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to such conversations. These include assumptions about the 
nature of human health and illness, the methods required 
to study them, or the objectives of health research. Within 
a single discipline, such assumptions often function as 
tacit forms of normativity, helping scholars collaborate by 
building on a common ground that can be taken for granted 
(Cribb 2020). However, when scholars collaborate across 
disciplinary boundaries, these implicit assumptions can 
become obstacles to meaningful dialogues, contributing to 
misunderstanding or conversations at cross purposes (Door-
nebosch et al. 2022

Medicine, Health Care and Philosophy

).
In this article, we discuss and use a normativity map-

ping review, i.e., a method that we have developed to map 
the aforementioned assumptions—the explicit and implicit 
forms of normativity at work in scholarly literature in inter-
disciplinary fields of health research. With normativity we 
refer to values, frameworks, and understandings of goods 
and bads that guide social practices (Taylor 2003)—includ-
ing the epistemic practices of scholars (Haraway 1988; 
Jasanoff 2004). With explicit normativity, we refer to com-
mitments that are articulated in discourses, e.g., in the forms 
of values that ethicists use to justify the desirability of 

Introduction

Interdisciplinary collaborations have become a cornerstone 
of contemporary health research. They are perceived as 
helping to make knowledge more robust (Nowotny et al. 
2003). However, such collaborations can also be difficult 
in practice. Among others, they can be hindered by the dif-
fering assumptions that scholars from various fields bring 
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practices. With implicit normativity we refer to those more 
tacit forms of normativity that shape social practices (Tay-
lor 2003). Following Carter (2018, p. 190) we take implicit 
normativity to consist of “unstated or taken-for-granted 
assumptions about what is good and bad, right or wrong, 
required or not required”.

A “normativity mapping review” reviews scholarly litera-
ture, systematically extracts values, frameworks, and actions 
as units of “normative information” (Mertz et al. 2016, p. 7), 
and compares them to map normativity at work in a field. 
While values and frameworks help to identify more explicit 
forms of normativity, actions help to elucidate more implicit 
forms. In reviews within health research, actions are often 
understood as interventions and assessed in terms of their 
measurable outcomes (e.g., Kampstra et al. 2018). In this 
review, we approach actions not in terms of the goods they 
demonstrable produce, but in terms of the goods they are 
expected to produce. We take actions to imply “that things 
could and should be better than they are” (Carter 2018, p. 
189). We approach them as “keyholes” (Hochschild 2016) 
through which the contours of better worlds—those scholars 
seek to help realize—can be seen. By extracting, mapping 
and comparing values, frameworks, and actions, a norma-
tivity mapping review aims to make visible the normativity 
that structures interdisciplinary fields of knowledge. Mak-
ing such structures visible can help us engage with norma-
tive assumptions shaping epistemic practices, make implicit 
normativity more explicit, and foster interdisciplinary dia-
logues and collaborations.

We discuss this methodology by engaging with schol-
arship on end-of-life (EOL) care in long-term care (LTC) 
institutions authored by scholars from Austria, Switzerland, 
and Germany—the field that has inspired us to develop a 
methodology capable of making more tacit forms of nor-
mativity visible. EOL care refers to the care provided to 
individuals in the final phase of life. EOL care in LTC insti-
tutions brings together scholars from a range of disciplines, 
including nursing, geriatrics, medicine, and bioethics.

How residents live and die in LTC institutions is an 
important issue that benefits from contributions across vari-
ous disciplines and fields of inquiry. However, scholarship 
on EOL care exemplifies the challenge of interdisciplin-
ary collaborations. Scholars agree that the quality of EOL 
care in LTC institutions should be improved (Froggatt et al. 
2020, Harasym et al. 2021), but they disagree on how such 
improvements could and should be achieved, suggesting a 
diversity of actions (Van Den Noortgate and Van den Block 
2022). The diversity of suggested actions reflects the com-
plexity of the problem. EOL care raises moral dilemmas, 
such as the permissibility of practices of assisted dying, as 
well as practical challenges, such as how to care for resi-
dents who may no longer be able to express their wishes 

(Alanazi et al. 2024). These problems become even more 
pressing in the context of LTC institutions, which are often 
shaped by resources constraints (Harasym et al. 2020), 
including shortages of caregivers and time that restricts care 
practices. However, in this review we argue that the diver-
sity of actions stems not only from the complexity of the 
problem, but also from varying conceptions of what goods, 
rights, and better worlds scholars consider worth pursuing.

In this article, we seek to map these normative concep-
tions with the help of a normativity mapping review. Such 
a review can enhance our understanding of the sometimes 
tacit forms of normativity that shape research on EOL care 
in LTC institutions. We propose that making these under-
lying normative understanding visible can also improve 
practice. Making tacit forms of normativity explicit can 
facilitate dialogues and collaborations between different 
groups of caregivers involved in EOL care in LTC settings.

Methods

Design

In light of our interest in normative dimensions of knowl-
edge production, we built on the major tenets of a “focused 
mapping review and synthesis” (Bradbury-Jones et al. 
2019). Such a review has four primary features. It: (1) 
focuses on a specific area of knowledge production (rather 
than the entirety of evidence), (2) explores this in an epis-
temological context, (3) results in a descriptive map of the 
characteristics of research (findings), and (4) comments on 
knowledge production (rather than the state of findings) 
(Bradbury-Jones et al. 2019).

While we approached EOL care and normativity in a 
broad way, we restricted the geographic scope of our review. 
Our goal was to produce a sample of literature that enabled 
mapping various normative elements within comparable 
settings. The provision of institutionalized LTC varies 
significantly between countries, primarily in its organiza-
tion (by public, for-profit or non-governmental providers), 
financing (cash benefits, in kind benefits or out-of-pocket 
payments) and resource generation (via general taxation, 
mandatory social security and voluntary private insurance) 
(Flawinne et al. 2023). Within this diverse landscape, Ger-
many, Austria, and Switzerland are comparatively similar, 
as they are comparably wealthy, have similar care systems, 
and also share the German language. Moreover, health dis-
ciplines in Germany, Austria, and Switzerland often share 
bodies of knowledge, i.e., each other’s publications, guide-
lines, and recommendations.
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Eligibility criteria

We were interested in original research articles in English 
or German in which the authors made normative statements 
about EOL care in institutionalized LTC. Considering our 
interest in original research, we excluded literature reviews. 
We included literature with at least one affiliation with an 
institution located in Austria, Germany, and/or Switzerland 
among the authors. We made no restrictions regarding the 
publication date and included publications from interna-
tional peer-reviewed journals.

Search strategy

We used terms and slogans from the “hospice movement”, 
a social movement that has problematized how societies 
deal with death and dying (Heller et al. 2012), as search 
terms. We assumed that the use of terms and slogans from 
the hospice movement in scholarly literature signalled invi-
tations to improve EOL care and could therefore be used as 
“markers” for normativity. We conducted a non-systematic, 
free web search on terms and slogans used by the hospice 
movement in Austria, Germany, and Switzerland, searching 
for websites, white papers of associations, societies, and 
regional sponsors, as well as textbooks that reviewed the 
historical developments of hospice culture in this regional 
area (Heller et al. 2012; Spörk and Heller 2012).

For the systematic search, we used MEDLINE, Scopus, 
and LIVIVO in January 2023 using the following terms and 
phrases in English and German: “Life to the end”, “Until 
the end”, “Giving life to the days”, “Human Dying”, “Self-
determination”, “Autonomy”, “Quality of Life”, “Dignity”, 
and “Accompaniment”. We used the setting of institution-
alized LTC and the context of the end of life or dying as 
additional search components. We used wildcards to include 
different spellings and word endings of the search terms.

Selection of articles

The articles could be automatically narrowed down to 
publications with at least one contribution from an author 
affiliated with an institution in the German-speaking area. 
Publications were then automatically limited to English or 
German language and to “article” publication type.

Two authors (JEM, IM) independently screened titles, 
abstracts, and full texts. They discussed discrepancies in the 
selection process until a consensus was reached (Fig. 1). We 
used the Systematic Reviews Web App Rayyan QCRI 25 
for data management during the selection. Table 1 lists all 
articles that met our inclusion criteria.

Data analysis

Our data analysis followed qualitative content analysis 
strategies (Schreier 2012). We grounded our objective to 
map normativity in three units of “normative information” 
(Mertz et al. 2016, p. 7) that we systematically extracted 
from all articles: (1) values, (2) frameworks, and (3) actions. 
These units served as primary categories in our data analysis.

The three analytical categories evolved throughout 
the research process, in which we combined deductive 
with inductive strategies. While we used values from the 
beginning, we identified frameworks as a recurring unit of 
normative information during analysis and subsequently 
incorporated this category. Initially, we had also planned to 
use categories like the authors’ imaginations on good EOL 
care or problematizations. However, as these proved suit-
able for only a portion of our sample, we discontinued their 
use. Conversely, we observed that all articles contained 
actions, likely reflecting the practice-oriented nature of 
health sciences research. Using actions helped us to accom-
modate the heterogeneous nature of literature included in 
our sample, while also allowing us to ground our interest in 
more implicit forms of normativity in data segments that we 
could extract from all articles.1

Considering our objective to map the scope of norma-
tive understandings at work in the scholarly literature, we 
did not assess the robustness of claims, e.g., by differentiat-
ing between empirically grounded or primarily conceptual 
research. We treated all actions as keyholes to normativ-
ity underpinning scholarship. We analysed the articles’ 
texts. We did not analyse tables, figures, or primary quotes 
because information was reduced and abstracted to such an 
extent that the underlying implicit assumptions could not 
be reconstructed. Subsequently, we merged codes and clus-
tered codes into subgroups. Two authors (JEM and IM) per-
formed the data analysis and synthesis.

Results

Characteristics of included articles

We included 15 articles after full text screening (Table 1). 
Their publication year ranged from 2003 to 2022, with most 
in 2020 (n = 3) and 2021 (n = 3). 7 articles were published 
in interdisciplinary journals. 4 articles were published in 

1   The actions differed in form. The first type involved descriptions of 
experiences with specific actions which often appeared in the results 
sections of empirical articles. The second type took the form of calls 
for transformation or recommendations, typically found in the discus-
sion sections of empirical articles or in conceptual articles. A third type 
involved descriptions of good and desirable practices. For this review, 
we extracted actions of the first and second types.
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Fig. 1  Identification, selection, and inclusion process
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et al. 2020), which was threatened due to impaired cognition 
or structures, such as time constraints in LTC institutions.

The second most frequently used value was dignity. Dig-
nity was very often used as an adjective, such as in “dignified 
death” (Pleschberger 2007) or “dignified dying” (Stängle et 
al. 2020, 2021). Similar to autonomy, dignity was described 
as a value endangered by structural forces, such as the lack 
of resources in LTC institutions (Bollig et al. 2017) or age-
ism (Pleschberger 2007).

Frameworks

The articles also used sets of values, principles and prac-
tices, as well as approaches, which we categorized as frame-
works. These frameworks were more frequently defined 
than single values. Articles linked them to other scholars’ 
research, the guidelines of professional societies, or regula-
tions. Several articles used more than one framework (see 
Table 4).

nursing journals; 3 in medical journals.2 Authors affiliation 
was associated with departments of palliative care (n = 11), 
social sciences (n = 10) and nursing (n = 9) (Table 2).

Values

The articles used a broad range of values (Table 3), most 
often without defining them (but see Heller et al. 2003; Ple-
schberger 2007).

The most frequently used values were autonomy and self-
determination, which were used to sustain a broad range of 
actions. Among others, autonomy sustained using advance 
directives and justified voluntary stopping of eating and 
drinking (VSED) as an EOL practice (Stängle et al. 2020, 
2021). Several articles referred to autonomy as an endan-
gered value (Heller et al. 2003; Bollig et al. 2017; Klemmt 

2   One journal did not indicate its target audience.

Authors, year Country Aim of the study
Scorna et al. 
2022

Germany To examine, from an ethical perspective, the processes that take 
place when people are dying and are transferred

Frewer-Grau-
mann and Teich-
müller, 2021

Germany To investigate the cooperation between an elderly care facility and 
an outpatient hospice service

Stängle et al. 
2021

Germany, 
Switzerland

To assess the experiences, personal attitudes, and professional 
stances of Swiss health care professionals toward voluntary stopping 
of eating and drinking

Droz Mendelz-
weig 2020

Switzerland To investigate how advanced directive interventions in nursing 
homes strive simultaneously to behave in line with the principles of 
care ethics

Klemmt et al. 
2020

Germany To explore wishes and needs, such as existing and preferred com-
munication processes, of residents and relatives regarding medical 
and nursing planning at the end of life

Groebe et al. 
2019

Germany To get insights into specific requirements and conditions for com-
munication about the end of life in various EOL care settings

Klemmt et al. 
2021

Germany To provide information about the content of living wills of nursing 
home residents

van Oorschot et 
al. 2018

Germany To systematically determine the kind of care and support that nurs-
ing home residents desire

Stängle et al. 
2020

Germany, 
Switzerland

To assess the incidence of voluntary stopping of eating and drinking 
in long-term care and to gain insights into the attitudes of long‐term 
care nurses

Reitinger et al. 
2018

Austria To highlight some of the most important insights into themes and 
issues that relatives of persons having died in a nursing home find 
essential

Bollig et al. 
2017

Austria, 
Germany

To explore ethical challenges and approaches to implement system-
atic ethics work in nursing homes

George 2015 Germany To describe the nursing, medical and psychosocial situation of dying 
people in nursing homes and formulate suggestions for improvement

Lederer et al. 
2015

Austria To implement a palliative treatment plan in nursing homes, and to 
test its efficiency

Pleschberger 
2007

Austria To explore the meaning of dignity with regard to EOL issues from 
the perspective of older nursing home residents in western Germany

Heller et al. 
2003

Austria To investigate under which conditions quality of life of dying per-
sons in long-term care can be maintained until the end and the care 
system can be aligned with the guiding category of dignity

Table 1  Included articles 
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a “process of planning for future medical care (…), par-
ticularly for situations when the patient becomes unable to 
participate in decisions about treatment and care” (Lederer 
et al. 2015, p. 988); or, following Rietjens and colleagues 
(2017) as “the ability to enable individuals to define goals 
and preferences for future medical treatment and care, to 
discuss these goals and preferences with family and health-
care providers, and to record and review these preferences 
if appropriate” (Klemmt et al. 2020, p. 2664).

A second set of frameworks involved different combina-
tions of the adjectives “palliative” and “hospice” (hospi-
zlich), used by 73,33% of the articles (See Table  4). The 
meaning of this second set of frameworks was significantly 
more fluid than ACP, ranging from the descriptive naming 
of a field of care to prescriptions on how to take care. For 
instance, “palliative care” and “palliative medicine” were 
often used without definitions or references and denoted 
a field of care (Frewer-Graumann and Teichmüller 2021). 
By contrast, the combination of palliative with “hospice” 
or with terms such as “culture” or “philosophy” combined 
descriptions of a field of care with prescriptions of how to 
take care. For instance, “hospice accompaniment and pal-
liative care” was described as the “practices of the hospice 
movement”, which aim “to maintain the quality of life 
until the end through a holistic view of the dying” (Frewer-
Graumann and Teichmüller 2021, p. 13), involving a “radi-
cal orient[ation] towards the needs of those affected and 
their relatives” (Frewer-Graumann and Teichmüller 2021, 
p. 13). Similarly, the use of “culture” and “philosophy” 
marked more prescriptive understandings of care. One arti-
cle explained that a palliative culture would consist in the 
integration of palliative care into the standard care of LTC 
institutions (Heller et al. 2003), describing palliative care 
as an “interdisciplinary, interprofessional and interorganiza-
tional care concept”, which is “oriented towards proactive 
decisions to ensure quality of life and dignity in the sense of 
a socio-psychosomatic and spiritual understanding until the 
end” (Heller et al. 2003, p. 361).

A third set of frameworks consisted of care concepts and 
approaches. Such frameworks were often used to emphasize 
that good EOL care went beyond addressing residents’ med-
ical needs and preferences. For instance, “holistic and indi-
vidualized care” relied on “[k]nowing about a broad range 
of psychosocial, spiritual, and existential aspects along 
with preferences for physical care” (Groebe et al. 2019, p. 
2). Dignity-oriented approaches underlined that “‘people 
matter as individuals, for who they are and not what they 
can do’” (Pleschberger 2007, p. 201). While they empha-
sized, that residents were more than bodies, they differed 
in how they situated these bodies. They ranged from care 
approaches that emphasized that care ought to be oriented 
towards the needs of residents, the “affected persons and 

First, 53,3% of the articles referred to the framework 
of advance care planning (ACP) (Bollig et al. 2017; van 
Oorschot et al. 2018; Groebe et al. 2019; Droz Mendelz-
weig 2020; Klemmt et al. 2020; Klemmt et al. 2021; Scorna 
et al. 2022; Lederer et al. 2015).3 ACP was described as: 

3   ACP was also referred to as “Vorausplanung zum Lebensende” (in 
German) or “advance planning of medical and nursing care” (Klemmt 
et al. 2021).

Table 2  Publication characteristics of included studies
Total n (%)

15 (100%)
Year
 2003 1
 2007 1
 2015 2
 2017 1
 2018 1
 2019 2
 2020 3
 2021 3
 2022 1
Affiliated country*
 Germany 30
 Austria 15
 Switzerland 8
Journal
 Zeitschrift für Gerontologie und Geriatrie 3
 Age and Ageing 1
 American Journal of Hospice & Palliative Medicine 1
 BMC Palliative Care 1
 Deutsche Medizinische Wochenschrift 1
 Journal of Advanced Nursing 1
 Journal of Clinical Nursing 1
 Journal of Pain and Symptom Management 1
 Journal of Research in Nursing 1
 MMW - Fortschritte der Medizin 1
 Pflege und Gesellschaft 1
 Scandinavian Journal of Caring Sciences 1
 Wiener Medizinische Wochenschrift 1
Affiliated department*
 Palliative care and organisational ethics 11
 Social sciences 10
 Nursing 9
 Palliative medicine 6
 Health care research 4
 Oncology 2
 Gerontology 2
 Anaesthesiology and intensive care 2
 Economy and management 1
 General medicine 1
 Education 1
 Applied ethics 1
 No data 5
*Multiple countings
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(Lederer et al. 2015; Bollig et al. 2017; van Oorschot et 
al. 2018; Droz Mendelzweig 2020; Klemmt et al. 2020; 
Klemmt et al. 2021). Actions in this group were often seen 
as answers to specific problems, such as medically unnec-
essary and socially disruptive hospitalizations or conflicts 
between groups of caregivers. They were often tied to the 
framework of ACP.

These actions included the use of particular documents 
or “tools” (Droz Mendelzweig 2020), such as living wills 
(Lederer et al. 2015; van Oorschot et al. 2018; Klemmt et 
al. 2021) or advance directives (Lederer et al. 2015; Droz 
Mendelzweig 2020; Klemmt et al. 2020); guidelines, e.g., 
to reduce the number of hospitalizations (Scorna et al. 
2022); or invitations to make concepts for ACP (Bollig et al. 
2017; van Oorschot et al. 2018; Klemmt et al. 2021). They 
were described as serving multiple purposes. Among oth-
ers, they could avoid hospitalizations (Lederer et al. 2015; 
van Oorschot et al. 2018), safeguard residents’ autonomy 
(Lederer et al. 2015; Klemmt et al. 2021), prevent conflicts, 
reduce stress and anxiety, ensure the satisfaction of patients, 
families, and caregivers (Lederer et al. 2015), and promote 
dialogues and cooperations between professional caregiv-
ers, residents, and their relatives (Droz Mendelzweig 2020).

Transforming cultures of care

The second group of actions concerned more comprehen-
sive transformations in the cultures of care of LTC institu-
tions to improve EOL care. They focused on implementing 
a specific framework, such as a “palliative care culture” 
(Reitinger et al. 2018) or a “hospice philosophy” (Frewer-
Graumann and Teichmüller 2021) in LTC institutions.

One article described the “cooperation with an outpatient 
hospice care service” (Frewer-Graumann and Teichmüller 
2021) as a way to establish a palliative care culture in LTC 
facilities. Such a collaboration could improve how dying is 
dealt with, help caregivers develop hospice competences, 
and also support relatives (Frewer-Graumann and Teich-
müller 2021). Another article highlighted the involvement 
of relatives as a means of transforming care cultures and as 
an indicator of a good care culture (Reitinger et al. 2018), 
framing relatives “person[s] in need (to be cared for)” and 
as “co-carer[s]” (Reitinger et al. 2018, p. 244). One article 
described the use of “ethics consulting as an instrument of 
anticipatory decision-making” (Heller et al. 2003, p. 363) as 
an action that could support the implementation of a pallia-
tive culture.

Accompanying residents’ end-of-life practices

A third group of actions consisted in the invitation to dis-
cuss “voluntary stopping of eating and drinking” (VSED) 

their relatives” (Frewer-Graumann and Teichmüller 2021) 
or the “family system” (George 2015, p. 24) to approaches 
that conceptualized care on the level of the institution, such 
as the framework of “caring institutions” (Reitinger et al. 
2018)—linked to the work of Tronto (2010)—or the com-
munity, such as the concept of “compassionate end-of-life 
care in the community” (Kellehear 2005; Reitinger et al. 
2018). The latter emphasized that the responsibility for EOL 
ought to be shared in “communities” or societies, rather than 
being “delegated to nursing homes, hospitals and hospices, 
[or] pushed back into the private sphere” (Reitinger et al. 
2018, p. 249).

Moreover, fourth, a third of all articles also referred to 
one or several ethics frameworks. These included the prin-
ciples of biomedical ethics (Bollig et al. 2017; Klemmt et 
al. 2020; Scorna et al. 2022), “care ethics” (also referred 
to as “nursing ethics” or “relational ethics”) (Bollig et al. 
2017; Reitinger et al. 2018; Droz Mendelzweig 2020), “pal-
liative care ethics” (Bollig et al. 2017), and the “ethics of 
end-of-life care” (Droz Mendelzweig 2020). The principles 
of biomedical ethics were described as “respect for auton-
omy, nonmaleficence, beneficence, and justice” (Bollig et 
al. 2017, p. 2)–with autonomy being described as especially 
important. The latter was deemed to be challenged in LTC 
institutions, e.g., in situations in which residents were no 
longer able to articulate their wishes. In those cases, “care 
ethics”, “based on relations and the reflection of nursing 
practices” and the understanding of human selves as “fun-
damentally connected beings” (Bollig et al. 2017, p. 11), 
could help provide better EOL care.

A final fifth frameworks was the one of a “right-to-die 
society” (Stängle et al. 2020), where a desire to die could be 
openly communicated.

Actions

The articles mentioned many possible actions that could 
improve EOL care in LTC institutions. We ordered them into 
four groups (see Table 5). Three of them were tied to a par-
ticular framework: The first group (planning EOL decision 
making) involved actions tied to ACP. The second group 
(transforming cultures of care) concerned transformations 
in LTC institutions to implement frameworks such as pal-
liative care. The third group (accompanying residents’ EOL 
practices) extended the scope of EOL practices to assisted 
dying. A final fourth group comprised residual actions, 
which were not tied to a particular framework.

Planning end-of-life decision making

The first group of actions focused on taking actions in 
the present to manage EOL decision making in the future 



A normativity mapping review on end-of-life care in long-term care institutions by authors from Germany,…

Ta
bl

e 
4 

Fr
am

ew
or

ks
 u

se
d 

in
 a

rti
cl

es
Sc

or
na

 
et

 a
l. 

(2
02

2)

Fr
ew

er
-

G
ra

u-
m

an
n 

et
 

al
., 

20
21

St
än

-
gl

e 
et

 a
l. 

20
21

D
ro

z 
M

en
de

l-
zw

ei
g 

20
20

K
le

m
m

t 
et

 a
l. 

20
20

G
ro

eb
e 

et
 a

l. 
20

19

K
le

m
m

t 
et

 a
l. 

20
21

va
n 

O
or

sc
ho

t 
et

 a
l. 

20
18

St
än

-
gl

e 
et

 a
l. 

20
20

R
ei

t-
in

ge
r 

et
 a

l. 
20

18

B
ol

-
lig

 
et

 a
l. 

20
17

G
eo

rg
e 

20
15

Le
de

re
r 

et
 a

l. 
20

15

Pl
e-

sc
h-

be
rg

er
 

20
07

H
el

le
r 

et
 a

l. 
20

03

To
ta

l
%

 o
f 

ar
ti-

cl
es

 
m

en
(1

) A
dv

an
ce

 c
ar

e 
pl

an
ni

ng
x

x
x

x
x

x
x

x
8

53
,3

(2
) V

ar
ia

tio
ns

 o
f p

al
lia

tiv
e 

or
 h

os
pi

ce
 

ca
re

x
x

x
x

x
x

x
x

x
x

x
11

73
,3

 P
al

lia
tiv

e 
(h

ea
lth

) c
ar

e
x

x
x

x
x

x
x

x
8

53
,3

 P
al

lia
tiv

e 
Ve

rs
or

gu
ng

x
x

x
3

20
,0

 P
al

lia
tiv

e 
m

ed
ic

in
e

x
x

2
13

,3
 P

al
lia

tiv
e 

an
d 

ho
sp

ic
e 

ca
re

, c
ul

tu
re

s/
ph

ilo
so

ph
y

x
x

x
x

x
x

6
40

,0

(3
) C

ar
e 

ap
pr

oa
ch

es
x

x
x

x
x

x
x

x
x

9
60

,0
 N

ee
d-

ba
se

d
x

x
x

x
x

x
6

40
,0

 P
at

ie
nt

-c
en

tre
d

x
x

x
x

4
26

,6
 P

er
so

n-
ce

nt
re

d
x

x
2

13
,3

 S
ub

je
ct

-, 
ta

rg
et

 g
ro

up
 o

r i
nd

iv
id

ua
liz

ed
x

x
x

3
20

,0
 D

ig
ni

ty
 o

rie
nt

ed
x

1
6,

67
 C

ar
in

g 
in

st
itu

tio
ns

x
1

6,
67

 E
O

L 
ca

re
 in

 th
e 

co
m

m
un

ity
x

1
6,

67
(4

) E
th

ic
s a

pp
ro

ac
he

s
x

x
x

x
x

5
33

,3
 P

rin
ci

pl
es

 o
f b

io
m

ed
ic

al
 e

th
ic

s
x

x
x

3
20

,0
 C

ar
e 

et
hi

cs
x

x
x

3
20

,0
 E

O
L 

ca
re

 e
th

ic
s

x
1

6,
67

 P
al

lia
tiv

e 
ca

re
 e

th
ic

s
x

1
6,

67
(5

) R
ig

ht
 to

 d
ie

 fr
am

ew
or

k
x

1
6,

67



I. Metzler et al.

al. 2019; Scorna et al. 2022) or the improvement of profes-
sional guidelines or legal regulations (van Oorschot et al. 
2018; Groebe et al. 2019; Stängle et al. 2021). One article 
recommended to assess and monitor the quality of care 
(George 2015).

Several articles also suggested research as an action 
to improve EOL care (Pleschberger 2007; George 2015; 
Groebe et al. 2019; Klemmt et al. 2020; Frewer-Graumann 
and Teichmüller 2021; Klemmt et al. 2021). Research could 
help understand the value of particular instruments (Groebe 
et al. 2019; Klemmt et al. 2020, 2021) or learn more on 
the wishes and needs of residents (and their relatives) (Ple-
schberger 2007; Frewer-Graumann and Teichmüller 2021; 
Klemmt et al. 2021).

Discussion

In this review, we extracted values, frameworks and actions 
from a sample of the interdisciplinary literature on EOL care 
in LTC institutions to develop a better understanding of both 
explicit and implicit forms of normativity at work in this 
body of scholarship.

Our analysis showed that scholars from various disci-
plines have contributed to the literature on EOL care in LTC 
institutions, with no single discipline dominating the study 
of EOL care in these settings. The relatively small size of 
our sample (n = 15) and the slow increase in the number of 
articles published per year suggest that EOL care in LTC 
institutions is a fairly neglected topic in scholarly literature. 
However, the COVID-19 pandemic, which has affected res-
idents and caregivers in LTC institutions, might also have 
had an impact on the relative neglect of this topic, as other 
topics, such as protecting the health of residents, might have 
become more urgent.

We have extracted values, frameworks, and actions from 
the sample. Values such as autonomy and self-determination 
as well as dignity were used by many articles, very often 
without definition and, notably, to sustain the desirability 
of often very different actions. This shows that values can 
be interpreted very differently. We take this to suggest that 
extracting single values from a body of literature is not the 
most informative category when mapping normativity. Val-
ues gain their meaning from the context in which they are 
used, e.g., the practice or actions they are deemed to jus-
tify. The same value can be used to support very different 
actions, limiting the utility of values as a standalone cat-
egory of normativity.

We have also deduced frameworks, i.e., sets of values 
and practices, that were often linked to references such as 
scholarly literature or guidelines. Frameworks were more 
helpful for mapping normativity. While several articles used 

(Stängle et al. 2020) as an EOL practice. VSED was 
described as “the autonomous decision of a discerning per-
son (…), [who] stops the intake of food and liquid with the 
intention of prematurely ending [their] life” (Stängle et al. 
2020, p. 527). While professionals’ understanding of and 
attitudes towards VSED were reported to be ambivalent, 
VSED was conceptualized as an EOL practice that could 
protect autonomous decision-making of a resident to end 
their life and enabled dignified dying (Stängle et al. 2020).

Residual actions

A final group of residual actions comprised actions that were 
not aligned with any specific normative framework. They 
ranged from transformations of practices inside LTC insti-
tutions, over collaborations with external actors, to actions 
that policymakers were invited to take.

Several articles underlined the importance of creating 
structures and spaces to facilitate conversations and dia-
logues, thus embracing the practice of talking (also salient 
in the first and second group) while extending it beyond the 
tabooed issue of death and dying (Groebe et al. 2019). Two 
articles also discussed how ethics works, e.g., as “system-
atic ethics work”—“‘the (.) systematic use of different mea-
sures, tools and places to enhance ethics discussions and 
ways to handle ethically difficult situations and choices in 
nursing homes’” (Bollig et al. 2017, p. 2)—could improve 
EOL care (Scorna et al. 2022).

A very prominent type of actions concerned training and 
qualifying professional caregivers (George 2015; Lederer 
et al. 2015; Groebe et al. 2019; van Oorschot et al. 2018; 
Klemmt et al. 2020; Stängle et al. 2020; Scorna et al. 2022).

Several types of actions involved collaborations. These 
included: involving and including relatives (George 2015; 
Reitinger et al. 2018; Groebe et al. 2019; Klemmt et al. 2020; 
Scorna et al. 2022); enhancing collaborations between dif-
ferent groups of (professional and lay) caregivers (George 
2015; Lederer et al. 2015; Reitinger et al. 2018; Frewer-
Graumann and Teichmüller 2021; Scorna et al. 2022); and 
encouraging collaborations with external actors (George 
2015; Reitinger et al. 2018; Frewer-Graumann and Teich-
müller 2021; Scorna et al. 2022)—including: general practi-
tioners (George 2015; Scorna et al. 2022), ACP counsellors 
or outpatient hospice services (Frewer-Graumann and Tei-
chmüller 2021). Two articles called for fostering networks 
with “caring communities” (George 2015; Reitinger et al. 
2018).

Another set of actions addressed the responsibilities of 
policymakers, as these involved the structures in which LTC 
institutions were embedded. Such actions included calls for 
the provision of appropriate financial and personal resources 
(van Oorschot et al. 2018; Reitinger et al. 2018; Groebe et 
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common theme across all groups of actions. Likewise, there 
was broad agreement that communication and training of 
caregivers are essential for improving the quality of EOL 
care. A recurrent tenet throughout the literature is the recog-
nition that improving EOL care is also a political issue and 
responsibility—linked to the allocation of resources to LTC 
institutions.

However, there were also notable differences, specifi-
cally between the first group of actions, tied to the frame-
work of ACP, and the second group of actions, aligned with 
the framework of palliative care cultures. A comparison 
of these two groups can help us reflect on the dimensions 
of more implicit forms of normativity. The two groups of 
actions differed in how they conceptualized improvements. 
Actions in the first group were often suggested to mitigate 
specific problems, such as conflicts between caregivers or 
unnecessary hospitalizations. In this group, improving EOL 
care was about reducing such foreseeable bads through 
specific practices and procedures. More than being guided 
by imaginations of good or right EOL care, these actions 
appeared to be tied to efforts to reduce bads and wrongs. 
Improving EOL care was a matter of avoiding poor prac-
tices and addressing problems. The second group of actions, 
tied to the framework of palliative care culture, was not so 
much about addressing specific bads or wrongs, but about 
implementing imaginations of good and right EOL care, 
such as palliative care cultures. These contrasting orienta-
tions towards improving EOL care suggest that normativ-
ity can be grounded either in the management of bads and 
harms or in the pursuit of normative ideals.

Moreover, the two groups also differed in how they envi-
sioned improvements to occur. Actions associated with 
ACP involved tools—such as advance directive forms—
that caregivers could use in specific practices. In this first 
group, enhancing EOL care was seen as a matter of intro-
ducing tools into LTC institutions. In contrast, the sec-
ond group made no use of such tools. Instead, its actions 
focused on developing healthcare professionals’ skills and 
competences, emphasizing the value of adding caregivers 
with embodied expertise and particular moral sensibilities 
to LTC settings. Here, good EOL care was not embedded in 
tools, but in people—their practical know-how, tacit knowl-
edge, and moral sensibilities. In one group, normativity was 
embedded in non-human tools designed to improve human 
practices; in the other, it was inextricably tied to embodied 
knowledge and moral sensibilities of people.

These differences suggest that the normativity at work 
in this body of literature takes shape between two poles: 
a more procedural pole, involving standardized tools that 
people can use in specific practices to address problems and 
improve EOL care, and a more substantive pole, which cen-
tres on the embodied competences and moral sensibilities 

more than one of them, the framework of ACP and pallia-
tive care frameworks were significantly more often used 
than others. The meaning of palliative care frameworks 
was comparatively fluid. It ranged from descriptions of a 
field of care to prescriptions of good care. More prescriptive 
uses were often tied to uses of terms such as “cultures” or 
“philosophies”.

A comparison of these frameworks reveals important 
differences in how they conceptualize residents, their rela-
tionships with family members, and their caregivers. The 
framework of ACP, for example, often approaches residents 
as future patients whose autonomy in EOL decision-making 
should be safeguarded. In contrast, frameworks associated 
with palliative care culture and some care models—such as 
person-centred care—advocate for a broader view of resi-
dents as persons rather than merely patients, emphasizing 
their relational embeddedness. Moreover, the frameworks 
differ in the degree to which they locate the responsibility 
for good care in individual caregivers, LTC institutions, 
or society. These differences suggest that distinct theories 
of the social (Fay 1996; Latour 2007)—namely, varying 
understandings of human selves and their entanglement in 
relationships and structures—are at work in the literature.

The frameworks also help to situate normativity in schol-
arly research, as their usage appeared to follow temporal 
and geographic patterns. Given the small size of our sample, 
the following interpretation should be approached with cau-
tion. Nonetheless, the right-to-die framework was invoked 
in only one article authored by researchers based in Swit-
zerland, while this framework—and the broader topic of 
assisted suicide—was absent from the other articles. This 
likely reflects differing national attitudes toward assisted 
suicide among the three countries represented in this review. 
Additionally, we observed that palliative care frameworks 
spanned a wide range, from descriptive accounts of care 
practices to prescriptive visions of good EOL care. The lat-
ter, often articulated through terms such as “palliative care 
cultures” or “philosophies”, were predominantly found in 
earlier studies, particularly those authored by researchers 
affiliated with Austrian research institutions. In contrast, the 
framework of ACP has become more prominent in recent lit-
erature, likely mirroring its rising importance in policy and 
regulatory discussions. It also appears to be the preferred 
framework among authors affiliated with German institu-
tions. These temporal and geographic patterns suggest that 
the normativity at work in scholarly literature reflects the 
context in which scholarship emerges.

We have also extracted actions within the literature, treat-
ing them as signifiers of more implicit forms of normativity. 
Many of these actions were shared across the sample. For 
instance, the view that residents should be encouraged to 
articulate their preferences, wishes, and needs emerged as a 
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fields can be complicated by the differing and often tacit 
normative assumptions that scholars bring to such conver-
sations. Making these implicit understandings more explicit 
can facilitate conversations and collaborations. These dis-
cussions need not determine which forms are more appro-
priate, desirable, or justified, as different understandings of 
normativity are not mutually exclusive. However, making 
them explicit can help develop common ground on how 
different approaches might be combined—for instance, 
through divisions of labour—to improve residents’ living 
and dying experiences in LTC institutions. This can enhance 
interdisciplinary collaborations, transforming tacit forms 
of normativity from obstacles into resources for collective 
engagement.
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of caregivers to realize imaginations of good EOL care. 
The former frames improvement in terms of adding tools 
and applying standards to reduce problems, while the latter 
emphasizes affective engagements within situated contexts.

When reflecting on implications for future research, it is 
important to acknowledge the potential limitations of our 
study. First, we relied on terminology rooted in the hospice 
movement to identify relevant articles across multiple dis-
ciplines. As a result, we may have overlooked contributions 
from scholars who use different terms. Second, we excluded 
non-peer-reviewed literature from our sample, possibly 
marginalizing perspectives from researchers who publish 
outside of peer-reviewed journals. Third, we focused on 
literature from three countries, based on the assumption 
that their healthcare systems are comparable and that they 
share a common body of knowledge. However, our findings 
revealed geographic differences within the sample, high-
lighting the situated nature of normativity in scholarly lit-
erature. Accordingly, we do not claim that our findings can 
be generalized beyond the contexts of the three countries 
included in this study.

Future explorations of the breadth of normativity in EOL 
care in LTC institutions could benefit from incorporating lit-
erature from additional countries. Moreover, a normativity 
mapping review could be expanded to other materials and 
data, such as policy documents or position papers. Such an 
approach could help to both broaden and refine the map of 
normativity at work in the field of EOL care in LTC settings.

Conclusions

We developed and used a normativity mapping review to 
map the normativity at work in the literature on EOL care 
in LTC institutions from authors with Austrian, German, or 
Swiss affiliations.

We showed that normativity on EOL care in LTC institu-
tions takes shape in between two poles— a procedural pole 
focusing on tools that caregivers can use to improve EOL 
care by addressing problems, and a more substantive pole 
centred on the embodied skills, competences, and moral 
attitudes that caregivers need to realize visions of good EOL 
care.

Moreover, our research also showed that extracting val-
ues, frameworks and actions from a body of literature is 
a valuable methodology for mapping normativity. Using 
actions as analytical category can enhance engagements 
with more implicit forms of normativity, particularly in 
practice-based field such as health sciences.

Such a normativity mapping review can also help 
improve practices in interdisciplinary fields, such as EOL 
care in LTC institutions. Collaborations between different 
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