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Background and subject

- /

Regardless of the legal possibility to use (phyician) assisted suicide, palliative patients frequently express a
desire to die or be dead. Health professionals confronted with such a desire often report uncertainty about
the appropriate therapeutic response.

One can assume that this uncertainty will increase with a changing legal landscape (e.g. the repeal of §217

National Criminal Code) and pending new regulations of physician assisted suicide.
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Desire to die in patients receiving palliative care — how to talk about it?

Background
Even though staff working in palliative care is frequently confronted

with patients’ Desire to Die (DD) statements, uncertainty remains
concerning the appropriate therapeutic response. To address this
iIssue, a training program for dealing with DD was developed, piloted
and evaluated. As part of this process, a first draft of the semi-
structured clinical interview schedule with prompts (CISP) was
designed; meant to support health practitioners’ (HPs) reactions to
patients’ DD.

The CISP allows for routinely addressing topics such as death and
dying in order to actively assess potential DD. The aim of this study
was to revise and consent the CISP for use in everyday clinical

practice.
Results

|In-person Interviews

7 men and 4 women (51 - 88 years, ¢ = 71) from different care
settings participated in individual in-person interviews. Reasons for
declining participation were (acute) deterioration of (either) bodily
and / or psychological health.

A trustful relationship between HP and patient was identified as the
central concern. This relationship is based on respectful interaction,
operationalized as taking enough time, but also conscious eye
contact and appropriate physical closeness. Other than that, the
conversation setting needs to provide privacy and safety. If deemed
neccessary and appropiate, consulting a third party, e.g. pastoral
care, was considered helpful.

Simply that someone [...] takes
my hand or touches my arm. [...]
and says ,Listen, here, | am
Jupp, Hans, Franz, | want to talk
to you about it.
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@ Beziehung
Safety Conversation cve-Contact
Setting yer-ontat
What | think is that Taking
some conversations enough She just listened to me

should not take
place in the patient
room, but [...] in a
safe space where
you can talk [..]
without other
patients Listening.

and validated me or |
looked for solutions
MYSELF and validated
them myself. [...]

She didnt do more
than that. But it was an
hour. And it helped me.

Time

a

Privacy

63 year old patient
with mammary
carcinoma

63 year old patient with
liver carcinoma

Methode

16 palliative patients were invited by HPs that were personally
aquainted with the research team (,, gatekeepers”) to take part in
semi-structured interviews.

Data was analysed using structural qualitative content analysis.
Subsequently, 377 (inter-) national experts, patient representatives
and relatives were invited to a two round online Delphi survey (a
priori consensus criterion: = 80 % agreement).
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Semi-structured Two round
interviews

Finalization of

Delphi survey CISP

57 year old
patient with
mandible

1 carcinoma

Two Round Delphi Survey (01/2018 bis 03/2018)
Opinions of n = 149 experts (39,5%) were analyzed. The sample
showed the following characteristics:

61,1% Nursing
14,1% Medical Care
14,1% Psycho-social

12,4% Research

8,7% Theoratical

8,1% Relatives

88,6% aus Deutschland
11,4% International

(Spanien, Canada, USA,
Schweiz, Norwegen,
Australien, El Salvador,
Schweden, Portugal)

D

6,7% Ethics (multiple answers allowed)

Round 1 Round 2 Increase

Mean (Standard Deviation)
Round 1 Round 2

A — Usage notes

1. Usage notes

B — Conversation Aspects
2. Actively Building the

4,32 (0.91)° 92,6 %

Relationship 4,64 (0.85) ) ) 92,6 % _ )
ER L EINEINA G lo[dSS I} 4,01 (0.94) 4,16(0.92) <005 745% 83,2% 8,7%
4. Closure of Discussion 4,62 (0.74) - - 92,6 % - -
4,64 (0.65) - - 940% - -

C — Classification, Meaning and Functions

6. Classification of DD 4,26 (1.0) 4,37(0.80) 0,10

7. Background and Meaning
4’81 (0.50) - ]

8. Functions of DD 4,31(1.07) 4,64(0.73) <0,01 839% 953% 11,4%
D — Self-Reflection

9. Conscious engagement
with own attitudes and
emotions

10. Self-Protection 4,74 (0.53)

E — Further recommended action

11. Further recommended

In total, 92,4 % of respondents rated the CISP as helpful or very
helpful for everyday clinical practice. Commentary in free texts
mostly related to proactively addressing DD, physician-assisted
suicide and active euthanasia.

Discussion

The developed and consented CISP can support health professionals
with identifiying DD in palliative patients, proactively addressing their
DD and generating an appropriate therapeutic response. This evidence-
based approach stems from the perspectives of experts, health
professionals and patients. Statements and comments from the
interviews with patients, experts and relatives, as well as data from the
Delphi survey, all represent central topics in the discussion of DD in
patients at the end of life.

852% 90,6% 54%

97,3 % - -

4,77 (0.53) - - 97,3 % - -

96,0 % - -

in dealing with desire to die of patients at the end of life.

Take Home Message A semi-structured clinical approach for (proactively) addressing desire to die can help to improve multiprofessional competences
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Insecure health professionals — how should a training program look like?

Background

Even though health professionals in palliative care are frequently confronted by their patients desire to die, they often report uncertainty
towards the appropriate way of dealing with it. To increase their self-confidence, a training program as well as a semi-structured clinical
approach were developed in a previous project."? Within a three-phase mixed-methods study this clinical approach was developed further
and consented (Phase 1).3 Subsequently, health professionals were trained in dealing with desire to die utilizing the clinical approach (Phase

2)( ™
Question How do health professionals evaluate the clinical approach and their own self-confidence in dealing with desire to die after

\participation in the training program?

Method

Within a sequential mixed-methods study, five multiprofessional two-day trainings were planned for dealing with desire to die and utilizing
the clinical approach.

Health professionals evaluated their self-confidence in dealing with desire to die by questionnaire right before (t0), directly after (t1) and
one year after training participation (t2). In addtion to general self-confidence, the questionnaire contained items concerning skills in
dealing with, knowledge about and attitudes towards desire to die. At t2, the option to answer open questions regarding the use of the
clinical approach was given. After training participation, health professionals were asked to apply what they learned in desire to die
conversations with their patients and reflect these conversations in writing.

J

Results @ 48 years (+/- 11)

Sample Between 03/2018 — 01/2020, due to high demand, 103 health
professionals participated in twelve trainings.

\
/5% women —__

o
~"
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@ 12 years (+/- 9) professional experience —
Self-Confidence
Health professionals’ self-confidence in dealing with desire to die significantly
increased through training participation (p = .000, Effect size d =.074). This effect  20% Medical Care
remained stable after one year (p = .000, d = .072). Please refer to Image 1.

46% Nursing

34% Psycho-social Care

mt0 : t1 * t2 Except for one item (,,Due to time constraints,
it is not possible for me to have desire to die 50% reported more than 10
i 16 conversations.”) all items of the three subscales cofrontations with desire to die

skills, knowledge and attitudes showed a significant
increase at both t1 and t2.

Evaluation of the Clinical Approach
At t2, 60% of health professionals considered the clinical approach to be helpful or very
helpful:

O = N W B~ U1 O Y

How self-confident do you feel in dealing
with desire to die?

48 year old
Reminding myself that there is this clinical approach inspires me to have a female

look at it once in a while. It helps to sensitize yourself again and again. palliative
care

physician

Image 1. Self-Confidence in dealing with desire to die.
Preliminary N (=45) at t2 due to ongoin evaluation.
* = significant dofferemce compared to t0 wth a=0,05.

o o _ _ These conversations were mostly very intensive and the patients were
Application of training content in real life [0y i ol on o Sl el el il ool ek

conversations with their patients was deemed | o= eiilel s 2 dail cal i e dieelale bl alale aal=h sles = o dok dal i eletil = ahis
especially enriching on a personal level:

53 year old
female
senior
physician

Reflectioe of these conversatiens and thu.sly SSVERR o5 through the training | have learned not to have fear/anxiety towards [REY year old
changes in personal perception and attitudes was [l Rl el ool b aal b oo oy ook )il A el Lo ) femaile

also considered to be beneficial: to be the one who addresses the "big pink elephant” in the room. general
physician

Discussion

The high demand (five planned vs. twelve completed training sessions) and the long-term increase in self-confidence in dealing with desire
to die confirms both the need for the training and its effectiveness. A limiting factor for the interpretation of the results is the pending
validation of the questionnaire used. Phase 3 of the study will evaluate the effect of desire to die conversations of trained health
professionals on palliative patients.

4 )
Take Home Message There is a great need for training programs on dealing with desire to die in palliative care. A training concept

including a semi-structured clinical approach can meet this need effectively and in the long term.
\_ /

. University Hospital Cologne, Centre for Palliative Medicine
State: September 2020 tw-palliativ@uk-koeln.de : +49-221-478-87835



mailto:kerstin.kremeike@uk-koeln.de

UNIKLINIK
KOLN

Centre for Palliative Medicine

Stressful or relieving — What effect do conversations about desire to die have on
patients receiving palliative care?

Background

Although health professionals are frequently confronted
with desire to die of palliative patients, they often report uncertainty
in dealing with them. To increase their self-confidence, a training
concept and a semi-structured clinical approach were developed in a
previous project.?

Within a three-phase study, the clinical approach was further
developed and consented (phase 1),%3 health professionals were
trained in dealing with desire to die using the clinical approach (phase
2) and then asked to have conversations with their patients about

Method

Within a sequential mixed-methods study a standardized survey
of patients in palliative settings was conducted. Validated
guestionnaires were used to evaluate depression, desire to die,
death and dying distress, health professioinal-patient-
relationship and hopelessness.

After researchers conducted the baseline survey (t0), trained
health professionals had an open conversation about possible
desire to die utilizing the developed clinical approach. Two (t1)
and six weeks later (t2) the questionnaire survey was repeated.

Subsequently, semi-structured interviews were conducted with
some of the patients.

possible desire to die(phase 3).

Question What effects do conversations abotu desire to die have on patients receiving palliative care?

Results
Between 4/2018 and 3/2020, 43 trained health professionals screened 172 patients for study participation; 85 could be included for the
guantitative baseline survey at t0. Data collection was completed (t0, conversation about desire to die, t1, t2) with 49 patients. Of those, 13
participated in qualitative interviews in which they were asked to talk about their experience of the desire to die conversation.

Sample
Patients were 57% female, were 69 years on average and had heterogeneous underlying diseases (59% oncologic, 13% neurologic, 28%
Qualitative Results: Sem-structured Interviews

other).
Interviews were analyzed thematically building ’

inductive categories. Although all 13 participating patients had
had a conversation about desire to die with their health
professionals, 8 were not able to explicitly recall such a
conversation upon inquiry. These patients seemed to experience
desire to die conversations as part of a (communicative) process
and not as a specific intervention:

R

Quantitative Results: Standardized Survey

Patients reported moderate depressivenes. Death and dying distress,
desire to die and hopelessness were reported to be mild. Satisfaction
with the health professional-patient-relationship was described as
consistently high which was also reported about the will to live (see
table 1).

Differences in means were tested for siginificance thorugh a two-sided
Wilcoxon-Test. Depressivenes significantly decreased from t0 to t1 (p =
.002; effect size d = .43). This difference did no longer reach
significance at t2.

There was no worsening in any of the outcomes, however, positive
trends in other outcomes were merely marginal:

Did you talk about these topics with your doctor?

Actually- NO, not really. She only asked me once, because she had
noticed that there was a living will (...), how | would like it when it the
end was approaching acutely, whether they should put me in the
hospital or not. (...) | said, yes, if | have to suffocate because | lack air |
would do it. That was the only occasion, otherwise we did not talk

Outcome N tO t0 N tl1 tl N t2 t2

Depressiveness

(Patient Health Questionnaire-9) 79 06(+/-58) 64 82(+-54 49 8(+/-57) about it.
Death and Dying Distress
(Death and Dying Distress Scale) 77 113,6(+/-7,6) | 58 |14,1(+/-8,3)| 44 | 10,8 (+/-7.5) 40 year old female patient with multiple sclerosis
Schedule of At :de::r;:otvtzzes tastencd Deathy 70 SO(48) 64 53(/42) 48 S(/-49 Patients who did recall a conversation about desire to die with
ot i their health professional experienced them as helpful:
| versorgencenbeziehung 71 31,1(+/-6) 58 32,3(+/-4,7) 42 32,1 (+/-4,5) _ .
(Patient-Doctor-Relationship-Questionnaire-9) How do you feel during these conversations?
Hopelessness 79 84 (+/-45) 61 84(+-5 48 7,8(+/-4,9) . | _ _
(Beck Hopelessness Scale) Fine. Like, on to new shores (...). This urge, it came from these
Will to Live 82  75(+-29) 63 7.8(+-26) 49 7.9 (+/-27) conversations, this, well, yes, urge to get moving.

(Visuelle Analog Skala)

Mittelwerte (und Standardabweichung) aller Outcomes zu den drei Erhebungszeitpunkten. 66 year old female patient with mammary carcinoma

Diskussion
In a heterogeneous sample of patients receiving palliative care, conversations about desire to die did not have a negative effect on any of

the outcomes. Moreover, there was a temporary improvement in depressiveness. These results are in line with previous studies on
proactively assessing desire to die of oncological patients.* Our results contribute to the evidence that supports the recommendation for
proactively addressing desire to die within the current German National Guideline on Palliative Care for Patients with a Incurable Cancer?

and may help to reduce uncertainty in health professionals.

Take Home Message An open conversation about desire to die between trained health professionals and patients receiving
palliative care does not lead to an increased burden on patients, but has the potential to relieve them.
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