducted a more thorough exploration of the changes in
depression from t0 to t1 and tO to t2. To strengthen the
clinical relevance of our findings, we split the sample along
a known cut-off into two groups with either a high (=10;
“medium-severe depression”) or low (<10; “mild-moder-
ate depression”) expression.?> Looking at changes in
depression median, scores decreased significantly for
patients with medium-severe depression from tO
(med=14, M=15.2; SD=3.9) to t1 (med=9, M=9.8;
SD =5.1) with Z=-3.730, p =< 0.000 and Cohen’s d=1.2. It
is noteworthy to add that in this group, decrease in depres-
sion narrowly missed significance at t2 with p=0.051,
despite small group sizes. There was no significant decrease
in depression for the mild—moderately depressed.

Discussion
Main findings

Desire to die is frequent in patients receiving palliative
care, yet is insufficiently addressed by health profession-
als, often due to fear of an iatrogenic risk for their
patients.” Within the scope of our sample, our study nev-
ertheless provides first data to empirically support that
proactively addressing desire to die does not harm. Over
a period of up to 6 weeks after a conversation, patients
reported no significant changes, but also no deterioration
on any of the examined outcomes. Yet, trends are point-
ing toward potentially relieving effects of a desire to die-
conversation in patient depressiveness.

Strengths and weaknesses of the study

Instead of one question about distress,!! we assessed the
effects of desire to die-conversations through validated
guestionnaires of patient-reported outcomes: Depression
was the only outcome with statistically significant
improvement for the whole sample. As depression is a
major influencing factor for developing a wish to hasten
death,® reducing it through conversation might act thera-
peutically significant. This effect only holds for patients
with medium-severe depression, suggesting either poten-
tial floor effects or a specific benefit for only patients with
highly burdensome depression. However, data on other
depression treatments patients might have received at
the time of study was not available, allowing a chance of
bias in individual cases.
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Table 2. Patient characteristics.

Characteristic n (%)
Diagnosis
Oncological 54 (63)
Neurological 12 (14)
Geriatric/multimorbid 7 (6)
Chronic obstructive pulmonary disease (COPD) 7 (8)
Other 5(6)
Mortality(upon study completion)
Deceased 45 (53)
Alive 15 (18)
Not determinable 25 (29)
Care setting
Outpatient care at home 30 (35)
Palliative care station 16 (19)
Residential care 16 (19)
Hospice 11 (13)
Other 12 (14)
Education
Higher education 12 (14)
Secondary school 67 (82)
No finished education/no information provided 6(7)
Occupation before illness
Yes 47 (55)
No 37 (43)
No information provided 1(2)
Ethnicity
Born in Germany
Yes 78 (92)
No 7(8)
German native speaker
Yes 77 (91)
No 2(2)
No information provided 6(7)
Desire to die
As judged by the HP during conversation
Patient has a DD 19 (22)
Patient has no DD 60 (71)

No information provided 6(7)
Who addressed desire to die in conversation?

Proactively addressed by HP 60 (71)
Reactively addressed by patient 18 (21)
No information provided 7 (8)

No other change in outcomes reached significance, yet
some descriptive patterns emerged. The expression of
wish to hasten death and will to live remained stable, sug-
gesting that these phenomena occur simultaneously. It
also underlines that reducing a wish to hasten death is not
necessarily needed to reduce patient suffering in the form
of depression. If a desire to die merely suggests an accept-
ance of death, its reduction might not even be desirable:
a desire to die can serve as a positive means to remain in

control of one’s life.3 Hopelessness showed descriptive
trends for improvement as well. In our sample of patients
near death, certain BHS-items on hopes for the future
were deemed inappropriate. Therefore, the BHS had the
highest number of missing values. This is in line with
known criticisms, so future studies might benefit from
using the BHS-short.26 Over all assessment points, our
patient sample scored relatively low on death and dying
distress, indicating a floor effect. Together with the ceiling
effect behind the stable high of therapeutic alliance, this
might indicate a selection bias. It might also imply that
health professionals consider a good patient-relationship
as prerequisite to a desire to die-conversation.’

The latter indicates gate-keeping: despite advice to ask
all palliative patients for participation, health profession-
als might have felt reluctant to ask patients they did not
deem as stable. Therefore, conclusions from our data
about patients with a worse mental health status that
usually report desire to die more frequently have to be
interpreted with caution.®

Interpretation of our results at t2 and the results from
our subgroup analyses are limited by small sample size,
caused by drop-out, a problem frequent in palliative care
research.l” Especially interpretation of effectiveness in
our subgroup analyses may be further compromised,
since direction of changes in group distribution of mild-
moderate and medium-severe depressed patients
remained statistically inconclusive.

Strengths and weaknesses in relation to
other studies

Research in the adjacent fields of psychiatry and suicidol-
ogy established that asking about suicidal ideation and
suicidality does not cause iatrogenic risk for patients.10
These results applied to desire to die in palliative patients
only in analogy, as patients receiving palliative care are in
the unique situation of suffering from a life-limiting dis-
ease. Our results therefore suggest that there is no spe-
cific iatrogenic risk of proactively addressing desire to die
for palliative patients in our sample. In palliative care
research, a recent study about the clinical evaluation of
the wish to hasten death in oncology patients proposed
similar results.’? Our findings compliment, but exceed
those in two relevant aspects:

1. Our results are generalizable for the whole desire
to die-phenomenon, of which the wish to hasten
death is only one possible expression. This is rele-
vant since desire to die expressing the acceptance
of death without the wish to hasten it or simply a
tiredness of life is much more common than a
wish to hasten death.?
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Figure 2. Median and standard deviation of all main outcomes.

2. Our patient sample allows for a generalization to
all diagnoses requiring palliative care. Not only
oncological patients frequently report desire to
die, but desire to die and suicidality are common
in neurological or multimorbid geriatric popula-
tions as well.?”

However, we aimed for, but did not achieve heterogeneity
regarding patient ethnicity, since used questionnaires
were only validated in German and health professionals
did not suggest non-native German patients. This limits
our interpretation to German native speaking patients.

Practical implications

The majority of patients expressing a desire to die will not
die from medical aid in dying.> However, with contempo-
rary trends toward more liberal related regulations in
numerous countries, an expansion of cases deemed eligi-
ble for these practices can be observed.?® Currently, the
debate mainly revolves around the practical realization of
such requests and its regulations. Here, we suggest to
start conversation about desire to die as the first interven-
tion before any others.

In Germany, the German Palliative Care Guideline for
Patients with Incurable Cancer even added the proactive
addressing of desire to die as a recommendation follow-
ing expert consensus.3 Carefully and respectfully explor-
ing the background and function of a desire to die might
allow the health professional to suggest therapeutic

measures to date unknown to the patient. It has been
shown that most patients receiving palliative care barely
know related services or alternatives to assisted suicide or
euthanasia.?? Moreover, they are often not well informed
about these requested practices either. Of course, the
respective legal framework affects these conversations:
Patient expectancies and physician possibilities likely
shape content and structure of desire to die-conversa-
tions. And yet, accepting desire to die as a possible way of
dealing with a life-limiting disease and not as an immedi-
ate call to hasten death allows health professionals to take
a step back.

Within the framework of our study, trained health pro-
fessionals held desire to die-conversations supported by
our clinical approach.’315 Addressing the topic without
prior training might cause adverse outcomes, as inade-
quate communication can cause heightened fear and
stress in patients.3 A communicative approach to desire
to die that is teachable and adaptable is a practical, low-
cost intervention that can meet the growing demand to
adequately deal with the phenomenon.

Future research should focus on the beneficial effect
on patients within methodically rigorous study designs
using control groups but also optimize training modules
for health professionals.
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