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Abstract

Background: Chronic illnesses and multi-morbidity can threaten competence and independence, particularly in

old age. Autonomy becomes increasingly important in the context of sedation, as in this case medication leads to
(further) changes of consciousness. The study aimed to identify possible age-related differences in the perspectives of
healthcare professionals on patients’autonomy, in the context of sedation in specialised palliative care.

Method: Secondary analysis of interviews with healthcare professionals, analysed by qualitative content and linguis-
tic conversation analysis. The interviews analysed span 51 healthcare professionals in specialised palliative care across
17 centres (adult inpatient and specialist palliative home care services) in Germany.

Results: The study shows that the perspectives of healthcare professionals on patients autonomy differs according
to the age of the patient in the context of sedation in specialised palliative care. The different perspectives may lead
to different ways of treating the patients, for example a greater space of autonomy and decision-making for younger
patients.

Conclusion: In particular, measures that may restrict consciousness (e.g. sedation) and thus influence patients’ability
to fully exercise their autonomy and fully participate in decision-making require special attention by healthcare pro-
fessionals with respect to possible influences on treatment, such as different perceptions by healthcare professionals
based on the patient’s age or age-related stereotypes.
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What is already known about the topic?

+ The worldwide average life expectancy is continu-
ously rising, leading to a growing proportion of
older people in society. With this trend, possible
age-related factors and special needs of older peo-
ple become more important.

+ In end-of-life care, communication, autonomy
and decision-making are becoming particularly
important. Multi-morbidity and/or need for care
can restrict a person’s autonomy, especially when
not compensated for by supporting environmen-
tal factors. This becomes even more important in
the context of sedation as this can lead to changes
in consciousness and consequently to restrictions
patient’s expression of autonomy - for example in
decision-making.

+ In the context of the preferences and conditions
for older people with co-morbidities to participate
in medical decision-making the preferred role for
older patients was for the doctor to make the final
decision after considering the patient’s opinion
(32.7%), and the most common actual role was that
the patient was not asked for their opinion (27.5%).
Thereby, the reason for the most common barrier
for communication was the patient’s illness and not
their age.

What this paper adds

+ In the study, two complementary qualitative analy-
sis methods were combined (qualitative content
analysis, linguistic conversation analysis) in an
innovative and exploratory approach.

« The paper identifies age-related differences in per-
spectives on patients’ autonomy of healthcare pro-
fessionals and the influence of those professionals
on the autonomy and decision-making of younger
and older patients in the context of sedation in spe-
cialised palliative care

« In addition to medical factors, it is important to
sensitively consider other implicit factors that influ-
ence decisions and the involvement of patients in
the decision-making process.

Implications for practice, theory or policy

+ To avoid age-discrimination it is important to
encourage and support healthcare professionals’ self-
reflection, and to raise awareness of it through train-
ing and education. Critical questioning of stereotypes
can contribute to effective erosion of stereotypical
patterns and instead to lead to the development of
alternative mental structures.

+ Intensified collaboration of geriatricians and geron-
tologists within palliative care may be instrumental

+ In future, it has to be clarified where and how age
discrimination comes into effect, and how it can be
avoided. This requires further intersectional research.

Background

Currently, the worldwide average life expectancy at birth
lies at 73 years [1] and it is expected to rise, leading to a
growing proportion of older people in society [2]. Hence
e.g. in the healthcare sector possible age-related factors
and special needs have to be addressed. With regard to
the end of life, communication, autonomy and decision-
making are becoming particularly important in the treat-
ment and care of seriously ill people [3-5]. In situations at
the end of life the question could arise as to which dimen-
sions of autonomy must or should be promoted, pre-
served or protected. This is especially challenging when
the ability to express one’s own autonomy, free will and
free judgement is going to be limited [5]. This becomes
even more important in the context of sedation as
administering sedative medications can lead to or aggra-
vate reduction of consciousness [6] and consequently to
restrictions of communication, the ability to express one’s
autonomy and to take part in decision-making.

Up until now, only two studies could be found on
aspects of communication, autonomy and decision-
making in the context of sedation at the end of life with
a focus on age; however, neither refer specifically to
specialised palliative care [3, 4]. De Gent et al. describe
that “medical end-of-life decisions with possible or cer-
tain life-shortening effect [s]” [3] were “made for 53.6%
very old (aged 80+) patients who died non-suddenly
(vs. 63.3% for the younger patients)” [3]. These end-of
life decisions “were not often discussed with the very
old patients. Among competent patients this was less
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than compared with younger patients” [3]. Further-
more, data shows, that “[t] erminal sedation occurred
among 6.9% of the cases, two times less frequently than
for the younger patients” [3]. In a systematic review and
meta-analysis Rietjens et al. concluded that “[a] mong
patients older than eighty years, non-treatment deci-
sions occurred more frequently compared with younger
patients, while intensified symptom alleviation, palliative
sedation, euthanasia/physician-assisted suicide and life-
ending without explicit request were practiced less often”
[4]. Additionally, the authors describe “that the admin-
istration of medication with a potential or certain life-
shortening effect seemed generally to be practiced less
often among the elderly, females and less well-educated
patients compared with younger, male or more educated
patients, while decisions that include the withdrawal or
withholding of treatments seem to be more common in
these groups” [4].

A Swedish study showed that the “most common pre-
ferred role [for the patient] was for the doctor to make
the final decision after considering the patient’s opinion
(32.7%), and the most common actual role was that the
patient was not asked their opinion (27.5%)” [7]. Almost
40% of the older patients expressed that they would like
to be given more information without having to actively
ask for it, and 45% would have preferred to receive more
information than they actually received during their last
hospital stay [7]. In contrast, very few older patients did
not want to receive any information about their medical
treatment (3%) [7]. This study indicates that “the most
common barrier to communication and thus with influ-
ence on participation in medical decision making was the
patient’s own illness” [7], summarising that “preference
for participation is highly individual, and age alone is no
excuse for failing to invite the patient to participate in
medical decision making” [7].

Mercandante et al. showed in an retrospective study an
increase in opioid doses administered over the last days
of the patient’s life in both age groups, but significantly
more slowly in the age group of older patients (> 65years)
[8]. In total, 12.6% of this patient collective (n =411)
received (palliative) sedation to reduce consciousness.
At this point, there was a significant difference between
the age groups and more frequent (palliative) sedation
among younger patients [8]. Symptoms for the indica-
tion were delirious disorders/confusion (82.7%) and res-
piratory distress (15.4%) [8]. The influencing factor of a
younger age (mostly <65years) for a higher probability of
(palliative) sedation at the end of life can be confirmed by
further studies [3, 9-11].

With the aim “[t] o examine the presumed tension
between care and concern for particular patients, and
impartiality and equal concern for all patients also with
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regard to care for the elderly” [12] Skirbekk and Nort-
vedt conducted qualitative interviews with healthcare
professionals in Norwegian hospitals and general prac-
tices [12]. They also discussed how “the professional
thinking of medicine and nursing affects priority set-
tings for the elderly” [12]. This study reveals that older
patients not only have lower prioritisation in “poten-
tially life-saving medical intervention [s]” [12] with
regard to prioritisation decisions, but also a lower pri-
ority compared to younger patients in basic care [12].
These results indicate “that even if elderly patients were
not openly discriminated because of their age, some
important factors lead to different treatment for old and
young patients” [12]. One explanation by the healthcare
professionals is, that “elderly patients are not as likely
to recover completely from their illnesses as younger
patients. In general, complications are more prob-
able, and elderly patients’ quality of life is not likely to
improve as much from treatment as younger patients’
quality of life. Further, the risk associated with many
forms of treatment becomes greater as the patients get
older” [12]. Finally, taking into consideration “[h] ealth
professionals’ assessments concerning quality of life, and
patients’ and relatives’ preferences, cannot be devoid of
value. Medical knowledge is not without implicit val-
ues and clinical judgment is always informed by norms.
Informal and taken-for-granted norms for healthcare
professionals’ decision-making might become problem-
atic if alternative ways of prioritising are rarely consid-
ered or discussed. Ideals of care are generally associated
with other-concern, empathy, contextual sensitivity, and
competent moral perception” [12].

Especially in the context of the patients’ health condi-
tion and ability to assert autonomy and participation in
decision-making becoming more limited, it seems really
important to identify possible factors of influence for
decision-making on the side of healthcare professionals,
loved-ones and the patients’ legal representatives.

Therefore, this study aims to identify possible differ-
ences in the perspectives of healthcare professionals and
their influence on the autonomy and decision-making of
younger and older patients in the context of sedation in
specialised palliative care. The study focuses on all forms
of sedation in the context of specialised palliative care
which are reducing the consciousness of the patients.
A special category in the range of sedation is “continu-
ous deep sedation” “Palliative sedation” is defined by the
European Association for Palliative Care as “the moni-
tored use of medications intended to induce a state of
decreased or absent awareness (unconsciousness) in
order to relieve the burden of otherwise intractable suf-
fering in a manner that is ethically acceptable to the
patient, family and health-care providers” [13].
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Research design and methods

Methodology

Answering the research question required an explora-
tive design and the use of qualitative methods, since the
constructs and concepts to be investigated are not yet
sufficiently known in their combination and therefore a
particular openness and flexibility towards the research
object was required [14]. The interviews that form the
basis for this analysis were conducted as part of the ‘Sed-
Pall’ consortium study in subproject two. With focus on
the research question as well as openness and flexibility
a first, random, review of the transcribed interviews took
place by the first author of this study (SK, gerontologist).
After reviewing the interviews for piloting and method
reflection for the intended analysis, it became apparent
that in addition to the explicit statements made by the
healthcare professionals there were also implicit aspects,
which could not be accounted for and evaluated by a
qualitative content analysis. The theoretical interest of
conversation linguists lies first of all in the reconstruc-
tion and explanation of conversational competence, but
beyond that, conversation analysis also has the potential
to be used in an application-oriented and practical way
to remedy or improve for example conflicting or deficient
communication processes [15]. Emotions determine a
large part of the processes of perception, thoughts and
actions and are, therefore, important in almost all areas
of the human experience [16]. By means of language,
emotions are expressed and named, aroused, intensified
and constituted through specific representations [17].
Within linguistics, emotion linguistics therefore pertains
to the question of how linguistic representations are used
to infer inner emotional states and processes of human
beings [17].

Topic guide development and data collection

The qualitative interview topic guide was developed
by two research associates (VH, PhD medical ethics,
female / JB, MA sociology, male), with support from a
senior researcher (ES, Medical doctor, MSc palliative
care, female) and the multi-professional research con-
sortium, based on available literature and the research-
ers’ working experience. Both VH and JB were trained
and experienced in the development of topic guides
as well as conducting and analysing interviews. Quali-
tative researchers in the department and a qualitative
expert group at LMU university were also consulted
for feedback and to facilitate self-reflection. The final
topic guide (see as example for physicians supplement
material 1) covered five main topics, with some vari-
ance regarding different professions: Experience with
sedation and participant’s understanding of sedation
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in specialist palliative care, indications for and inten-
tions behind sedation therapy, decision-making process
and consent, challenges and opportunities, dying under
sedation. The topic guide was intended to create an
environment for the participants to describe their expe-
riences with and views on sedation as openly as possi-
ble. The topic guide was piloted in six interviews, with
VH, JB and ES revising the guide where appropriate.

Recruitment took place in 10 palliative care units and
seven specialist palliative homecare teams in 12 Ger-
man cities. In each participating centre, a local contact
person (often an experienced MD or nurse who knew
the team well) was named and involved in identifying
and establishing contact with potential interview candi-
dates. Potential candidates were contacted by either JB
or VH, informed of the study’s aims, the interviewer’s
experience and credentials and the interview setting.
The participants had the opportunity to ask questions
regarding the study and gave their oral and written
informed consent prior to the interview. The inclusion
criteria were experience with at least one case of seda-
tion and sufficient command of the German language.
Purposeful sampling was implemented to ensure a var-
ied sample regarding profession, position, age, gender
and working experience.

The interviews were conducted by VH and JB face-
to-face in the participants’ workplaces between July
2018 and September 2019, often in blocks of 2—4 inter-
views per recruitment centre. During the interview, no
other personnel was present. Field notes were written
and compared after each interview or block, in which
personal observations and possible reactions or biases
were also included. Four scheduled interviews had to
be cancelled because of illness or unexpected schedul-
ing conflicts. The interviews’ duration ranged from 45
to 90 minutes. No repeat interviews were conducted.
During the interview process, the researchers engaged
in constant self-reflection and discussed whether new
and important themes had emerged that made changes
to the topic guide necessary and whether data satura-
tion had been achieved, which constituted the end of
the interview period.

All interviews were audio-recorded and transcribed
verbatim, including anonymisation. Data on sociode-
mographic and professional background were collected
using an anonymised questionnaire. The participants did
not receive the anonymised transcripts. Ethical approval
was given by local ethics committee (reference num-
ber 18-191,19.04.2018) and the study was performed in
accordance with the relevant guidelines and regulations
(Declaration of Helsinki). The COREQ checklist was fol-
lowed to ensure methodological rigour (see supplement
material 2).
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Participants

The database for the secondary analysis is 51 interviews
on sedation with healthcare professionals in the field of
specialised palliative care (adult inpatient and specialist
palliative home care services) in Germany. Interviewees
(n =51) were between 25 and 64years old (on average:
48years) and mainly female (# =33 / male n =18). They
worked in specialised inpatient palliative care (n =32),
specialised palliative home care services (n =18) or both
settings (n =1). They were physicians (n =23), nurses
(n =20) or other professionals (in total # =8. Physiother-
apists n =2; psychologists n =2; respiratory therapists
n =1; spiritual caregivers n =3). Their working experi-
ence in general ranges between 2 and 40years and lies
on average in 21years. In the field of palliative care their
working experience ranges between 0,75 and 23 years and
lies on average in 8 years.

In order to analyse explicit expressions within the
interviews regarding aspects of age- related differences
in perspectives of healthcare professionals on patients’
autonomy, a secondary qualitative content analysis [18]
with an constructivist approach was used. To go beyond
and systematically reveal even implicit notions between
the lines, the content analysis was complemented by a
linguistic conversation analysis focusing on linguistic
representations of age-related differences in perspectives
of healthcare professionals on patients’ autonomy. Since
this secondary analysis was not planned during the ini-
tial topic guide development, the data were not collected
with a specifically gerontological focus and therefore,
they were used for secondary analysis in this work. As a
result of the explorative characteristics of the research at
hand, two qualitative research methods (qualitative con-
tent analysis, linguistic conversation analysis) were com-
bined to achieve a complementary viewpoint [19].

Qualitative content analysis

Following the process model of structuring qualitative
content analysis (see Fig. 1), at the beginning all inter-
views (n =61) were analysed with regard to formal
aspects [18]. These were sociodemographic informa-
tion and references to the chronological age of the inter-
viewees in the context of field notes. After this step 10
interviews had to be excluded because there were no
references from the healthcare professionals to the age
of the reported patients (n =10). Thereafter, 51 Inter-
views remained which could be analysed. This was fol-
lowed by an assessment of the key topics in relation to
the research question (autonomy, decision-making)
within the interviews. As the interviews were not origi-
nally conducted with these key topics, this step was
important to allow further analysis. On reviewing the
interviews, the age groups were derive from literature
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[20-22] determined as: patients with a chronological
age of less than 60 years were coded as ‘younger patients,
while patients with a chronological age of greater/equal
60years were coded as ‘older patients’ Patients were
also coded according to the respective attributions
of the healthcare professionals (e.g. ‘younger patient’
into the group ‘younger patient’). For the coding pro-
cess MAXQDA software (version 20) [23] was used by
one researcher (SK) in close discussion and collabora-
tion with the other authors of the study. Following the
process model, categories were deductively derived and
defined from previous theoretical knowledge and the
state of the literature, and coding rules were formulated.
In addition, typical anchor examples were formulated
in advance in the main categories. In the course of the
coding process, these were gradually replaced or sup-
plemented by anchor examples from the material. After
half of the coded material (25 interviews), the previously
deductively-formed categories were thus successively
expanded, specified and adapted within the framework
of inductive fine coding. In this way, the iterative process
necessary for the coding process became an interplay of
fine coding and specification with the material. The cod-
ing method was initially strongly theoretically coding
and then became increasingly open and axial [19].

Linguistic conversation analysis

The parts of the interviews with a reference to age were
additionally linguistically analysed using MAXQDA (ver-
sion 20) [23]. A the first step, the analysis guideline was
formed by developing an excerpt of a catalogue of vari-
ables from the emotion linguist Schwarz-Friesel [24]. The
guiding principle was thereby the research question. This
step was followed by an initial reading where the mate-
rial was checked for relevant variables [25]. The identified
relevant variables were then compared with the excerpt
prepared according to Schwarz-Friesel [24] and inte-
grated with each other. In the next step, categories were
deductively derived from these variables for the analysis.
Subsequently, the regular coding process started. The
coding process focused on the micro and meso level of
language (micro level: individual words, meso level: sen-
tences and paragraphs). In analysing the interviews, the
macro and para textual level were not considered, as
these were presented in the context of the material at
hand (transcribed interviews) to a degree that was not
relevant to the research question during the initial read-
ing. A detailed process model of linguistic conversation
analysis is attached (see Fig. 2). The entire coding pro-
cess was monitored by a linguistic researcher acting in
an advisory capacity and, for quality assurance purposes,
reflected upon, discussed and the whole research process
documented as well as in its individual steps. The criteria
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!
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category system tions of limitations and interpretation bias.
Fig. 1 Process of data analysis. Qualitative content analysis

of rule-guidance and intersubjective comprehensibil-
ity were also central in this analysis process. In order to
enable rule-guided and intersubjective comprehensibil-
ity, a detailed research diary (logbook) was also kept with
a note of the steps taken in each case and any necessary
justification. Additionally, in this logbook notes of con-
versations, discussions, agreements as well as necessary
changes, decisions and adjustments were recorded. The
coding trees for qualitative content analysis and lin-
guistic conversation analysis are not provided in this
manuscript.

Results

Qualitative content analysis

Regarding possible age-related differences in health-
care professionals’ perspectives on patients’ autonomy
a difference can be seen between younger and older
patients. While patient autonomy is emphasised in cases

of younger patients, and even advocated for —in this case
by the specialised palliative care physician towards the
primary care physician— the data set shows a tendency
of devaluation of older patients’ autonomy, consequently
restricting their range of decision-making and action.
Thus, for younger patients:

[T] he primary care physician stated: ,I won’t draw
any blood from him, hes palliative anyway and
besides, what’s up with these transfusions?‘ So I said:
“This man is of clear mind, born in 72, yes, he'll tell
you exactly what he does and doesn’t want! ( ... )
And that's what the rest of the procedure is based on,
it doesn’t work any other way” (P1).

On the other hand, for older patients, the follow-
ing example shows attempts to minimise the patient’s
expressed symptoms. The patient’s insistence is viewed
negatively, until in this case, a doctor decides to refuse
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Fig. 2 Process of data analysis. Linguistic conversation analysis

the patient’s treatment — in a more paternalistic than
advocatory way:

“[H] e always wanted to be sedated, wanted to get
the injection, so that he could fall asleep and not
wake up, was 80 years old. (...) It was only the loss
of autonomy, in the end, that was left as an indica-
tion, because he didn’t have much pain or nausea.
So really he didn’t have anything, aside from, yeah,
not being able to deal with the situation. And it

was exhausting, every day, because every day he
wanted to have the lethal injection, and it was
very difficult to get him away from that. But then I
decided not to sedate him” (P2).

Beyond that, the description of the stress experienced
in attending to an older patient and the perceived emo-
tional burden seems to be lower, where on the other
hand the attending to a younger patient is described as
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emotionally more burdensome, as it is illustrated in the
following expressions:

“[W] hen it's just end-of-life care, when they’re 95,
where everyone can, I think, follow along relatively
well. And you don’t take it home with you” (P4).

“And I think, others in palliative medicine will see it
the same way, particularly when you have a young
person in front of you, you have a pit in your stom-
ach and the decision [sedation], leaves an impres-
sion before and long after” (P1).

This difference in perception and evaluation of patient
autonomy between younger and older patients by health-
care professionals was also seen on a semantic level.

Linguistic conversation analysis

Regarding the attribution of autonomy, it is important to
take the semantic roles into consideration that healthcare
professionals ascribe to younger as well as older patients.
Although sedation is a medical treatment that cannot be
done by the patients themselves actively, the active and
passive formulations of sentences show a different degree
of involvement of the patients. Thereby, younger patients
are assigned an active role in sentence structures and are
given an acting role. For example, a healthcare profes-
sional describes in the case of a younger patient:

“And then she still wanted to, because she already
knew, if she gets sedated now, that she wouldn’t see
her parents again. And then we just had one more
week for them to really have a proper farewell, to
take all of it in, even with all the downsides, but
then we accept that, because it’s just how they want
it” (P5), “then in the end we offered to bring her to
the ward with us. That's where she was finally pal-
liatively sedated” (P7) or “in fact, we agreed on it
together, that we would sedate her, yes” (P8).

In contrast, the tendency for older patients in the sense
of a speech act analysis is to put them in a passive role
with a lower degree of involvement: “Now, in the other
case, with Mr. [name], he was already diapered” (P3) or
phrases in connection with pressure, force, or manipu-
lation such as: /W] e got it so far, that she (...) accepted
the syringe driver” (P1). In other cases, the passive role of
the patient was also applied to relatives: “/B] ut then the
carers or relatives are told: ,Now we would sedate.” (P5) or
“they will get the patient ready and sedated from us” (P6).

This shift of communication from patient to relatives
can also happen in younger patients’ cases, but without
the pejorative use of language commonly used with older
patients and the resulting constraints on their autonomy.
In connection with pressure or force, the chosen phrases
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for younger patients are more lenient or attenuated, such
as:

“But it was very clear that she didn’t want that at
all and (..) then we initially just discontinued use
of pain medication at home” (P9), ‘and then (...) we
considered a palliative sedation” (P10) or “that she
was then brought into a sedation” (P11).

In accordance with younger patients’ autonomy, pas-
sages with active or reported speech can be found in
this context: ,He just said: ,I gotta go, I need some deep
sleep, I can’t take it anymore, (...) “(P6) or ,he even said
that he wanted, he wanted to be sedated “(P12), whereby
patients can speak for themselves and are somewhat lit-
erally quoted. There are also differences in the choice
of how reassurance is phrased between the age groups.
For younger patients, the tendency is towards choosing
phrases carefully while at the same time weakening the
negative connotations of them: ,,[H] ow shall I say? “(P8),
»Lo exaggerate a bit “(P12) or , this is kind of a stupid way
of putting it, but (...) “(P13). In contrast, the tendency in
phrases for older patients is more absolute in nature with
a more justifying claim, such as: ,to be honest “(P5), ,I
have to say “(P14) or ,as one may say “(P15).

In addition to the results of the qualitative content
analysis, the linguistic conversation analysis also shows
the differences in the perceived emotional burden in
attending to younger and older patients. Healthcare pro-
fessionals are found to use normalising expressions in
relation to the dying process of older patients, in contrast
to the emphasised tragedy and burden of the dying pro-
cess of younger patients, or in their contrasting youth
with frailty, such as:

“[S] he was such a shrivelled old granny “(P5) ver-
sus “Even just seeing that, I mean, he was in his mid-
thirties and to see himself in the mirror, disfigured
by his tracheostomy tube, (..). Well that’s pretty
tough “(P12).

Aside from an uneven distribution of semantic roles
— demonstrating a tendency of passive roles for older
patients the interviews showed differences in the per-
spectives of healthcare professionals of older patients and
younger patients.

Discussion

To the best of the authors’ knowledge, this is the first
study that focuses on possible age-related differences in
healthcare professionals’ perspectives on younger and
older patients’ autonomy and decision-making in the
context of sedation in specialised palliative care. For this
purpose, an innovative study design was developed in



Kurkowski et al. BMC Palliative Care (2022) 21:71

multi-professional and interdisciplinary collaboration,
combining various qualitative evaluation methods.

The results of the qualitative data analysis shows that
healthcare professionals describe more deficit-ori-
ented perspectives of older patients, whereas a focus on
resources and aspects of vitality and youthfulness was
found toward younger patients. Also a report published
by Denninger describes that with older patients, aspects
of dependency, need for help and care are particularly
emphasised, while with younger patients, their desired
or actual independence is emphasised [26]. Ideas of nor-
mality are central to the construction of categories of
equality and inequality [26]. Hierarchies and structures
of power are always inscribed in these, for example, nor-
mative ideas of a ‘normal’ body or a ‘normal’ life [26]. For
‘old age; analogous to the category ‘disability, strong ten-
dencies towards protonormalism (“orientation towards
inflexible and fixed norms’, [26]) can be found. Impair-
ments in old age seem to violate an implicit norm to a
lesser extent and are therefore perceived as less severe
[26]. Partly because of this, in our results healthcare pro-
fessionals seem to be less burdened by the consultation
of, treatment and sedation of older patients. Lux et al.
summarise that decisions of a therapy-limiting nature
seem to be easier for older people than for younger
patients, since the end of life is more likely to be per-
ceived as natural and also inevitable [27].

In relation to autonomy, the results of the analyses
show that there are age-related differences in the per-
spectives of healthcare professionals on patients’ auton-
omy. For example, healthcare professionals tended to
perceive demanding, loud and strong-willed behaviour in
younger patients as rather positive in the sense of ‘stand-
ing up for oneself and one’s loved-ones, whereas in older
patients this is perceived as rather negatively and is clas-
sified as rebellious. These results are consistent with the
findings of Mayer and Rothermund, according to whom
observed behaviour can be explained by activated age
stereotypes and their prescriptive character, but can also
lead to misattributions [28]. This could explain, why older
patients in the interviews seemed to be less involved in
aspects decision-making. Further supporting this find-
ing, de Gendt et al. report, that compared to competent
younger patients, competent very old patients (aged
80years or older) were less frequently involved in end-
of-life decision-making (56.1 vs. 71.9%, p =0.017) [3].
Medical end-of-life decisions with a possible or certain
life-shortening effect among the oldest age group were
less frequently discussed with another physician than in
younger patients (34.9% vs. 53.9%, p =0.003) [3].

With regard to an over-adaptation and a protective,
paternalistic attitude, which is, however, based on a defi-
cit conception of ‘old age; this can be named as a form
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of positive ageism, as this also undermines the inde-
pendence and self-worth of older people in the long run
through overprotective behaviour [28]. Kitwood formu-
lated both the tendencies of over-adaptation in commu-
nication as well as in paternalistic behaviour [29]. In his
17 points of malignant social psychology, he included
forms of over-adaptation, such as not allowing people
to use their remaining abilities and skills or withholding
information from them [29]. This can be seen in the over-
adaptations that have become visible in the interviews in
form of a lower degree of involvement of older patients
in questions of decision-making as well as less severely
regarded symptoms in older patients.

Another reason for the rather early informing of
younger patients about the possibilities of (palliative)
sedation, instead of their age and thus a bias, could be
due to the presence of certain diseases, such as COPD
(Chronic Obstructive Pulmonary Disease) or ALS
(Amyotrophic Lateral Sclerosis). These diseases are
described as particularly uncertain and difficult to pre-
dict with regard to possible courses and symptom exacer-
bations [30, 31]. This is accompanied by patients who are
already well informed about the chronic condition and
therefore the ongoing course of the disease with regard to
various treatment and therapy options [30—32].

Almost regardless of age, the interviews reveal chal-
lenges with psycho-socially related symptoms for the
indication of (palliative) sedation. Overall, the literature
reveals a controversial discussion on the implementation
of palliative sedation in cases of predominantly to exclu-
sively present psychosocial symptom burden [33-35].
Challenges that further complicate decision-making for
palliative sedation in this context are described by Bruce
& Boston as the uncertainties in the definition of ‘exis-
tential suffering, the highly subjective expressions of it,
and the different personal experiences of physicians and
nurses with regard to (experienced) despair and vulner-
ability [34].

Due to the explorative character of this study as well as
the study design of secondary analysis the results should
be confirmed by further research, with particular focus
on the connection between stereotypes and images of
aging. Furthermore, it has to be clarified where and how
exactly age discrimination comes into effect, and how, in
the future, it can be avoided.

Strengths and limitations

An essential strength of this study is the innovative
approach of combining the methods of qualitative con-
tent analysis and linguistic conversation analysis. In the
case of sedation of older patients, it is evident that the
description of decision-making processes corresponds
to the semantic level. Another strength can be found in
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the large number of interviews with healthcare profes-
sionals in specialised palliative care which were analysed
for this study. In addition to this, not having a specifi-
cally gerontological focus during the interviews uncov-
ers in which contexts the calendar age of the patients is
taken into consideration and becomes meaningful for the
healthcare professionals. To analyse and contextualise
the results, it is important to disclose the epistemological
positions of the main researchers involved. On the part
of the doctoral candidate (first author), these were from a
background of social science (social work) as well as from
gerontology and palliative care. The backgrounds of the
other researchers intensively involved were: nursing sci-
ence, sociology, medicine and linguistics. Through this
interdisciplinary exchange, it was possible to discuss the
results and their interpretative uncertainties throughout
the entire research process.

On the other hand, this project faces the limitation of
selection bias, as it was easier for interviewees to remem-
ber younger patients. This led to the availability of more
data on younger patients for this secondary analysis. In
addition, using interviews with remembered cases the
likelihood of examples or cases responding to stereotypes
is greater than in observations. Using secondary analy-
sis also precludes asking further questions and explor-
ing respondents’ statements from the perspective of the
research question. In this study it would have been neces-
sary to ask questions about the intentions and influencing
factors behind the statements of the healthcare profes-
sionals. Thus, this study can only speak of tendencies and
no causal connections can be made. Another limitation
is the age limit of 60years, which was set and derived
from literature as well as the respective attributions of
the healthcare professionals in age groups (e.g. ‘younger
patient’ into the group ‘younger patient’). This has to be
further investigated in detail in another study design (pri-
mary study design) with a special focus on gerontological
issues, differences and concepts. Also, the average of age
of the healthcare professionals seems to be rather high at
48years. This also could point to a selection bias. Looking
at the generalisability of the results, there are limitations
due to the care context being specialised palliative care
and the small number of interviewees within specialised
groups of healthcare professionals. Specific limitations
in the linguistic analysis are due to the fact that aspects
of emotionality in the language were considered and
analysed, however without being able to connect these
results with the underlying intention of the statements.
Therefore, the results of this study are to be regarded cau-
tiously and should be examined and confirmed by further
in-depth research, with particular focus on the connec-
tion between stereotypes, self-images, and portrayals of

aging.
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Conclusion

The results of this study indicate that healthcare pro-
fessionals have different perceptions of younger and
older patients’ autonomy. This becomes important
in the context of sedation as administering sedative
medications can lead to (further) restrictions of con-
sciousness and consequently to restrictions of commu-
nication, the ability to express one’s autonomy and to
take part in decision-making. Therefore, in addition to
medical factors, it is important to sensitively consider
other implicit factors that influence decisions and the
involvement of patients in the process of decision-mak-
ing. It is possible that a permanent critical questioning
of stereotypes can contribute to an effective erosion of
stereotypical patterns and instead to lead to the devel-
opment of alternative mental structures. Furthermore,
it has to be clarified where and how exactly age dis-
crimination comes into effect, and how, in the future,
it can be avoided and healthcare professionals can be
supported. This requires further, and particularly, inter-
sectional research.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512904-022-00963-y .

Additional file 1.
Additional file 2.

Acknowledgments

We thank Professor Bausewein and her team for providing the data and we
would also like to thank Vanessa Radlinger for translating huge parts of the
manuscript and Claire McCall for proofreading the revised manuscript as a
native speaker. This manuscript is part of a Doctoral Degree in Human Biology.

Authors’ contributions

Sandra Kurkowski (SK): was responsible for data analysis, drafted and mainly
revised the manuscript. Being responsible for the overall content as guaran-
tor. Maria Heckel (MH): took part in data analysis and interpretation and
thoroughly revised the manuscript and all revisions. Larissa Pfaller (LP): took
part in data interpretation and thoroughly revised the manuscript and all
revisions. Joachim Peters (JP): took part in data interpretation and contributed
to the development of the study design (linguistics), thoroughly revised the
manuscript and all revisions. Jeremias Bazata (JB): data collection, supported
data interpretation, thoroughly revised the manuscript and all revisions. Eva
Schildmann (ES): supervisor of data collection, supported data interpretation
and thoroughly revised the manuscript and all revisions. Christoph Ostgathe
(CO): took part in data interpretation and thoroughly revised the manuscript
and all revisions. Being responsible for the overall content as guarantor. All
authors provided critical comments on drafts of the manuscript, read and
approved the final manuscript and its revisions.

Funding

Open Access funding enabled and organized by Projekt DEAL. This work was
supported by the German Federal Ministry of Education and Research [Project
“SedPall’, BMBF, grant no. 01GY1702].

Availability of data and materials
The datasets generated and/or analysed during the current study are not
publicly avail-able due to the fact that the doctoral thesis has not yet been


https://doi.org/10.1186/s12904-022-00963-y
https://doi.org/10.1186/s12904-022-00963-y

Kurkowski et al. BMC Palliative Care (2022) 21:71

completed, but are available from the corresponding author Sandra Kurkowski
via E-Mail (sandrakurkowski@web.de) on reasonable re-quest.

Declarations

Ethics approval and consent to participate

The qualitative interview study was approved by the Research Ethics Commit-
tee of the Medical Faculty at Ludwig-Maximilians-University Munich (reference
number 18-191, 19.04.2018). For the interviews the participants gave written
informed consent. No additional ethical approvals were required for the
secondary analysis. The study and all methods were performed in accordance
with the relevant guidelines and regulations (Declaration of Helsinki).

This study is part of a dissertation within the project “SedPall” The data and
detailed results will be available after doctoral defence. Therefore, please
contact the corresponding author.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Author details

'Department of Palliative Medicine, CCC Erlangen — EMN, Universitétsklinikum
Erlangen, Friedrich-Alexander-Universitdt Erlangen-Nurnberg (FAU), Erlangen,
Germany. %Berlin, Germany. >Institute of Sociology, Friedrich-Alexander-Uni-
versitat Erlangen-Nirnberg, Erlangen, Germany. “Chair of German Linguistics,
Friedrich-Alexander-Universitat Erlangen-Nurnberg, Erlangen, Germany.
5Department of Palliative Medicine, University Hospital, LMU, Munich,
Germany. °Charité — Universitatsmedizin Berlin, corporate member of Freie
Universitat Berlin and Humboldt-Universitat zu Berlin, Department of Hema-
tology, Oncology and Cancer Immunology, Oncological Palliative Care &
Charité Comprehensive Cancer Center, Berlin, Germany.

Received: 14 January 2022 Accepted: 26 April 2022
Published: 13 May 2022

References

1. World Health Organization. Life expectancy and healthy life expectancy;
2022. Available from https://www.who.int/data/gho/data/themes/morta
lity-and-global-health-estimates/ghe-life-expectancy-and-healthy-life-
expectancy. Accessed 11 Mar 2022.

2. European Commission. European Commission Report on the Impact of
Demographic change. Available from https://ec.europa.eu/info/sites/
default/files/demography_report_2020_n.pdf. Accessed 11 Mar 2022.

3. de Gendt C, Bilsen J, Mortier F, Stichele RV, Deliens L. End-of-life decision-
making and terminal sedation among very old patients. Gerontology.
2009;55(1):99-105. https://doi.org/10.1159/000163445 .

4. Rietjens JA, Deschepper R, Pasman R, Deliens L. Medical end-of-life
decisions: does its use differ in vulnerable patient groups? A systematic
review and meta-analysis. Soc Sci Med. 2012;74(8):1282-7. https://doi.
0rg/10.1016/j.socscimed.2011.12.046 .

5. Mdller-Busch HC. Palliative Aspekte in der Begleitung am Lebensende.
In: Maercker AH, editor. Alterspsychotherapie und klinische Gerontopsy-
chologie. Berlin: Springer Berlin Heidelberg; 2015. p. 347-75.

6. Neitzke G, Oehmichen F, Schliep HJ, Wordehoff D. Sedierung am Leb-
ensende. Ethik in der Medizin. 2010;22(2):139-47.

7. Ekdahl AW, Andersson L, Wiréhn A-B, Friedrichsen M. Are elderly people
with co-morbidities involved adequately in medical decision making
when hospitalised? A cross-sectional survey. BMC Geriatr. 2011;11(1):46.
https://doi.org/10.1186/1471-2318-11-46 .

8. Mercadante S, Aielli F, Masedu F, Valenti M, Verna L, Porzio G. Age differ-
ences in the last week of life in advanced cancer patients followed at
home. Support Care Cancer. 2016;24(4):1889-95. https://doi.org/10.1007/
500520-015-2988-y .

9. van Deijck RHPD, Hasselaar JGJ, Verhagen SC, Vissers KCP, Koopmans
RTCM. Determinants of the administration of continuous palliative

21

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32

Page 11 of 12

sedation: a systematic review. J Palliat Med. 2013;16(12):1624-32. https://
doi.org/10.1089/jpm.2013.0173 .

Ziegler S, Schmid M, Bopp M, Bosshard G, Puhan MA. Continuous deep
sedation until death-a Swiss death certificate study. J Gen Intern Med.
2018;33(7):1052-9. https://doi.org/10.1007/511606-018-4401-2 .

. Ziegler S, Schmid M, Bopp M, Bosshard G, Puhan MA. Using sedative

substances until death: a mortality follow-back study on the role of
healthcare settings. Palliat Med. 2019;33(2):213-20. https://doi.org/10.
1177/0269216318815799 .

Skirbekk H, Nortvedt P. Inadequate treatment for elderly patients: profes-
sional norms and tight budgets could cause “ageism”in hospitals. Health
Care Anal. 2014,22(2):192-201. https://doi.org/10.1007/510728-012-0207-
2.

Cherny NI, Radbruch L. The Board of the European Association for
palliative care. European Association for Palliative Care (EAPC) recom-
mended framework for the use of sedation in palliative care. Palliat Med.
2009;23(7:581-93. https://doi.org/10.1177/0269216309107024 .
Lamnek S. Qualitative Sozialforschung. 5th ed. Weinheim, Basel: Beltz
Verlag; 2010.

Steinbach M. Schnittstellen der germanistischen Linguistik: Springer-
Verlag; 2016.

Schwarz-Friesel M. Emotionalitat von Texten aus kognitionslinguistischer
Perspektive. In: Kappelhoff H, Bakels J-H, Lehmann H, Schmitt CH, editors.
Emotionen: Ein interdisziplindres Handbuch. Stuttgart: J.B. Metzler; 2019.
p. 403-9.

Schwarz-Friesel M. Sprache, Kognition und Emotion: Neue Wege in der
Kognitionswissenschaft. Sprache-Kognition—-Kultur. Sprache zwischen
mentaler Struktur und kultureller Pragung 2008:277-301.

Mayring P. Einflhrung in die qualitative Sozialforschung. 5th. Weinheim,
Basel: Beltz Verlag; 2002.

Flick U. Qualitative Sozialforschung. 2nd ed. Reinbek bei Hamburg: Row-
ohlt Verlag; 2009.

. Tesch-Romer C, Wurm S. Wer sind die Alten? Theoretische Positionen

zum Alter und Altern. In: Beitrdge zur Gesundheitsberichterstattung des
Bundes. Gesundheit und Krankheit im Alter. Eine gemeinsame Veroffentli-
chung des Statistischen Bundesamtes, des Deutschen Zentrums fir
Altersfragen und des Robert-Koch-Instituts. 2009.

Amrhein L. Die soziale Konstruktion von,Hochaltrigkeit “in einer jungen
Altersgesellschaft. Z Gerontol Geriatr. 2013;46(1):10-5. https://doi.org/10.
1007/500391-012-0459-3 .

United Nations (2015), Department of Economic and Social Affairs &
Population Di-vision, World Population Ageing. Highlights. Available from
https://www.un.org/en/development/desa/population/publications/
pdf/ageing/WPA2015_Highlights.pdf. Accessed 18 Mar 2022.

VERBI Software. MAXQDA 2022. Berlin: VERBI Software; 2021. Available
from maxqgda.com.

Schwarz-Friesel M. Sprache und Emotion: 2. aktualisierte und erweiterte
Auflage. Tubingen/Basel: Francke; 2013.

Warnke IH, Spitzmdller J. Methoden und Methodologie der Diskurslin-
guistik: Grundlagen und Verfahren einer Sprachwissenschaft jenseits
textueller Grenzen. Linguistik-Impulse & Tendenzen 2008;(31):3-54.
Denninger T. Behinderung und Alter — Betrachtungen aus einer intersek-
tionalen Perspektive. Z Gerontol Geriatr. 2020;53(3):211-5. https://doi.
0rg/10.1007/500391-020-01693-7 .

Lux R, Patzelt C, Schneider N. Altersbilder im Gesundheitssystem. In:
Altersbilder in der Wirtschaft, im Gesundheitswesen und in der pfleger-
ischen Versorgung: Springer; 2012. p. 159-250.

Mayer A-K, Rothermund K. Altersdiskriminierung. Beelmann A, Jonas KJ,
Hrsg. Diskriminierung und Toleranz: Psychologische Grundlagen und
Anwendungsperspektiven. Wiesbaden: VS Verlag fur Sozialwissenschaf-
ten; 2009. p. 215-40.

Kitwood TM, Muller-Hergl C. Demenz. Der person-zentrierte Ansatz im
Umgang mit verwirrten Menschen. 5 erg. Auflage; 2008.

Muller-Busch HC. Palliative Sedierung bei einer Patientin mit amyotro-
pher Lateralsklerose. Ethik in der Medizin. 2008;2:134-7.

Bukki J, Bausewein C. Palliativmedizin bei nicht malignen Erkrankungen:
Herzinsuffizienz, COPD, Leberversagen, terminale Niereninsuffizienz.
Zeitschrift fur Palliativmedizin 2013;14(06):257-67.

Carlucci A, Guerrieri A, Nava S. Palliative care in COPD patients: is it only
an end-of-life issue? Eur Respir Rev. 2012,21(126):347-54. https://doi.org/
10.1183/09059180.00001512 .


sandrakurkowski@web.de
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates/ghe-life-expectancy-and-healthy-life-expectancy
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates/ghe-life-expectancy-and-healthy-life-expectancy
https://www.who.int/data/gho/data/themes/mortality-and-global-health-estimates/ghe-life-expectancy-and-healthy-life-expectancy
https://ec.europa.eu/info/sites/default/files/demography_report_2020_n.pdf
https://ec.europa.eu/info/sites/default/files/demography_report_2020_n.pdf
https://doi.org/10.1159/000163445
https://doi.org/10.1016/j.socscimed.2011.12.046
https://doi.org/10.1016/j.socscimed.2011.12.046
https://doi.org/10.1186/1471-2318-11-46
https://doi.org/10.1007/s00520-015-2988-y
https://doi.org/10.1007/s00520-015-2988-y
https://doi.org/10.1089/jpm.2013.0173
https://doi.org/10.1089/jpm.2013.0173
https://doi.org/10.1007/s11606-018-4401-2
https://doi.org/10.1177/0269216318815799
https://doi.org/10.1177/0269216318815799
https://doi.org/10.1007/s10728-012-0207-2
https://doi.org/10.1007/s10728-012-0207-2
https://doi.org/10.1177/0269216309107024
https://doi.org/10.1007/s00391-012-0459-3
https://doi.org/10.1007/s00391-012-0459-3
https://www.un.org/en/development/desa/population/publications/pdf/ageing/WPA2015_Highlights.pdf
https://www.un.org/en/development/desa/population/publications/pdf/ageing/WPA2015_Highlights.pdf
http://maxqda.com/
https://doi.org/10.1007/s00391-020-01693-7
https://doi.org/10.1007/s00391-020-01693-7
https://doi.org/10.1183/09059180.00001512
https://doi.org/10.1183/09059180.00001512

Kurkowski et al. BMC Palliative Care (2022) 21:71

33. Miccinesi G, Caraceni A, Maltoni M. Palliative sedation: ethical aspects.
Minerva Anestesiol. 2017;83(12):1317-23.

34, Bruce A, Boston P. Relieving existential suffering through palliative seda-
tion: discussion of an uneasy practice. J Adv Nurs. 2011,67(12):2732-40.
https://doi.org/10.1111/j.1365-2648.2011.05711.x .

35. Rodrigues P, Crokaert J, Gastmans C. Palliative sedation for existential
suffering: a systematic review of argument-based ethics literature. J Pain
Symptom Manag. 2018;55(6):1577-90. https://doi.org/10.1016/jjpain
symman.2018.01.013 .

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 12 of 12

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions . BMC



https://doi.org/10.1111/j.1365-2648.2011.05711.x
https://doi.org/10.1016/j.jpainsymman.2018.01.013
https://doi.org/10.1016/j.jpainsymman.2018.01.013

	Possible age-related differences in healthcare professionals’ perspectives on younger and older patients’ autonomy and decision-making in the context of sedation in specialised palliative care: exploratory secondary qualitative content and linguistic conv
	Abstract 
	Background: 
	Method: 
	Results: 
	Conclusion: 
	Trial registration: 

	What is already known about the topic?
	What this paper adds
	Implications for practice, theory or policy
	Background
	Research design and methods
	Methodology
	Topic guide development and data collection
	Participants
	Qualitative content analysis
	Linguistic conversation analysis

	Results
	Qualitative content analysis
	Linguistic conversation analysis

	Discussion
	Strengths and limitations

	Conclusion
	Acknowledgments
	References


