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Background: For people with dementia living in nursing homes, autonomy is important. However, they experi-
ence difficulty with being heard as an autonomous person, as well as with expressing their preferences and
choices. The question is how to support their autonomy.
Objective:Despite extensive efforts to support autonomy in daily care for people with dementia living in nursing
homes, we do not know exactly what works for whom, in which context, how and why. The objective of this re-
alist review is to explorewhat is known in literature on autonomy support interventions for peoplewith demen-
tia in nursing homes.
Design: A rapid realist review of literature.
Review methods: To understand how autonomy is supported, a realist approach was applied that entailed iden-
tifying the research question, searching for information, performing a quality appraisal, extracting data, synthe-
sizing the evidence and validating the findings with a panel of experts. Causal assumptions were derived from
articles found in four bibliographic databases (PubMed, PsychInfo, Cochrane and CINAHL) leading to context
(C)–mechanism (M)–outcome (O) configurations.
Results: Data extraction from the included articles ultimately resulted in sixteen CMO configurations on four
themes: a. preferences and choice: interventions for supporting autonomy in nursing homes and their results, b.
personal characteristics of residents and family: people with dementia and their family being individuals who
have their own character, habits and behaviors, c. competent nursing staff each having their own level of knowl-
edge, competence and need for support, and d. interaction and relationships in care situations: the persons in-
volved are interrelated, continuously interacting in different triangles composed of residents, family members
and nursing staff.
Conclusion: The findings showed that results from interventions on autonomy in daily-care situations are
likely to be just as related not only with the characteristics and competences of the people involved, but
also to how they interact. Autonomy support interventions appear to be successful when the right context
factors are considered.

© 2022 The Author(s). Published by Elsevier Ltd. This is an open access article under the CC BY license
(http://creativecommons.org/licenses/by/4.0/).
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What is already known

• Thenumber of peoplewithdementia around theworld is sharply rising;
• Despite their need to feel autonomous, people with dementia have dif-
ficulty being heard as an autonomous person;

• Autonomy interventions have been found to be facilitating under spe-
cific circumstances because certain elements of interventions have
been identified as factors that influence residents' autonomy.
er the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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Box 1
Definition of realist terms (Van Hees et al., 2021).

Intervention: an action taken to support autonomy of people
with dementia living in nursing homes.
Context: context refers to ‘something that enables or disables
the current mechanism of interest to fire’. It often refers to the
‘setting’ of programs and research. As conditions change over
time, the context may also reflect aspects of those changes
while the program is being implemented.
Mechanisms: mechanisms are underlying entities, processes
or structures that influence the outcome. This can refer to pro-
cesses within the participant during an intervention or expo-
sure, as well as his or her cognitive and emotional responses,
but are typically related to the intervention or exposure being
offered. But mechanisms can also refer to the context, such
as the company in which the participant is working.
Outcome: an outcome is what can bemeasured in terms of im-
pact across the target population, using measurable or mea-
sured indicators. Outcomes can be considered as quantitative
or qualitative, intended or unintended.
CMO configuration: this concept describes the causal links be-
tween context, mechanisms and outcome that are considered
as causative explanations pertaining to the evidence on the
topic of interest.
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What this paper adds

• In this study, four themeswere defined that describe the interventions
to support autonomy in daily care for peoplewith dementia in nursing
homes: “preference and choice, personal characteristics of residents
and family, competent nursing staff and interaction and relationships”.

• Personal characteristics of the people involved significantly impact the
results of the autonomy interventions.

• This realist review demonstrates that a realist approach is helpful for
understanding nursing practice for supporting autonomy for people
with dementia in nursing homes.

1. Background

Worldwide, 55 million people – or roughly 5% of the global popula-
tion of older people – are affected by dementia; a figure that is predicted
to rise to 75 million in 2030 and to 132million by 2050. Recent reviews
estimate that globally, nearly 9.9 million people develop dementia each
year. Dementia is a degenerative disorder that, over time, causes signif-
icant cognitive decline that necessitates the need for assistance with
life's daily activities. As the condition progresses, assistance is also re-
quired for decision-making which is usually done in consultation with
surrogate decision-makers. This is especially truewhenpeople areno lon-
ger living at home, as they experience a progressive loss of choice and
control (Huijsman et al., 2020).

Nursing-home care used to primarily focus on physical care and
safety. Over the last decades however, this focus has shifted toward a
more person-centered approach to care (Kitwood, 2019) together
with a positive outlook on health (Huber, 2013). In the framework for
person-centered care by McCormack et al. autonomy is associated
with quality of life and a feeling of well-being. They state that people
feel comfortable being who they are, when closely connected to others
and respecting each other regardless of deficiencies. It has also been
suggested that the need to feel autonomous increases when people ex-
perience difficulties in their independence (Fetherstonhaugh et al.,
2016). In line with these developments, autonomy and its practical ap-
plication have become important aspects in the care for older people.

Because of this focus on autonomy, the question has been raised as
to how to adequately support the autonomy of people with dementia
who are living in nursing homes. Van Loon et al. established that, for
older people with physical impairments who are dependent on long-
term care, facilitators and barriers to interventions for supporting au-
tonomy are typically relational in nature and so are dynamic. The char-
acteristics of caregivers as well as those of the institutional policies also
impact the effect of autonomy interventions (Van Loon et al., 2019). Fol-
lowing this line, Boumans explores the influence of caregiving ap-
proaches when applying interventions to maintain the autonomy of
people with dementia in long-term care. Staff members' behavior, atti-
tudes and interactions with residents and informal caregivers appear
to contribute toward the autonomyof peoplewith dementia. Both stud-
ies, however, recommend conducting additional research to learn more
about how interventions work and what makes them work (Van Loon
et al., 2019; Boumans et al., 2019). According to the studies, to support
the autonomy of people with dementia living in nursing homes, it is
also important to improve the personal skills of the people involved.
In various ways these skills were found to be a factor that influenced
the outcome on residents' autonomy. It is not, however, precisely
known how the various types of interventions relate and how personal
interaction and competences are influential, for whom and why.

It is important to understand how these interventions – that may
have various specific objectives such as attitude, competence, frequency
of contact or flexibility in working processes – work in different con-
texts and to define how they may cohere to optimally support the au-
tonomy of nursing-home residents. It has been established that
interventions that work within a specific resident–family–nurse (trian-
gle) relationship, do not necessarily work in another relationship
(Martin and Younger, 2000). Personal characteristics and other contex-
tual factors will impact the results of a specific action. In light of this,
there is no such thing as a ‘one-size-fits-all’ intervention (Martin and
Younger, 2000).We can state that certain interventionswork under cer-
tain conditions and are influenced by the way people react to them.

The objective of this realist review is to explorewhat is known about
autonomy interventions for people with dementia in nursing-homes in
daily care: what works for whom, in which context, how and why.

2. Methods

2.1. Rapid realist review

We undertook a rapid realist review (Pawson et al., 2005). Theory
was developed using research literature and by consulting experts. The
rapid realist review has been developed as a research method that – in
a briefer timespan than a realist review – enables blending knowledge
development with daily practice, resulting in outcomes that can be ap-
plied to real-life situations.

According to Pawson et al. (2005), realist studies beginwith, and are
based on, initial hypotheses about how andwhy an interventionmay or
may not work, in which contexts and leading to particular outcomes. A
hypothesis takes the shape of a CMO configuration. The underlying
principles of realist approaches are the links between interventions,
contexts (C), mechanisms (M) and outcomes (O). Realist reviews,
therefore, have an explanatory focus and aim to uncover the mecha-
nisms of complex interventions, with particular reference to contexts
(see Box 1 for working definitions of key elements).

Our rapid realist review is consistent with Realist AndMeta-narrative
Evidence Synthesis (Rameses). This involves evolving standards and iden-
tifying the research question, searching for information, performing a
quality appraisal, extracting data extraction, synthesizing evidence and
validating findings with a panel of experts (Eidin et al., 2018).

2.2. The search strategy

We began our rapid realist review methodologically by entering
mesh terms into four electronic databases (PubMed, PsychInfo,



PubMed

("Demen�a"[Mesh] OR Demen�a[�ab] OR Alzheimer*[�ab])  AND ("Long-Term Care"[Mesh] OR "Nursing Homes"[Mesh] OR "Residen�al 
Facili�es"[Mesh] OR "Inpa�ents"[Mesh] OR  Long term care[�ab] OR Nursing home*[�ab] OR Residen�al care[�ab] OR Residen�al 
facilit*[�ab] OR geriatric residents [�ab] OR  care unit [�ab] OR  care home [�ab] OR  ins�tu�onalized [�ab] OR  ins�tu �onal care [�ab] OR
inpa�ents [�ab] OR  inpa�ent care [�ab] OR  ins�tu�onaliza�on [�ab]) AND ("Personal Autonomy"[Mesh] OR "Rela�onal 
Autonomy"[Mesh] OR "Self-Management"[Mesh] OR "Self Efficacy"[Mesh] OR "Self Care"[Mesh] OR "Pa�ent Par�cipa�on"[Mesh] OR 
"Empowerment"[Mesh] OR "Self-Control"[Mesh] OR "Decision Making, Shared"[Mesh] OR "Stakeholder Par�cipa�on"[Mesh] OR 
Autonomy[�ab] OR self-management[�ab] OR self care[�ab] OR self medica�on[�ab] OR self-efficacy[�ab] OR self-help[�ab] OR self 
control[�ab]  OR shared decision making[�ab] OR par�cipa�on[�ab] OR pa�ent involvement[�ab] OR pa�ent engagement[�ab ] OR 
empowerment[�ab] OR choice and control[�ab]) AND english[la]

Filters: from 2011 – 2022

Fig. 1. Search string
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Cochrane and CINAHL).We employed forward and backward strategies
to find all relevant literature. During our first search, we combined the
mesh terms ‘dementia’, ‘autonomy’ and ‘long-term care’, including syn-
onyms for each term. Fig. 1 shows the search string for the PubMed da-
tabase. Similar search strings – adapted to the demands of the database
– were used for PsychInfo, Cochrane and CINAHL. Additional search
strategies included citation tracking, to identify relevant papers by cit-
ing earlier work and to check the citations within the papers identified.
These searches were performed up to February 2022. Given that studies
exploring the impact of autonomy support interventions for people
with dementia in nursing homes are relatively new and our aim was
to build on the more recent publications and their references, we re-
stricted the articles to a 10-year period (Jan 2012–Feb 2022). Finally,
we only searched for English-language studies.

2.3. Selection and appraisal

At the stage of identifying and selecting papers, the articles were
screened to determine their relevance for answering our research ques-
tion. In order to perform this process consistently, the research team
(HvdW, ML, DG, KL) defined specific inclusion and exclusion criteria
(Table 1). During a title–abstract screening, two reviewers (HvdW,
ML) identified articles that had the right focus and could therefore con-
tribute to our theory development. As part of this screening the research
team searched for articles that could provide valuable insights and
Table 1
Criteria of inclusion and exclusion.

Theme Inclusion Exclusion

Design Empirical studies. Reviews
Protocols
Opinion pieces

Appraisal Adequate relevance and
rigor

Inadequate relevance and rigor

Time
setting

Date of publication: Jan
2011–Feb 2022

Date of publication: Before 2011

Language English language All other languages
Setting Long term care settings Living at home

Staying at a hospital
People living at hospices

Participants People aged 65 and
older
With a dementia
diagnosis

People under 65 without a dementia
diagnosis
People with young onset dementia
People with physical impairments
People with intellectual disabilities

Focus of
study

Autonomy
interventions in
daily-care situations

Articles specifically focusing on e-health
Articles specifically focusing on
independent functioning
Articles specifically focusing on
end-of-life decisions, freedom of mobility
or sexual expression
detail on processes, context and empirical findings. This was followed
by a full-text screening of the remaining articles. The relevance of the in-
cluded studies was once more carefully assessed against the inclusion
and exclusion criteria (HvdW, ML). Articles were further selected
based on their relevance to contributing toward the review question
based on the richness of their data. Articles were included if the publica-
tion highlighted the focus of our study: interventions for supporting au-
tonomy in daily-care situations. The term intervention was interpreted
in the widest sense of the word. We included articles that focused on a
specific approach to caregiving, on descriptions of experiences with a
caregiving approach or on a conditional action when we considered it
relevant to our study. Studies were assessed for the quality of the evi-
dence that they provided. Articles on specific themes, such as sexuality,
freedom of mobility and end-of-life decisions, were excluded. Although
these themes are closely connected to the concept of autonomy, the
main focuswas specifically the themes indicated, not autonomy. The re-
viewers discussed any disagreements until they were able to reach a
consensus. In case a consensus could not be reached, a third researcher
was consulted to arrive at a decision (DG or KL). For rigor, studies were
selected based on thequality of the evidence that they provided (HvdW,
ML). Decisions on whether to include primary studies in the review
were thus based on relevance and rigor (Hunter et al., 2022) (Box 2).

2.4. Data analyses

Two reviewers independently performed data analysis (HvdW and
ML) on the first three articles. After that, one reviewer made the selec-
tions (HvdW) and the other reviewer checked the results (ML). The
overall results were discussed in the research team (HvdW, ML, DG
and KL). Coding was performed on the intervention elements, context,
mechanism and outcome elements of all the paragraphs of the included
articles. These codes were subsequently transformed into several CMO
configurations related to our review question. Classifying the findings
on overall context factors and overall outcome factors, led to the emer-
gence of similar and complementary CMO configurations. On amore ab-
stract level we classified chains of coherence that were appropriate to
link these CMO configurations. Next we defined themes by categorizing
ox 2
uestions to help determine relevance and rigor in a realist review
ong, 2018).

Relevance:Does this piece of literature help to refine, refute, or
substantiate program theories?
Rigor: Is this piece of literature good enough to be included?
Were the methods used to generate the data credible, plausi-
ble, and trustworthy?
B
Q
(W
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all the CMO configurations addressing the same topic, into a single
theme. This provided us with a shortlist of CMO configurations, which
lead to the core of our findings.

Finally, to obtain full relevant data, we included an expert panel. Set-
ting up such a panel reflects current thinking on practice and is central
to the success of a rapid realist review in that it ensures a relevant prac-
tical focus (Eidin et al., 2018).

Our expert panel consisted of representatives of relevant stake-
holders: close relations of clients from two nursing homes (a son and a
daughter), as well as experts that were selected due to their expertise in
dementia, long-term care practice and/or public health. After collecting
and analyzing the data, the expert panel was consulted for their com-
ments and additions to the findings. The configurations were presented
to our expert panel by e-mail, accompanied by three questions:

- Do you understand the scope and relevance of the configurations
presented?

- Based on your expertise, do you recognize its contents?
- Are any topics or themesmissing youwould have expected to find in
these configurations?

On account of COVID-19, our expert panel members were
interviewed on these questions in four online groups. Our panel
consisted of experts on different aspects of our study: they either had
Identification of studies throug
Cochran

Articles identified from
4 databases (n = 1789)

Articles screened for 
Title/Abstract
(n = 1285 )

Articles screened for full text
(n = 28)

Articles included in review
(n = 16)

Id
en

tif
ic

at
io

n
Sc

re
en

in
g

In
cl

ud
ed

Flowchart. Flowchart for
scientific, professional or personal experience expertise. Aswe intended
to give each form of expertise its full weight, we decided not to converse
with all the members at the same time, but to divide them into small
groups of people who share the same expertise. After conducting
these interviews, relevant data were added to complement the ultimate
overview of CMO configurations.

3. Results

3.1. Literature search

Our literature search resulted in 1285 publications. Eventually, six-
teen published articles were included after following the agreed stages
and applying the inclusion and exclusion criteria (see the Flowchart).
The articles all had a primary focus on autonomy for people with de-
mentia in nursing homes and consisted of seven studies on advance
care planning, four studies that described relevant daily-care ap-
proaches and five studies that shared a perspective on participation
and interaction (Table 2).

3.2. Data synthesis

While categorizing the CMO configurations, we identified the fol-
lowing four themes: preferences and choice, personal characteristics
h PubMed, PsychInfo, CINAHL and 
e databases

Articles removed before 
screening:
Duplicate articles removed  
(n = 504)

Articles excluded
(n = 1257 )

Articles excluded (deviant focus, 
opinion piece, insufficient rigor, 
non-availability of article)
(n = 12)

the selection process.



Ta
bl
e
2

Th
e
in
cl
ud

ed
ar
ti
cl
es
.

A
ut
ho

r/
ti
tl
e/
co

un
tr
y/
ye

ar
St
ud

y
de

si
gn

Se
tt
in
g/
pa

rt
ic
ip
an

ts
D
at
a

co
lle

ct
io
n/
in
st
ru
m
en

ts
St
ud

y
re
su

lt
s

A
m
pe

S.
et

al
.,
20

15
,B

el
gi
um

A
dv

an
ce

ca
re

pl
an

ni
ng

fo
r
nu

rs
in
g
ho

m
e
re
si
de

nt
s
w
it
h

de
m
en

ti
a:

po
lic

y
vs
.p

ra
ct
ic
e.

O
bs

er
va

ti
on

al
,c
ro
ss
-s
ec
ti
on

al
st
ud

y
on

po
lic

y
an

d
pr
ac
ti
ce

of
A
dv

an
ce

ca
re

pl
an

ni
ng

N
ur
si
ng

ho
m
es

(2
0)

;c
lin

ic
al

st
af
fa

nd
m
an

ag
em

en
t(

15
3)

;
pe

op
le

w
ho

ha
ve

de
m
en

ti
a

or
la
ck

m
en

ta
lc

ap
ac
it
y.

D
ir
ec
t
ca
re

st
af
f,

in
cl
ud

in
g

nu
rs
es

A
dv

an
ce

ca
re

pl
an

ni
ng

au
di
t:

on
po

lic
y,

ac
co

rd
in
g
to

sh
ar
ed

de
ci
si
on

m
ak

in
g
th
re
e-
st
ep

m
od

el
A
dv

an
ce

ca
re

pl
an

ni
ng

cr
it
er
ia
:

on
pr
ac
ti
ce
,a

ss
es
se
d
on

fo
ur

le
ve

ls
O
PT

IO
N
:o

n
re
si
de

nt
s
an

d
fa
m
ily

m
em

be
rs
'i
nv

ol
ve

m
en

t
in

de
ci
si
on

-m
ak

in
g.

N
ur
si
ng

ho
m
es

ge
ne

ra
lly

m
et

m
os
t
of

th
e
pr
ed

efi
ne

d
cr
it
er
ia

fo
r
ad

va
nc

e
ca
re

pl
an

ni
ng

po
lic

y
A
gr
ee

m
en

ts
on

sh
ar
ed

de
ci
si
on

m
ak

in
g
an

d
fa
m
ily

in
vo

lv
em

en
t
ar
e
in

pr
ac
ti
ce

on
ly

m
et

at
a
ba

si
c
le
ve

l
O
nl
y
pr
ac
ti
ca
li
nf
or
m
at
io
n
at

th
e
ti
m
e
of

ad
m
is
si
on

N
o
ro
om

fo
r
em

ot
io
ns

in
ad

va
nc

e
ca
re

pl
an

ni
ng

in
cr
is
is

si
tu
at
io
ns

Re
si
de

nt
s
in
vo

lv
ed

pe
rs
on

al
ly

in
ha

lf
of

th
e
au

di
te
d

co
nv

er
sa
ti
on

s

A
m
pe

S.
et

al
.,
20

16
,B

el
gi
um

A
dv

an
ce

ca
re

pl
an

ni
ng

fo
r
nu

rs
in
g
ho

m
e
re
si
de

nt
s
w
it
h

de
m
en

ti
a:

In
flu

en
ce

of
“w

e
D
eC

id
e”

on
po

lic
y
an

d
pr
ac
ti
ce
.

Q
ua

si
ex

pe
ri
m
en

ta
lp

re
-t
es
t

an
d
po

st
-t
es
t
st
ud

y
w
it
h

in
te
rv
en

ti
on

an
d
co

nt
ro
l

gr
ou

p.

18
de

m
en

ti
a
ca
re

un
it
s
in

18
Be

lg
ia
n
nu

rs
in
g
ho

m
es
;

N
ur
si
ng

ho
m
e
st
af
f

Po
st
-t
es
t
da

ta
w
er
e
co

lle
ct
ed

on
po

lic
y
an

d
ac
tu
al

pr
ac
ti
ce

A
dv

an
ce

ca
re

pl
an

ni
ng

by
au

di
t

=
st
ru
ct
ur
ed

qu
es
ti
on

na
ir
e

A
dv

an
ce

ca
re

pl
an

ni
ng

cr
it
er
ia

an
d
O
PT

IO
N
,i
nt
er
vi
ew

s
on

de
gr
ee

of
in
vo

lv
em

en
t
at

th
e

ti
m
e
of

ad
m
is
si
on

an
d
ti
m
e
of

cr
is
is
.

A
dv

an
ce

ca
re

pl
an

ni
ng

w
as

m
or
e
co

m
pl
ia
nt

af
te
r
W

eD
EC

id
e

(a
na

ti
on

al
su

rv
ey

)
in

th
e
in
te
rv
en

ti
on

gr
ou

p.
A
dv

an
ce

ca
re

pl
an

ni
ng

w
as

no
t
di
sc
us

se
d
be

tt
er

or
m
or
e

of
te
n
af
te
r
th
e
in
te
rv
en

ti
on

.
Re

si
de

nt
s
an

d
fa
m
ily

w
er
e
no

t
in
vo

lv
ed

to
a
hi
gh

er
de

gr
ee

Ba
rr
ie
r:

st
af
f's

lim
it
ed

re
sp

on
si
bi
lit
ie
s

Fa
ci
lit
at
or
s:

Su
pp

or
t
fr
om

m
an

ag
em

en
t
an

d
st
af
f,

in
vo

lv
em

en
t
of

or
ga

ni
za
ti
on

.

Bo
um

an
s
J.
et

al
.,
20

21
,t
he

N
et
he

rl
an

ds
Ex

pl
or
in
g
ho

w
re
si
de

nt
ia
lc

ar
e
fa
ci
lit
ie
s
ca
n
en

ha
nc

e
th
e

au
to
no

m
y
of

pe
op

le
w
it
h
de

m
en

ti
a
an

d
im

pr
ov

e
in
fo
rm

al
ca
re
.

A
re
al
is
t
ev

al
ua

ti
on

m
ul
ti
pl
e

ca
se

st
ud

y
Tw

o
re
si
de

nt
ia
lc

ar
e
fa
ci
lit
ie
s

in
th
e
so
ut
h
of

th
e

N
et
he

rl
an

ds
8
re
la
ti
ve

s

8
di
re
ct

ca
re

st
af
f,
m
ai
nl
y

nu
rs
es

D
oc

um
en

t
an

al
ys
is

Se
m
i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s

Re
si
de

nt
ob

se
rv
at
io
ns

Th
e
be

ha
vi
or
s,
at
ti
tu
de

s
an

d
in
te
ra
ct
io
ns

be
tw

ee
n
st
af
f

m
em

be
rs
,r
es
id
en

ts
an

d
in
fo
rm

al
ca
re

gi
ve

rs
pr
om

ot
ed

th
e

au
to
no

m
y
of

pe
op

le
w
it
h
de

m
en

ti
a
in

re
si
de

nt
ia
lc

ar
e

fa
ci
lit
ie
s
an

d
im

pr
ov

ed
in
fo
rm

al
ca
re
.

Th
e
ph

ys
ic
al

en
vi
ro
nm

en
t
of

th
e
re
si
de

nt
ia
lc

ar
e
fa
ci
lit
ie
s

an
d
th
ei
r
us

e
of

te
ch

no
lo
gi
es

w
er
e
le
ss

re
le
va

nt
al
th
ou

gh
th
ey

co
ul
d
su

pp
or
t
fo
rm

al
ca
re
gi
ve

rs
to

pr
ov

id
e

pe
rs
on

-c
en

te
re
d
ca
re

in
da

ily
pr
ac
ti
ce
.

Ca
m
er
on

N
.e

t
al
.,
20

21
,A

us
tr
al
ia

Ch
al
le
ng

es
fa
ce
d
by

re
si
de

nt
ia
la

ge
d
ca
re

st
af
fi
n

de
ci
si
on

-m
ak

in
g
fo
r
re
si
de

nt
s
w
it
h
de

m
en

ti
a.

A
qu

al
it
at
iv
e
ex

pl
or
at
or
y

de
si
gn

st
ud

y
80

re
se
ar
ch

pa
rt
ic
ip
an

ts
,

m
ai
nl
y
in

di
re
ct

ca
re

ro
le
s
in

Re
si
de

nt
ia
lA

ge
d
Ca

re
Fa

ci
lit
ie
s
in

A
us

tr
al
ia

D
ir
ec
t-
ca
re

st
af
fm

ai
nl
y

nu
rs
es

G
ro
un

de
d
th
eo

ry
ap

pr
oa

ch
th
ro
ug

h
in
te
rv
ie
w
in
g
su

bj
ec
ts

ab
ou

t
a
fe
w

pr
ec
on

ce
iv
ed

no
ti
on

s

Ca
re

st
af
fo

ft
en

re
ce
iv
e
lit
tl
e
gu

id
an

ce
re
ga

rd
in
g
w
hi
ch

re
si
de

nt
s'
de

ci
si
on

s
sh

ou
ld

be
su

pp
or
te
d
or

ho
w

to
m
ak

e
de

ci
si
on

s
on

th
ei
r
be

ha
lf.

Th
is
la
ck

of
gu

id
an

ce
ca
n
re
su

lt
in

a
de

ni
al

of
re
si
de

nt
s'
ri
gh

ts
an

d
in
co

ns
is
te
nt

tr
ea

tm
en

t
by

st
af
f,
pl
ac
in
g
re
si
de

nt
s'
w
el
l-
be

in
g
at

ri
sk
.

Ca
m
er
on

N
.e

t
al
.,
20

20
,A

us
tr
al
ia

H
ow

do
ca
re

st
af
fi
n
re
si
de

nt
ia
la

ge
d
ca
re

fa
ci
lit
ie
s

co
nc

ep
tu
al
iz
e
th
ei
r
no

n-
ve

rb
al

in
te
rv
en

ti
on

s
w
it
h

re
si
de

nt
s
w
it
h
de

m
en

ti
a
an

d
w
ha

t
re
le
va

nc
e
ha

s
th
is
fo
r

ho
w

re
si
de

nt
s'
pr
ef
er
en

ce
s
an

d
ca
pa

ci
ty

fo
r

de
ci
si
on

-m
ak

in
g
ar
e
un

de
rs
to
od

?

Q
ua

lit
at
iv
e
st
ud

y
us

in
g

se
m
i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s

14
A
us

tr
al
ia
n
Re

si
de

nt
ia
l

A
ge

d
Ca

re
Fa

ci
lit
ie
s;

de
m
en

-
ti
a
ca
re
;8

0
di
re
ct
-c
ar
e
st
af
f

at
al
ll
ev

el
s

D
ir
ec
t-
ca
re

st
af
fm

ai
nl
y

nu
rs
es

In
di
vi
du

al
in
te
rv
ie
w
s
or

gr
ou

p
in
te
rv
ie
w
s
(c
ho

ic
e)

St
af
fa

re
hi
gh

ly
re
lia
nt

on
re
si
de

nt
s'
bo

dy
la
ng

ua
ge

to
es
ta
bl
is
h

th
ei
r
ne

ed
s
an

d
pr
ef
er
en

ce
s
as

w
el
la

s
th
ei
r
ca
pa

ci
ty

to
pa

rt
ic
ip
at
e
in

de
ci
si
on

m
ak

in
g.

Fe
w

st
af
fa

pp
ea
r
to

be
aw

ar
e
th
at

th
ei
r
be

ha
vi
or

ca
n

em
ot
io
na

lly
im

pa
ct

th
e
re
si
de

nt
s
an

d
th
ei
r
ab

ili
ty

to
de

ci
de

.
M
an

y
st
af
ff
ai
lt
o
co

ns
id
er

re
si
de

nt
s'
no

n-
ve

rb
al

co
m
m
un

ic
at
io
n
an

d
be

ha
vi
or

w
it
h
du

e
co

ns
id
er
at
io
n
of

re
si
de

nt
s'
in
di
vi
du

al
hi
st
or
ie
s.

Ca
m
er
on

N
.e

t
al
.,
20

21
,A

us
tr
al
ia

H
ow

re
si
de

nt
ia
lc

ar
e
st
af
fc

on
ce
pt
ua

liz
e
th
e
id
en

ti
ti
es

of
re
si
de

nt
s
w
it
h
de

m
en

ti
a
an

d
it
s
re
le
va

nc
e
fo
r

de
ci
si
on

-m
ak

in
g.

A
qu

al
it
at
iv
e
ex

pl
or
at
or
y

de
si
gn

st
ud

y
80

pa
rt
ic
ip
an

ts
,m

ai
nl
y
in

di
re
ct
-c
ar
e
ro
le
s
in

Re
si
de

nt
ia
lA

ge
d
Ca

re
Fa

ci
lit
ie
s
in

A
us

tr
al
ia

D
ir
ec
t-
ca
re

st
af
fm

ai
nl
y

nu
rs
es

G
ro
un

de
d
th
eo

ry
ap

pr
oa

ch
to

de
ci
si
on

-m
ak

in
g
pr
oc

es
se
s

th
ro
ug

h
se
m
i-
st
ru
ct
ur
ed

in
di
vi
du

al
an

d
gr
ou

p
in
te
rv
ie
w
s

St
af
fp

os
se
ss
es

di
sp

ar
at
e
id
ea

s
ab

ou
t
w
ha

t
co

m
pr
is
es

re
si
de

nt
s'
id
en

ti
ti
es

an
d,

ac
co

rd
in
gl
y,

w
hi
ch

so
ur
ce
s
of

kn
ow

le
dg

e
ar
e
th
e
m
os
t
re
le
va

nt
fo
r
le
ar
ni
ng

ab
ou

t
re
si
de

nt
s.

Th
is
ar
ti
cl
e
ar
gu

es
fo
r
th
e
ap

pl
ic
at
io
n
of

a
m
ul
ti
di
m
en

si
on

al
an

d
te
m
po

ra
lly

in
cl
us

iv
e
un

de
rs
ta
nd

in
g
of

id
en

ti
ty

by
th
os
e

w
ho

pr
ov

id
e
ca
re

to
pe

op
le

w
it
h
de

m
en

ti
a.

Fe
th
er
st
on

ha
ug

h
D
.e

t
al
.,
20

16
,A

us
tr
al
ia

“T
he

re
d
dr
es
s
or

th
e
bl
ue

?”
H
ow

do
st
af
fp

er
ce
iv
e
th
at

th
ey

su
pp

or
t
de

ci
si
on

m
ak

in
g
fo
r
pe

op
le

w
it
h
de

m
en

ti
a
liv

in
g
in

Re
si
de

nt
ia
lA

ge
d
Ca

re
Fa

ci
lit
ie
s

Q
ua

lit
at
iv
e
st
ud

y
80

di
re
ct
-c
ar
e
st
af
fi
n

Re
si
de

nt
ia
lA

ge
d
Ca

re
Fa

ci
lit
ie
s
in

A
us

tr
al
ia

D
ir
ec
t-
ca
re

st
af
f

in
cl
ud

in
g

nu
rs
es

Se
m
i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s
an

d
fo
cu

s
gr
ou

ps
at

th
e
ch

oi
ce

of
pa

rt
ic
ip
an

ts
Re

co
rd
ed

co
nv

er
sa
ti
on

s

Th
e
fo
llo

w
in
g
st
ra
te
gi
es

w
er
e
in
di
ca
te
d
to

he
lp

pe
op

le
w
it
h

de
m
en

ti
a
m
ak

e
de

ci
si
on

s:
ke

ep
in
g
it
si
m
pl
e
in

va
ri
ou

s
w
ay

s;
kn

ow
in
g
th
e
pe

rs
on

th
ro
ug

h
fa
m
ily

an
d
ex

pe
ri
en

ce
;

ne
go

ti
at
in
g
a
co

m
pr
om

is
e
of
fe
ri
ng

an
al
te
rn

at
iv
e
bo

th
pa

rt
ie
s
fin

d
sa
ti
sf
ac
to
ry
.

G
oo

ss
en

s
B.

et
al
.,
20

20
,B

el
gi
um

Sh
ar
ed

de
ci
si
on

m
ak

in
g
in

A
dv

an
ce

ca
re

pl
an

ni
ng

fo
r

A
cr
os
s-
se
ct
io
na

ls
tu
dy

on
a

na
ti
on

al
su

rv
ey

:W
eD

EC
id
e

65
nu

rs
in
g
ho

m
e
w
ar
ds

46
Be

lg
ia
n
nu

rs
in
g
ho

m
es
,3

11
N
ur
si
ng

st
af
f

an
d

Re
si
de

nt
s
or

fa
m
ily

m
em

be
rs

ra
te
d
th
e
le
ve

lo
fs

ha
re
d

Sc
or
e
ra
te
s
on

Sh
ar
ed

D
ec
is
io
n
M
ak

in
g
w
er
e
co

ns
is
te
nt
ly

lo
w
er

fo
r
pr
of
es
si
on

al
s
th
an

fo
r
re
si
de

nt
s:

al
m
os
t
al
lt
he

(c
on

ti
nu

ed
on

ne
xt

pa
ge
)

H. van der Weide, M.H. Lovink, K.G. Luijkx et al. / International Journal of Nursing Studies 137 (2023) 104382 5



Ta
bl
e
2
(c
on

ti
nu

ed
)

A
ut
ho

r/
ti
tl
e/
co

un
tr
y/
ye

ar
St
ud

y
de

si
gn

Se
tt
in
g/
pa

rt
ic
ip
an

ts
D
at
a

co
lle

ct
io
n/
in
st
ru
m
en

ts
St
ud

y
re
su

lt
s

pe
rs
on

s
w
it
h
de

m
en

ti
a
in

nu
rs
in
g
ho

m
es
:a

cr
os
s-
se
ct
io
na

l
st
ud

y.
O
pt
im

iz
ed

he
al
th

pr
of
es
si
on

al
s
an

d
42

re
si
de

nt
s
w
it
h
de

m
en

ti
a

m
an

ag
em

en
t

de
ci
si
on

m
ak

in
g
us

in
g
a

qu
es
ti
on

na
ir
e

Ex
te
rn

al
ra
te
rs

as
se
ss
ed

au
di
o

re
co

rd
in
gs

of
ac
tu
al

co
nv

er
sa
ti
on

s.
Pr
of
es
si
on

al
s
co

m
pl
et
ed

an
ad

di
ti
on

al
se
lf-

re
po

rt
qu

es
ti
on

na
ir
e
(O

PT
IO

N
)

pr
of
es
si
on

al
s
m
en

ti
on

ed
A
dv

an
ce

Ca
re

Pl
an

ni
ng

as
a

su
bj
ec
t,
on

ly
25

%
of

re
si
de

nt
s/
fa
m
ily

re
fe
rr
ed

to
A
dv

an
ce

Ca
re

Pl
an

ni
ng

as
a
to
pi
c.
Pe

rc
ei
ve

d
co

m
pe

te
nc

e
of

pr
of
es
si
on

al
s
w
as

po
si
ti
ve

ly
as
so
ci
at
ed

w
it
h
fr
eq

ue
nc

y
of

us
e.

O
ve

ra
ll
th
e
re
si
de

nt
s
ap

pr
ec
ia
te
d
be

in
g
in
vo

lv
ed

in
th
e

de
ci
si
on

-m
ak

in
g.

Pr
of
es
si
on

al
s
ha

rd
ly

ex
pl
or
e
re
si
de

nt
s'
pr
ef
er
en

ce
s
on

ap
pr
oa

ch
.

Pe
rs
on

-c
en

te
re
d
co

m
m
un

ic
at
io
n
is
ch

al
le
ng

in
g
fo
r

pr
of
es
si
on

al
s.

G
oo

ss
en

s
B.

et
al
,2

02
0,

Be
lg
iu
m

Im
pr
ov

in
g
sh

ar
ed

de
ci
si
on

m
ak

in
g
in

A
dv

an
ce

ca
re

pl
an

ni
ng

:i
m
pl
em

en
ta
ti
on

of
a
cl
us

te
r
ra
nd

om
iz
ed

st
af
f

in
te
rv
en

ti
on

in
de

m
en

ti
a
ca
re

Pr
e-
te
st

an
d
po

st
-t
es
t
cl
us

te
r

ra
nd

om
iz
ed

tr
ia
l

65
nu

rs
in
g
ho

m
es

D
em

en
ti
a
ca
re
;3

11
st
af
f

m
em

be
rs

D
ir
ec
t-
ca
re

st
af
fm

ai
nl
y

nu
rs
es

Co
nv

er
sa
ti
on

s
ab

ou
t
ad

va
nc

e
ca
re

pl
an

ni
ng

w
er
e
re
co

rd
ed

,
qu

es
ti
on

na
ir
es

co
m
pl
et
ed

an
d

fe
ed

ba
ck

pr
ov

id
ed

by
al
l

pa
rt
ic
ip
an

ts

W
ar
ds

de
m
on

st
ra
te
d
a
hi
gh

er
le
ve

lo
fs

ha
re
d
de

ci
si
on

m
ak

in
g
af
te
r
a
tr
ai
ni
ng

in
te
rv
en

ti
on

Th
e
ti
m
e
sp

en
t
on

th
e
co

nv
er
sa
ti
on

s
di
d
no

t
in
cr
ea

se
.

Th
e
pa

rt
ic
ip
an

ts
fe
lt
m
or
e
co

m
pe

te
nt

an
d
pe

rc
ei
ve

d
sh

ar
ed

de
ci
si
on

m
ak

in
g
as

m
or
e
im

po
rt
an

t;
th
e
st
af
fb

en
efi

ts
fr
om

sh
ar
ed

de
ci
si
on

m
ak

in
g
tr
ai
ni
ng

.
H
el
ge

se
n
A
.K
.e

t
al
.,
20

14
,N

or
w
ay

Pa
ti
en

t
pa

rt
ic
ip
at
io
n
in

sp
ec
ia
lc

ar
e
un

it
s
fo
r
pe

rs
on

s
w
it
h

de
m
en

ti
a:

A
lo
si
ng

pr
in
ci
pl
e?

A
n
ex

pl
or
at
iv
e
de

si
gn

ba
se
d

on
gr
ou

nd
ed

th
eo

ry
m
et
ho

do
lo
gy

Sp
ec
ia
lc

ar
e
un

it
s
in

3
nu

rs
in
g
ho

m
es

fo
r
pe

op
le

w
it
h
de

m
en

ti
a

11
nu

rs
in
g

st
af
f

Q
ua

lit
at
iv
e
st
ud

y
us

in
g

se
m
i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s

Pa
ti
en

t
pa

rt
ic
ip
at
io
n
ha

d
to

be
ad

ju
st
ed

to
th
e
in
di
vi
du

al
re
si
de

nt
.

Th
e
fo
llo

w
in
g
fo
ur

di
ff
er
en

t
le
ve

ls
of

pa
rt
ic
ip
at
io
n
w
er
e

es
ta
bl
is
he

d:
le
tt
in
g
re
si
de

nt
s
de

ci
de

,a
dj
us

ti
ng

ch
oi
ce
,

m
ak

in
g
de

ci
si
on

s
on

be
ha

lf
of

re
si
de

nt
s,
fo
rc
in
g
re
si
de

nt
s.

N
ur
se
s'
co

m
pe

te
nc

es
ha

d
a
co

ns
id
er
ab

le
im

pa
ct

on
le
ve

lo
f

pa
rt
ic
ip
at
io
n.

Re
la
ti
on

sh
ip
s
be

tw
ee

n
pr
of
es
si
on

al
s
an

d
re
si
de

nt
s
af
fe
ct
ed

re
si
de

nt
s'
op

po
rt
un

it
y
to

pa
rt
ic
ip
at
e.

A
m
ou

nt
of

pe
rs
on

ne
lw

as
fo
un

d
to

be
cr
uc

ia
l.

H
oe

k
L.
J.M

.e
t
al
.,
20

19
,t
he

N
et
he

rl
an

ds
Fa

ct
or
s
in
flu

en
ci
ng

au
to
no

m
y
of

nu
rs
in
g
ho

m
e
re
si
de

nt
s

w
it
h
de

m
en

ti
a:

th
e
pe

rc
ep

ti
on

of
ca
re

gi
ve

rs
.

Q
ua

lit
at
iv
e
re
se
ar
ch

3
ps

yc
hi
at
ri
c
nu

rs
in
g
ho

m
es
,

fo
r
pe

op
le

w
it
h
de

m
en

ti
a

58
fa
m
ily

ca
re
gi
ve

rs
;

no
nu

rs
es

Q
ua

lit
at
iv
e
st
ud

y
us

in
g

se
m
i-
st
ru
ct
ur
ed

in
te
rv
ie
w
s

Th
e
pa

rt
ic
ip
at
io
n
le
ve

lw
as

te
st
ed

on
si
x
th
em

es
co

nt
ri
bu

ti
ng

to
au

to
no

m
y

Pa
rt
ic
ip
an

ts
'r
efl

ec
ti
on

s
w
er
e
ha

rd
to

ob
ta
in
,b

ec
au

se
m
os
t

re
si
de

nt
s
co

ul
d
no

t
ex

pr
es
s
th
ei
r
w
is
he

s
an

d
ne

ed
s;

Th
e
ac
ti
vi
ti
es

ad
ju
st
ed

to
re
si
de

nt
s'
pe

rs
on

al
pr
ef
er
en

ce
s

w
er
e
ra
re
ly

ce
nt
ra
lly

or
ga

ni
ze

d;
St
im

ul
at
in
g
th
e
so
ci
al

en
vi
ro
nm

en
t
fo
r
re
si
de

nt
s
he

lp
s
to

su
pp

or
t
th
ei
r
au

to
no

m
y.

H
oe

k
L.
J.M

.e
t
al
.,
20

20
,t
he

N
et
he

rl
an

ds
A
ut
on

om
y
su

pp
or
t
of

nu
rs
in
g
ho

m
e
re
si
de

nt
s
w
it
h

de
m
en

ti
a
in

st
af
f-
re
si
de

nt
in
te
rv
en

ti
on

s:
O
bs

er
va

ti
on

s
of

ca
re
.

Ex
pl
or
at
or
y,

cr
os
s-
se
ct
io
na

l,
ob

se
rv
at
io
na

ls
tu
dy

6
nu

rs
in
g
ho

m
es
;1

20
re
si
de

nt
s;

9
ps

yc
ho

ge
ri
at
ri
c

w
ar
ds

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

N
ur
si
ng

ca
re

st
af
f;

pr
ov

id
in
g

m
or
ni
ng

Q
ua

lit
at
iv
e
an

d
qu

an
ti
ta
ti
ve

ap
pr
oa

ch
es

co
m
bi
ne

d.
St
af
f-
re
si
de

nt
in
te
rv
en

ti
on

s
an

d
m
or
ni
ng

ca
re

ob
se
rv
at
io
ns

17
70

ca
re

in
te
rv
en

ti
on

s
w
er
e
ob

se
rv
ed

.T
he

se
w
er
e

ca
te
go

ri
ze

d
in
to

fo
ur

le
ve

ls
of

au
to
no

m
y
su

pp
or
t:
in
it
ia
ti
ve

,
au

to
no

m
y
ap

pr
oa

ch
,r
es
id
en

ts
re
sp

on
se
,r
ea

ct
io
n
to

re
si
de

nt
s
re
sp

on
se

an
d
un

de
fin

ed

6 H. van der Weide, M.H. Lovink, K.G. Luijkx et al. / International Journal of Nursing Studies 137 (2023) 104382



5
la
rg
e
sc
al
e
w
ar
ds

an
d
4

sm
al
ls
ca
le

w
ar
ds

ca
re

A
ut
on

om
y
su

pp
or
t
w
as

fo
un

d
in

60
%
of

th
e
in
te
rv
en

ti
on

s,
le
av

in
g
a
la
rg
e
po

rt
io
n
in

w
hi
ch

th
e
au

to
no

m
y
w
as

im
pe

de
d

(w
he

n
st
af
ft
ak

e
ov

er
ta
sk
s
an

d
ar
e
in
se
ns

it
iv
e
to

re
si
de

nt
s

w
is
he

s)
.

M
or
e
su

pp
or
t
w
as

fo
un

d
am

on
g
re
si
de

nt
s
w
it
h
a
hi
gh

co
gn

it
iv
e
le
ve

lo
fd

em
en

ti
a,

le
ss

w
he

n
th
e
co

gn
it
iv
e
le
ve

lo
f

de
m
en

ti
a
w
as

lo
w
.

M
ac
Le

od
M
.Z
.,
20

20
,U

ni
te
d
St
at
es

A
ph

en
om

en
ol
og

ic
al

ex
pl
or
at
io
n
of

au
to
no

m
y
an

d
re
la
te
d

ps
yc

ho
lo
gi
ca
ln

ee
ds

am
on

g
th
e
re
si
de

nt
s
of

a
m
em

or
y
ca
re

un
it
.

Q
ua

lit
y
de

sc
ri
pt
iv
e
st
ud

y
A
ss
is
te
d
liv

in
g
fa
ci
lit
y,

m
em

or
y
ca
re

un
it
;7

ad
ul
ts

65
ye

ar
s
ol
d
an

d
ol
de

r,
ea

rl
y

to
m
id
dl
e-
st
ag

e
de

m
en

ti
a

A
ll

in
te
rv
ie
w
s

w
er
e

co
nd

uc
te
d

w
it
h

pa
ti
en

ts

Ph
en

om
en

ol
og

ic
al

in
te
rv
ie
w
s

as
w
el
la

s
re
si
de

nt
s'
an

d
st
af
f

ob
se
rv
at
io
ns

A
ce
nt
ra
lfi

nd
in
g
of

th
is
st
ud

y
w
as

th
e
im

po
rt
an

ce
of

al
lo
w
in
g
as

m
uc

h
au

to
no

m
y
as

po
ss
ib
le

w
it
hi
n
th
e
sc
op

e
of

a
re
si
de

nt
's
ca
pa

bi
lit
ie
s.

D
ev

el
op

m
en

t
of

co
re

th
em

es
:

-
A
ut
on

om
y:

re
al

an
d
im

ag
in
ed

;
-

Im
pl
ic
it
be

lie
fo

fc
om

pe
te
nc

e
-

A
pr
ef
er
en

ce
fo
r
ro
ut
in
e
an

d
co

m
fo
rt

Th
e
in
te
rc
on

ne
ct
ed

ne
ss

of
th
es
e
co

ns
tr
uc

ts
le
ad

s
to

th
e
id
ea

th
at

au
to
no

m
y
is
th
e
ve

hi
cl
e
th
ro
ug

h
w
hi
ch

ot
he

r
ne

ed
s
ar
e

ac
tu
al
iz
ed

.
Th

e
ne

ed
to

be
lo
ng

w
as

ev
id
en

t.
Th

e
ab

ili
ty

to
ne

go
ti
at
e
re
la
ti
on

sh
ip
s
w
as

ut
ili
ze

d
in

or
de

r
no

t
to

fe
el

le
ft
ou

t
an

d
to

fe
el

co
nn

ec
te
d
to

ot
he

rs
.

Ro
ut
in
e,

co
m
fo
rt
,s
ta
bi
lit
y,

fa
m
ili
ar
it
y
an

d
pr
ed

ic
ta
bi
lit
y

w
er
e
im

po
rt
an

t
de

te
rm

in
an

ts
M
ar
ia
ni

E.
et

al
.,
20

17
,I
ta
ly
,t
he

N
et
he

rl
an

ds
Sh

ar
ed

de
ci
si
on

m
ak

in
g
in

de
m
en

ti
a
ca
re

pl
an

ni
ng

:B
ar
ri
er
s

an
d
fa
ci
lit
at
or
s
in

tw
o
Eu

ro
pe

an
co

un
tr
ie
s.

Ex
pl
or
at
iv
e
st
ud

y
on

in
flu

en
ci
ng

fa
ct
or
s
du

ri
ng

th
e

im
pl
em

en
ta
ti
on

of
Sh

ar
ed

D
ec
is
io
n
M
ak

in
g
in
te
rv
en

ti
on

Tw
o
nu

rs
in
g
ho

m
es

in
It
al
y

an
d
in

th
e
N
et
he

rl
an

ds
si
m
i-

la
r
in

te
rm

s
of

th
e
ca
re

pl
an

-
ni
ng

;1
9
he

al
th
ca
re

pr
of
es
si
on

al
s

D
ir
ec
t-
ca
re

st
af
f,

in
cl
ud

in
g

nu
rs
es

Fo
cu

s-
gr
ou

p
in
te
rv
ie
w
s

Se
ve

n
th
em

es
w
er
e
fo
un

d
in

15
ca
te
go

ri
es
:

-
Pr
of
es
si
on

al
ou

tc
om

es
an

d
to
ol
s

-
En

vi
ro
nm

en
ta
lf
ac
to
rs

-
Pr
of
es
si
on

al
s'
re
la
ti
on

al
sk
ill
s

-
Ca

re
re
ci
pi
en

ts
'a

tt
it
ud

e
an

d
co

gn
it
io
n

-
O
w
n
cu

lt
ur
e;

-
Fa

ci
lit
at
or
s:

co
m
m
un

ic
at
io
n
sk
ill
s
an

d
nu

rs
in
g
ho

m
e

po
lic

y;
-

Ba
rr
ie
rs
:
re
gu

la
ti
on

s,
la
ck

of
fu
nd

in
g
an

d
in
vo

lv
em

en
t

of
fa
m
ily

ca
re
gi
ve

rs
;

Th
e
di
ff
er
en

ce
be

tw
ee

n
th
e
tw

o
co

un
tr
ie
s
lie

s
in

th
e

re
si
de

nt
s'
co

gn
it
iv
e
st
at
us

,w
hi
ch

in
flu

en
ce
s
th
e
de

gr
ee

of
in
vo

lv
em

en
t
in

de
ci
si
on

-m
ak

in
g.

Sa
ev

er
ei
d
T.

et
al
.,
20

19
,N

or
w
ay

Im
pr
ov

ed
pa

ti
en

t
pa

rt
ic
ip
at
io
n
th
ro
ug

h
A
dv

an
ce

ca
re

pl
an

ni
ng

in
nu

rs
in
g
ho

m
es

–
A
cl
us

te
r
ra
nd

om
iz
ed

cl
in
ic
al

tr
ia
l.

Pa
rt

of
st
ud

y
“E
nd

of
lif
e,

im
pl
em

en
ta
ti
on

st
ud

y”
A

pa
ir
-m

at
ch

ed
cl
us

te
r

ra
nd

om
iz
ed

cl
in
ic
al

tr
ia
li
n

en
d-
of
-l
ife

si
tu
at
io
ns

8
w
ar
ds

in
8
nu

rs
in
g
ho

m
es
,

in
cl
ud

in
g
al
lp

at
ie
nt
s
ov

er
70

ye
ar
s
ol
d;

bo
th

ph
ys
ic
al

an
d

co
gn

it
iv
e
im

pa
ir
m
en

t;

Ju
st

cl
ie
nt
s,

co
nc

lu
si
on

s
be

ne
fic

ia
lf
or

nu
rs
es

M
ix
ed

m
et
ho

ds
st
ud

y
D
oc

um
en

ta
ti
on

in
pa

ti
en

t
el
ec
tr
on

ic
he

al
th

re
co

rd
s

Ch
ar
t
re
vi
ew

s
Cl
in
ic
al

qu
es
ti
on

na
ir
e

Ca
re

pl
an

s
Se

le
ct
ed

no
te
s
by

nu
rs
es

an
d

ph
ys
ic
ia
ns

In
te
rv
en

ti
on

gr
ou

p
sh

ow
ed

gr
ea

te
r
pa

rt
ic
ip
at
io
n
by

re
si
de

nt
s,
m
or
e
do

cu
m
en

ta
ti
on

on
ho

pe
s,
pr
ef
er
en

ce
s
an

d
w
or
ri
es

in
co

nc
or
da

nc
e
w
it
h
pr
ov

id
ed

tr
ea

tm
en

t
N
ex

t
of

ki
n
pa

rt
ic
ip
at
io
n
in
cr
ea

se
d
af
te
r
tr
ai
ni
ng

.
A
dv

an
ce

ca
re

pl
an

ni
ng

ca
n
be

im
pr
ov

ed
th
ro
ug

h
a

w
ho

le
-w

ar
d
ap

pr
oa

ch
.

H. van der Weide, M.H. Lovink, K.G. Luijkx et al. / International Journal of Nursing Studies 137 (2023) 104382 7



Ta
bl
e
3

Co
nt
ex

t
m
ec
ha

ni
sm

ou
tc
om

e
co
nfi

gu
ra
ti
on

s.

In
te
rv
en

ti
on

Co
nt
ex

t
M
ec
ha

ni
sm

O
ut
co

m
e
on

au
to
no

m
y

Re
fe
re
nc

e
ar
ti
cl
es

Pr
ef
er
en

ce
an

d
ch

oi
ce

Im
pr
ov

e
au

to
no

m
y
an

d
ch

oi
ce

by
em

pl
oy

in
g
ad

va
nc

e
ca
re

pl
an

ni
ng

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
,f
am

ily
m
em

be
rs
,

nu
rs
in
g
ho

m
e
st
af
f

Re
si
de

nt
s
ar
e
gr
at
ef
ul

to
be

in
vo

lv
ed

Re
si
de

nt
s
ar
e
ha

pp
y
to

at
te
nd

an
d
sp

ea
k
up

fo
r
th
em

se
lv
es

In
ge

ne
ra
l,
au

to
no

m
y
pr
os
pe

ct
s
ar
e
im

pr
ov

ed
by

re
si
de

nt
s
ha

vi
ng

a
st
ro
ng

se
ns

e
of

se
lf,

as
th
is
m
ak

es
th
em

fe
el

(a
s
if)

th
ey

ar
e

m
ak

in
g
th
ei
r
ow

n
de

ci
si
on

s.

A
m
pe

et
al
.,
20

15
G
oo

ss
en

s
et

al
.,
20

20
a,
20

20
b

Sa
ev

er
ei
d
et

al
.,
20

19
Sa

ev
er
ei
d
et

al
.,
20

20
M
ac
Le

od
,2

02
0

Im
pr
ov

e
au

to
no

m
y
by

us
in
g
ad

va
nc

e
ca
re

pl
an

ni
ng

th
ro
ug

ho
ut

th
e
st
ay

,
di
sc
us

si
ng

no
t
on

ly
m
ed

ic
al

is
su

es
bu

t
al
so

ca
re

is
su

es

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
,f
am

ily
m
em

be
rs

an
d
nu

rs
in
g
ho

m
e
st
af
f

Re
si
de

nt
s
ar
e
un

aw
ar
e
ab

ou
t
to
pi
cs

in
vo

lv
in
g
au

to
no

m
y,

bu
t
th
ey

do
ha

ve
fa
it
h
in

th
ei
r
ow

n
de

ci
si
on

m
ak

in
g
ca
pa

ci
ty

Re
si
de

nt
s
an

d
fa
m
ily

m
em

be
rs

do
no

t
in
it
ia
te

au
to
no

m
y
to
pi
cs
,

w
hi
ch

re
su

lt
s
in

di
m
in
is
he

d
au

to
no

m
y.

Ca
re

pl
an

ni
ng

co
nv

er
sa
ti
on

s
m
us

t
be

he
ld

fo
r
ev

er
yd

ay
de

ci
si
on

-m
ak

in
gs
,w

hi
ch

w
ill

im
pr
ov

e
th
e
pr
os
pe

ct
s
fo
r

au
to
no

m
y.

Ca
re

to
pi
cs

sh
ou

ld
be

in
cl
ud

ed
in

ca
re

pl
an

ni
ng

co
nv

er
sa
ti
on

s,
th
er
eb

y
im

pr
ov

in
g
au

to
no

m
y.

A
m
pe

et
al
.,
20

15
G
oo

ss
en

s
et

al
.,
20

20
a,

20
20

b

Li
m
it
ch

oi
ce
s,
tr
y
to

vi
su

al
iz
e
ch

oi
ce
s

fo
r
th
e
re
si
de

nt
s
an

d
of
fe
r
th
em

co
m
pr
om

is
es

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
,f
am

ily
m
em

be
rs

an
d
ca
re

st
af
f

Re
si
de

nt
s
w
ill

th
en

fe
el

co
nfi

de
nt

an
d
le
ss

ov
er
w
he

lm
ed

;o
ff
er
in
g

al
lc
ho

ic
es

fe
el
s
ti
m
e
co

ns
um

in
g
fo
r
st
af
fs
o
th
ey

ca
n
be

se
lf-

se
rv
in
g

an
d
of
fe
r
ch

oi
ce
s
th
at

ar
e
in

th
ei
r
ow

n
be

st
in
te
re
st

Th
is
w
ay

re
si
de

nt
s
ca
n
un

de
rs
ta
nd

th
e
op

ti
on

s
av

ai
la
bl
e
to

en
ha

nc
e
th
ei
r
au

to
no

m
y.

St
af
fw

ho
fe
el

pr
es
su

re
d
fo
r
ti
m
e,

m
ay

no
t
fa
ci
lit
at
e
au

to
no

m
ou

s
de

ci
si
on

-m
ak

in
g
as

m
uc

h.

Fe
th
er
st
on

ha
ug

h
et

al
.,
20

16
H
oe

k
et

al
.,
20

19
M
ac
Le

od
K
am

pf
,n

.d
.

Bo
um

an
s
et

al
.,
20

21

Co
m
pe

te
nt

nu
rs
in
g
st
af
f

K
no

w
th
e
re
si
de

nt
s,
th
ei
r
ba

ck
gr
ou

nd
an

d
th
ei
r
lif
es
ty
le
s

Fo
r
nu

rs
in
g
ho

m
e
st
af
f

ca
ri
ng

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

St
af
ff
ee

lc
on

fid
en

t,
so
m
et
im

es
ev
en

ov
er
-c
on

fid
en

t,
kn

ow
in
g

re
si
de

nt
an

d
pr
ef
er
en

ce
s,
bu

t
ca
re

st
af
fm

ay
be

un
aw

ar
e
of

ho
w

no
n-

ve
rb
al

co
m
m
un

ic
at
io
n
ca
n
va

ry
am

on
g
re
si
de

nt
s
du

e
to

pe
rs
on

al
di
ff
er
en

ce
s
an

d
ba

ck
gr
ou

nd
s

K
no

w
in
g
re
si
de

nt
s
is
su

pp
or
ti
ng

au
to
no

m
y,

bu
t
ov

er
-c
on

fid
en

ce
m
ay

le
ad

to
le
ss

di
re
ct

an
d
di
m
in
is
he

d
au

to
no

m
y.

Ev
en

w
he

n
ta
lk
in
g
in
co

he
re
nt
ly
,i
ns

ig
ht

in
to

re
si
de

nt
s'
pr
ef
er
en

ce
s
is
re
ve

al
ed

if
yo

u
kn

ow
ho

w
to

se
e
it

A
m
pe

et
al
.,
20

15
Fe

th
er
st
on

ha
ug

h
et

al
.,
20

16
Ca

m
er
on

et
al
.,
20

20
Ca

m
er
on

et
al
.,
20

21
a

H
oe

k
et

al
.,
20

19
Be

th
or
ou

gh
ly

ed
uc

at
ed

ab
ou

t
de

m
en

ti
a
ca
re

an
d
ha

ve
ad

eq
ua

te
co

nd
it
io
ns

in
pl
ac
e
to

su
pp

or
t

au
to
no

m
y

Fo
r
nu

rs
in
g
ho

m
e
st
af
f

ca
ri
ng

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

Re
si
de

nt
s
an

d
nu

rs
in
g
st
af
fb

ot
h
ar
e
at

ri
sk

of
be

in
g

in
st
it
ut
io
na

liz
ed

N
ur
si
ng

st
af
fm

ig
ht

no
t
be

or
fe
el

fu
lly

eq
ui
pp

ed
to

kn
ow

ab
ou

t
th
e

co
m
pl
ex

it
y
of

de
m
en

ti
a
ca
re

In
sp

it
e
of

a
ca
re

pl
an

ni
ng

po
lic

y,
st
af
fm

ay
be

in
ad

eq
ua

te
ly

eq
ui
pp

ed
,w

hi
ch

le
ad

s
to

di
m
in
is
he

d
au

to
no

m
y
fo
r
re
si
de

nt
s

A
m
pe

et
al
.,
20

15
A
m
pe

et
al
.,
20

17
G
oo

ss
en

s
et

al
.,
20

20
a,

20
20

b
H
oe

k
et

al
.,
20

20
Im

pr
ov

e
th
e
ab

ili
ty

of
nu

rs
in
g
st
af
ft
o

co
m
m
un

ic
at
e,

in
te
rp
re
t
an

d
in
ve

st
ig
at
e
th
e
re
si
de

nt
s'

pr
ef
er
en

ce
s

Fo
r
nu

rs
in
g
ho

m
e
st
af
f

ca
ri
ng

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

St
af
fs

om
et
im

es
fe
el

re
lu
ct
an

t
to

ad
dr
es
s
em

ot
io
ns

an
d
m
ay

be
av

oi
di
ng

bu
rd
en

;
St
af
fm

ay
al
so

fe
el

ru
sh

ed
;

A
dv

an
ce

ca
re

pl
an

ni
ng

an
d
sh

ar
ed

de
ci
si
on

m
ak

in
g
w
ill

th
en

la
ck

po
si
ti
ve

re
su

lt
s;

nu
rs
in
g
st
af
fh

as
di
ffi
cu

lt
y
es
ti
m
at
in
g
re
si
de

nt
s'

ab
ili
ty

to
m
ak

e
de

ci
si
on

s
(a
ut
on

om
y)
.

Th
e
in
su

ffi
ci
en

t
in
ve

st
ig
at
io
n
of

a
pa

rt
ic
ul
ar

be
ha

vi
or

re
su

lt
s
in

re
si
de

nt
s
be

in
g
m
is
un

de
rs
to
od

,d
im

in
is
hi
ng

th
ei
r
au

to
no

m
y.

A
m
pe

et
al
.,
20

15
Ca

m
er
on

et
al
.,
20

20
H
el
ge

se
n
et

al
.,
20

14
M
ar
ia
ni

et
al
.,
20

16
Bo

um
an

s
et

al
.,
20

21
Be

aw
ar
e
of

th
e
im

pa
ct

of
yo

ur
pe

rs
on

al
at
ti
tu
de

an
d
bi
as
es

du
e
to

th
e
re
si
de

nt
s'
di
ff
er
en

ce
s
in

cu
lt
ur
e

an
d
ba

ck
gr
ou

nd

Fo
r
nu

rs
in
g
ho

m
e
st
af
f

ca
ri
ng

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

St
af
fs

ee
m

to
be

un
aw

ar
e
of

th
e
im

pa
ct

of
th
ei
r
ow

n
bo

dy
la
ng

ua
ge

an
d
to
ne

of
vo

ic
e
as

w
el
la

s
ho

w
th
ei
r
be

ha
vi
or

ca
n
em

ot
io
na

lly
im

pa
ct

th
e
re
si
de

nt
s

Po
si
ti
ve

bo
dy

la
ng

ua
ge

,a
po

si
ti
ve

at
ti
tu
de

an
d
co

m
m
un

ic
at
io
n
ar
e

al
lc

ru
ci
al

to
im

pr
ov

in
g
th
e
re
si
de

nt
s'
de

ci
si
on

m
ak

in
g
ca
pa

ci
ty

Ca
m
er
on

et
al
.,
20

20

Cr
ea

te
a
fa
ci
lit
at
in
g
or
ga

ni
za
ti
on

w
it
h

ad
eq

ua
te

po
lic

y,
ti
m
e
an

d
st
af
f

co
m
pe

te
nc

e
D
ev

el
op

te
am

go
al
s
an

d
en

co
ur
ag

e
te
am

co
lla

bo
ra
ti
on

Fo
r
nu

rs
in
g
ho

m
e
st
af
f

ca
ri
ng

fo
r
pe

op
le

w
it
h

de
m
en

ti
a

N
ur
se
s
ar
e
so
m
et
im

es
re
lu
ct
an

t
to

en
co

ur
ag

e
ca
re

pl
an

ni
ng

co
nv

er
sa
ti
on

s,
be

ca
us

e
st
af
ff
ee
ls
th
is
m
ay

ad
di
ti
on

al
ly

bu
rd
en

th
ei
r

w
or
kl
oa

d,
es
pe

ci
al
ly

w
it
h
lim

it
ed

pe
rs
on

ne
la

va
ila

bl
e

Te
am

m
em

be
rs

fe
el

m
or
e
se
cu

re
w
he

n
th
ey

ha
ve

pr
od

uc
ti
ve

te
am

co
lla

bo
ra
ti
on

;

Be
in
g
co

m
pe

te
nt

is
go

od
,b

ut
fe
el
in
g
co

m
pe

te
nt

is
m
or
e
ef
fe
ct
iv
e

fo
r
im

pr
ov

in
g
th
e
re
si
de

nt
s'
pr
os
pe

ct
s
fo
r
au

to
no

m
y.

M
an

ag
em

en
t
pr
ov

id
in
g
ne

ce
ss
ar
y
su

pp
or
t
an

d
ad

eq
ua

te
ti
m
e
to

m
ak

e
th
e
tr
ai
ni
ng

su
st
ai
na

bl
e
do

es
im

pr
ov

e
th
e
re
si
de

nt
s'

au
to
no

m
y.

G
oo

ss
en

s
et

al
.,
20

20
a,
20

20
b

A
m
pe

et
al
.,
20

17
Sa

ev
er
ei
d
et

al
.,
20

19
Sa

ev
er
ei
d
et

al
.,
20

20
M
ar
ia
ni

et
al
.,
20

16

8 H. van der Weide, M.H. Lovink, K.G. Luijkx et al. / International Journal of Nursing Studies 137 (2023) 104382



Th
e
ab

ili
ti
es

of
nu

rs
es

to
co

lla
bo

ra
te

in
te
am

s,
im

pr
ov

es
th
e

re
si
de

nt
s'
in
vo

lv
em

en
t
an

d
au

to
no

m
y.

Th
er
e
is
a
la
ck

of
gu

id
an

ce
on

ho
w

to
su

pp
or
t
re
si
de

nt
s'

de
ci
si
on

-m
ak

in
g.

Bo
um

an
s
et

al
.,
20

21
Ca

m
er
on

et
al
.,
20

21
a,
20

21
b

Pe
rs
on

al
ch

ar
ac
te
ri
st
ic
s
of

re
si
de

nt
s
an

d
fa
m
ily

Re
si
de

nt
s
be

in
g
un

de
rs
to
od

w
it
h

re
ga

rd
to

th
ei
r
w
is
he

s
an

d
pr
ef
er
en

ce
s

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
;n

ur
si
ng

st
af
f;

fa
m
ily

m
em

be
rs

St
af
fs
om

et
im

es
m
ak

es
as
su
m
pt
io
ns

ab
ou

t
th
e
re
si
de

nt
s'
ab

ili
ty

to
m
ak

e
de

ci
si
on

s
an

d
th
ey

re
ly

on
re
si
de

nt
s'
bo

dy
la
ng

ua
ge

an
d
th
ei
r

ow
n
in
te
rp
re
ta
ti
on

th
er
eo

f
Re

la
ti
ve

s
do

no
t
al
w
ay

s
un

de
rs
ta
nd

th
e
co

m
pl
ex

it
y
of

de
m
en

ti
a

W
he

n
st
af
fm

ak
es

ge
ne

ra
la

ss
um

pt
io
ns

ab
ou

t
th
e
re
si
de

nt
s'
bo

dy
la
ng

ua
ge

,r
es
id
en

ts
ar
e
at

ri
sk

of
be

in
g
m
is
un

de
rs
to
od

w
hi
ch

w
ill

di
m
in
is
h
th
ei
r
au

to
no

m
y.

Re
la
ti
ve

s
us

ua
lly

tr
us

t
st
af
ft
o
kn

ow
w
ha

t
re
si
de

nt
s
w
an

t,
th
er
ef
or
e
th
ey

do
no

t
in
te
rf
er
e
w
he

n
th
ey

sh
ou

ld
,w

hi
ch

ca
n

so
m
et
im

es
di
m
in
is
h
th
e
lik

el
ih
oo

d
of

au
to
no

m
y
fo
r
re
si
de

nt
s.

Fe
th
er
st
on

ha
ug

h
et

al
.,
20

16
Ca

m
er
on

et
al
.,
20

20
Sa

ev
er
ei
d
et

al
.,
20

19
H
oe

k
et

al
.,
20

20

Re
si
de

nt
s
fe
el
in
g
lik

e
th
ey

be
lo
ng

an
d

fe
el
in
g
re
la
xe

d
an

d
at

ho
m
e

Re
si
de

nt
s
fe
el
in
g
lik

e
th
ey

ar
e

in
vo

lv
ed

an
d
ta
ke

n
se
ri
ou

sl
y

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
;n

ur
si
ng

st
af
f;

fa
m
ily

m
em

be
rs

Re
si
de

nt
s
ne

ed
to

fe
el

ac
kn

ow
le
dg

ed
,s
in
ce

th
ey

ar
e
ha

pp
y
to

be
in
vo

lv
ed

,
Re

si
de

nt
s
us
ua

lly
fe
el

vu
ln
er
ab

le
,d

ep
en

de
nt

an
d
an

gu
is
he

d,
es
pe

ci
al
ly

in
en

d-
of
-l
ife

di
sc
us

si
on

s

W
he

n
st
ru
gg

lin
g
w
it
h
th
ei
r
de

m
en

ti
a,

re
si
de

nt
s
ne

ed
co

m
fo
rt

an
d

st
ab

ili
ty

in
or
de

r
to

im
pr
ov

e
th
ei
r
au

to
no

m
y;

al
lp

ar
ti
ci
pa

nt
s
ne

ed
to

fe
el

lik
e
th
ey

be
lo
ng

an
d
fe
el

co
nn

ec
te
d
to

ot
he

rs
.

M
ac
Le

od
K
am

pf
,n

.d
.

M
ar
ia
ni

et
al
.,
20

16
Bo

um
an

s
et

al
.,
20

21

Im
pr
ov

in
g
fa
m
ily

pa
rt
ic
ip
at
io
n
an

d
ed

uc
at
in
g
th
e
re
la
ti
ve

s
ab

ou
t
th
e

im
pa

ct
of

de
m
en

ti
a

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
,n

ur
si
ng

st
af
f,

fa
m
ily

m
em

be
rs

Fa
m
ily

m
em

be
rs

ne
ed

en
co

ur
ag

em
en

t
to

fe
el

ca
pa

bl
e
of

pa
rt
ic
ip
at
in
g
bu

t
th
ey

al
so

fe
el

gr
at
ef
ul

to
be

in
vo

lv
ed

.
N
ex

t
of

ki
n,

ho
w
ev

er
,c
an

so
m
et
im

es
ex

pe
ri
en

ce
fe
el
in
gs

of
un

ce
rt
ai
nt
y

Th
e
fa
m
ily

's
su

pp
or
to

ft
he

re
si
de

nt
s
is
im

po
rt
an

tf
or

th
ei
r
co

m
fo
rt

an
d
fo
r
pr
ov

id
in
g
in
fo
rm

at
io
n.

Th
is
is
so
,t
ha

t
gi
ve

n
th
e
op

po
rt
un

it
y,

fa
m
ily

m
em

be
rs

ca
n
be

pr
op

er
ly

in
vo

lv
ed

in
de

ci
si
on

m
ak

in
g,

th
er
eb

y
im

pr
ov

in
g

re
si
de

nt
s'
au

to
no

m
y.

A
m
pe

et
al
.,
20

15
Sa

ev
er
ei
d
et

al
.,
20

19
Sa

ev
er
ei
d
et

al
.,
20

20
H
oe

k
et

al
.,
20

19

In
te
ra
ct
io
n
an

d
re
la
ti
on

sh
ip
s

Bu
ild

a
tr
us

ti
ng

re
la
ti
on

sh
ip

be
tw

ee
n

re
si
de

nt
,r
el
at
iv
e
an

d
nu

rs
in
g

pr
of
es
si
on

al
,m

ak
in
g
re
si
de

nt
s
fe
el

at
ho

m
e

Bu
ild

tr
us

ti
ng

an
d
po

si
ti
ve

re
la
ti
on

sh
ip
s
be

tw
ee

n
ea

ch
nu

rs
in
g

st
af
ft
ea

m
m
em

be
r
an

d
as

a
te
am

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
,f
am

ily
m
em

be
rs

an
d
nu

rs
in
g
st
af
f

Fa
m
ily

ne
ed

to
fe
el

w
el
co
m
e
an

d
th
ey

gr
ea

tl
y
ap

pr
ec
ia
te

ha
vi
ng

a
tr
us

ti
ng

re
la
ti
on

sh
ip

w
it
h
nu

rs
es

Re
si
de

nt
s
ne

ed
to

fe
el
lik

e
th
ey

be
lo
ng

an
d
ne

ed
to

fe
el
re
la
xe

d
an

d
at

ho
m
e

A
s
re
si
de

nt
s'
pr
ef
er
en

ce
s
w
ill

al
w
ay

s
be

in
flu

en
ce
d
by

th
ei
r

ne
tw

or
k
of

re
la
ti
on

sh
ip
s
th
ey

ar
e
in
,f
am

ily
m
em

be
rs

ne
ed

to
fe
el

w
el
co

m
e
to

ge
nu

in
el
y
be

co
m
e
in
vo

lv
ed

an
d
im

pr
ov

e
re
si
de

nt
s'

au
to
no

m
y.

Fa
m
ily

m
em

be
rs

ex
pe

ri
en

ce
gr
ea

te
r
sa
ti
sf
ac
ti
on

ab
ou

t
au

to
no

m
y

in
ca
se

of
a
go

od
re
la
ti
ve

-n
ur
se

re
la
ti
on

sh
ip
.

Li
tt
le

to
no

pe
rs
on

al
co

nt
ac
t
pr
ev

en
ts

au
to
no

m
y
im

pr
ov

in
g.

W
he

n
st
ru
gg

lin
g
w
it
h
th
ei
r
de

m
en

ti
a,

al
lp

ar
ti
ci
pa

nt
s
ne

ed
to

fe
el

co
nn

ec
te
d
to

ot
he

rs
in

or
de

r
fo
r
th
ei
r
au

to
no

m
y
to

im
pr
ov

e.

Sa
ev

er
ei
d
et

al
.,
20

19
Sa

ev
er
ei
d
et

al
.,
20

20
H
el
ge

se
n
et

al
.,
20

14
H
oe

k
et

al
.,
20

19
M
ac
Le

od
K
am

pf
,n

.d
.

M
ar
ia
ni

et
al
.,
20

16
Bo

um
an

s
et

al
.,
20

21

H
an

dl
e
co

m
pl
ex

in
te
rv
en

ti
on

s
in

th
e

re
si
de

nt
-f
am

ily
-n

ur
se

tr
ia
ng

le
Be

aw
ar
e
of

th
e
im

pa
ct

of
pe

rs
on

al
st
yl
es

of
in
te
ra
ct
io
n

Pe
op

le
w
it
h
de

m
en

ti
a
in

nu
rs
in
g
ho

m
es

fa
m
ily

m
em

be
rs

an
d
nu

rs
in
g

st
af
f

Fa
m
ily

an
d
nu

rs
es

sh
ou

ld
be

aw
ar
e
of

ho
w

in
te
ra
ct
io
n
st
yl
es

af
fe
ct

th
e
re
si
de

nt
s'
em

ot
io
na

ls
ta
te

Fa
m
ily

m
em

be
rs

an
d
nu

rs
es

ca
n
be

m
or
e
se
ns

it
iv
e
to

al
l

in
te
ra
ct
io
ns

,e
sp

ec
ia
lly

w
it
h
re
ga

rd
to

th
ei
r
ow

n
ro
le
,w

hi
ch

le
ad

to
m
or
e
tr
us

ti
ng

re
la
ti
on

sh
ip
s
an

d
th
er
ef
or
e
im

pr
ov

es
re
si
de

nt
s'

au
to
no

m
y.

Ca
m
er
on

et
al
.,
20

20
Bo

um
an

s
et

al
.,
20

21

Ex
pe

rt
pa

ne
lC

M
O
co
nfi

gu
ra
ti
on

s
O
ff
er

al
te
rn

at
iv
e
ch

oi
ce
s
th
ro
ug

h
pe

rs
on

-c
en

te
re
d
co

m
m
un

ic
at
io
n

ac
co

m
pa

ni
ed

by
fle

xi
bl
e
w
or
ki
ng

co
nd

it
io
ns

an
d
sc
he

du
le
s

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es

an
d
fa
m
ily

m
em

be
rs

Re
si
de

nt
s
fe
el

th
ey

ha
ve

to
ad

ap
t
to

or
ga

ni
za
ti
on

ru
le
s
an

d
pr
oc

ed
ur
es

So
m
et
im

es
re
si
de

nt
s
fe
el

lik
e
th
ey

ar
e
eq

ua
la

nd
ac
ce
pt

di
m
in
is
he

d
au

to
no

m
y
du

e
to

or
ga

ni
za
ti
on

al
co

nd
it
io
ns

.

Cr
ea

ti
ng

ch
oi
ce

op
ti
on

s
in

a
fle

xi
bl
e
or
ga

ni
za
ti
on

sy
st
em

,w
ill

im
pr
ov

e
re
si
de

nt
s'
au

to
no

m
y

A
lt
er
na

ti
ve

s
m
ay

le
ad

to
an

au
to
no

m
ou

s
de

ci
si
on

,t
ho

ug
h
it
m
ay

be
a
se
co

nd
-b
es
t
op

ti
on

.
Im

pl
em

en
t
in
de

pe
nd

en
t
cl
ie
nt

su
pp

or
t

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es

an
d
fa
m
ily

m
em

be
rs

Re
si
de

nt
s
an

d
re
la
ti
ve

s
so
m
et
im

es
fe
el

un
eq

ua
lly

eq
ui
pp

ed
in

ca
re

pl
an

ni
ng

co
nv

er
sa
ti
on

s
an

d
re
si
de

nt
s
ar
e
so
m
et
im

es
in
ca
pa

bl
e
of

kn
ow

in
g
ab

ou
t
th
e
op

ti
on

s
fo
r
ch

oo
si
ng

an
d
m
ak

in
g
de

ci
si
on

s

To
im

pr
ov

e
au

to
no

m
y,

re
si
de

nt
s
an

d
re
la
ti
ve

s
ne

ed
to

pa
rt
ic
ip
at
e

in
a
tr
ia
ng

le
re
la
ti
on

sh
ip
,i
n
w
hi
ch

al
la

re
eq

ua
lly

eq
ui
pp

ed
Pr
ov

id
in
g
re
si
de

nt
s
w
it
h
ac
tu
al

op
ti
on

s
to

ch
oo

se
fr
om

an
d

ex
pl
an

at
io
ns

ab
ou

t
th
os
e
op

ti
on

s,
w
ill

le
ad

to
re
si
de

nt
s
ha

vi
ng

gr
ea

te
r
au

to
no

m
y.

N
ur
se
s,
re
si
de

nt
s
an

d
re
la
ti
ve

s
re
gu

la
rl
y
m
at
ch

in
g
ca
re

ex
pe

ct
at
io
ns

an
d
ca
re

po
ss
ib
ili
ti
es

Fo
r
pe

op
le

w
it
h

de
m
en

ti
a
in

nu
rs
in
g

ho
m
es
;f
am

ily
m
em

be
rs

So
m
et
im

es
,p

ro
fe
ss
io
na

ls
ar
e
st
uc

k
in

ri
gi
d
pr
oc

ed
ur
es

an
d
pr
ot
oc

ol
Cl
ie
nt
s
so
m
et
im

es
be

lie
ve

th
ey

ar
e
en

ti
tl
ed

to
ha

ve
th
in
gs

ex
ac
tl
y

th
ei
r
w
ay

Cr
ea

ti
ve

so
lu
ti
on

s
an

d
re
al
is
ti
c
ex

pe
ct
at
io
ns

pr
om

ot
e
a

sa
ti
sf
ac
to
ry

in
te
ra
ct
io
n
an

d
a
tr
us

ti
ng

re
la
ti
on

sh
ip
,t
he

re
by

im
pr
ov

in
g
th
e
pr
os
pe

ct
s
of

gr
ea

te
r
au

to
no

m
y
fo
r
re
si
de

nt
s.

H. van der Weide, M.H. Lovink, K.G. Luijkx et al. / International Journal of Nursing Studies 137 (2023) 104382 9



Personal 
characteris�cs of 

residents

Competent 
nursing staff

Interac�on and 
rela�onships

Preference and 
choice
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of residents and family, competent nursing staff (the articles included
used different terminologies such as nursing-home staff, direct-care
staff and nursing-care staff) and interaction and relationships. After
the coding process, the data extracted from all the included articles re-
sulted in a total of 66 configurations. Each of these 66 CMO configura-
tions was then placed into its matching theme, thus revealing
overlapping, additional and contradictory configurations, which ulti-
mately resulted in thirteen CMO configurations. The expert panel that
we consulted unanimously validated the results. Furthermore they pro-
vided additional information about the residents and the residents' fam-
ily members feeling unequally equipped to communicate with the
nursing staff about care. The experts also pointed out the high employee
turnover which makes it difficult for staff to get to know the resident
adequately. Finally the expert panel stated that the nursing staff per-
ceives that there is insufficient time available to regularlymatch upmu-
tual expectations. The expert panel input was converted into three
additional CMOs, resulting in a total of sixteen CMO configurations
(Table 3).

3.3. Context mechanism outcome findings

The studies that we analyzed described the introduction and perfor-
mance of interventions to support the residents' autonomy. After struc-
turing all causal configurations, we were able to identify the following
overall context factors: ‘people with dementia’, ‘living in a nursing
home environment’, and ‘interacting with families and nursing staff
(in a triangle relationship)’. The interventions described can be divided
between two categories: content interventions that related to the core
of autonomy and interventions on context factors, referring to their sur-
roundings (Diagram 1). The interventions we identified were related to
arrangements concerning daily care, daytime activities and advance-
care-planning and they were usually introduced by the nursing staff
and care organizations, to help improve the residents' autonomy. The
mechanisms that we identified included feelings of (in)competence,
trust, (in)security, reluctance and (un)awareness. These mechanisms
concerned every person involved in the triangle. All configurations
showed an outcome for autonomy.

3.3.1. Preference and choice
The primary concept of autonomy was explored in several studies.

The theme ‘preference and choice’ entails the development of content
interventions meant to support the autonomy of people with dementia
living in nursing homes. Advance care planning was found to be useful
as an autonomy intervention, but it needs to be appliedmore frequently
in daily-care situations (Ampe et al., 2017). Also, ‘knowing the resident’
was indicated as an important factor for supporting autonomy
(Fetherstonhaugh et al., 2016). Additionally, studies highlighted
three interventions: supporting decision-making by simplifying
(limiting) choices and visualizing them, offering alternative choices
in a flexible process and raising the awareness of autonomy topics
to be discussed in daily life situations (Goossens et al., 2020a, 2020b;
Saevereid et al., 2019, 2020; MacLeod Kampf, n.d.).

3.3.2. Personal characteristics of residents and family
People with dementia living in nursing homes all have a personality.

They have developed as individuals over the years and their dementia
has influenced themas a person. The personal characteristics of residents
and family members are extremely important when implementing au-
tonomy interventions. As a context factor, it impacts the success or fail-
ure of – in itself – constructive interventions. It is therefore essential to
continuously investigate personal preferences (Fetherstonhaugh et al.,
2016; Cameron et al., 2020, 2021a, 2021b). The articles that we included
regularly referred to these personal characteristics by concluding that
residents need to feel like they belong and are known and they need to
feel relaxed and at home (MacLeod Kampf, n.d.; Mariani et al., 2016).
They also need to be heard, to be actively involved and to be taken seri-
ously, especially when they feel vulnerable and dependent (Mariani
et al., 2016).

3.3.3. Competent nursing staff
The competences of nursing staff are a second theme that can be in-

fluential as a context factor. It is a theme that has an important influence
on the successful implementation of an intervention (Ampe et al., 2017;
Boumans et al., 2021; Cameron et al., 2020). Residents' family members
are reliant on the competency of nursing staff to understand, interpret
and communicate adequately with the residents and with them
(Goossens et al., 2020a, 2020b). Studies have indicated which compe-
tences and abilities are necessary to support the residents' autonomy
(Cameron et al., 2020; Boumans et al., 2021). The primary findings for
this theme were the following: the abilities to communicate and ad-
dress emotions, to see, understand and interpret residents' preferences
and the professionals being aware of the impact of their own personal-
ities, attitudes and biases (Cameron et al., 2020; Mariani et al., 2016;
Boumans et al., 2021). Knowing the resident in every way that is rele-
vant, including their cultural background and life's history, was also an
enabling factor (Hoek et al., 2019). Finally, the need to establish team
goals and have constructive team collaborations was found to be influ-
ential for a successful implementation of an intervention (Boumans
et al., 2021).

3.3.4. Interaction and relationships
The studies that we included indicated that interaction and positive

relationships were highly important and can be considered as a third
context factor. Autonomy only appears to be valuable for people with
dementia when they are interacting in a relationship with other people,
whether their next of kin or the nursing staff that provide them with
their care (Helgesen et al., 2014; Mariani et al., 2016). The included
studies regularly mentioned this triangle relationship and the impor-
tance of fostering positive connections between family members and
nursing staff. Residents thrive when family members and professionals
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have a trusting relationship (Hoek et al., 2019). Nursing staff, in partic-
ular, should be aware of the complexity of this interaction and of their
matching styles of interaction. The relationships between residents
and care professionals exert a substantial influence on achieving auton-
omy for people with dementia (Cameron et al., 2020, 2021a, 2021b), as
does the family members feeling and being made welcome (Boumans
et al., 2021).

4. Discussion

In our rapid realist review sixteen theoretical propositions (context
mechanism outcome configurations) were outlined for increasing
the understanding of how to support autonomy for people with
dementia in nursing homes. Context mechanism outcome configu-
rations showed that several interventions were implemented in
nursing homes to support the autonomy of people with dementia. The
interventions seemed to cohesively support autonomy. Content inter-
ventions alone (preference and choice) did not always and entirely
make a difference. Three additional themes (‘personal characteristics
of residents and family, nursing staff competences and interaction/rela-
tionships in the triangle’) emerged as context factors that were deter-
minative for the results. Therefore these factors also need to be
addressed when taking measures to support autonomy of people with
dementia in nursing homes.

Similar to other studies, we also observed a deeper connection be-
tween autonomyand dementia. People value self-determination, choice
and control, as primary aspects of their self-worth, especially when it is
no longer possible for them to execute their wishes independently
(Daly et al., 2018). Our results seem complementary to the outcome of
the systematic literature review Boumans et al. performed in 2019.
They stated that improving the relationship between residents and for-
mal or informal caregivers is valuable and will contribute to the auton-
omy of people with dementia living in nursing homes (Boumans et al.,
2019). What our study adds is, that these elements must be considered
interdependent and equally important.

Content interventions to maintain autonomy are regularly encoun-
tered in the complex process of daily care. For example the action of
simplifying the choices offered or finding alternatives to support auton-
omy can be a facilitator, but this alsomeans that autonomymust be lim-
ited in order for it to be successfully realized (Fetherstonhaugh et al.,
2016). For example, nursing staff might decide on the choices being of-
fered, which could be interpreted as limiting autonomy. In this respect,
the ability to express preferences and choices may also be viewed as
a person's competence, considering our finding that nursing staff or
family members might be offering different choices that are more in
line with their own values or even for their own benefit (for example,
to save time). Abma and Bendien (2019) state that the ability to handle
autonomywill differ depending on the people and their personal situa-
tions. In keepingwith our results, Koster and Nies (2021) demonstrated
that the people involved (in a client–family member–professional carer
triangle) all individually influence the outcome of an intervention, as
they all have different personalities, abilities and competences. The ac-
tors, having their own interests, also appear to be dependent on the re-
lationships and interaction that they experience in their own situational
triangle (Sherwin and Winsby, 2000). Future research should address
these issues. Our study shows that a facilitating organization is needed
to ensure that interventions can be fully implemented and properly se-
cured in care processes.Wewould further recommend that future stud-
ies utilize this outcome to explore how context situations, such as
organizational rules and restrictions due to procedures, influence the
outcome on autonomy interventions.

The findings of our review shed light on why autonomy interven-
tions work differently in different situations (Fazio et al., 2018;
Boumans et al., 2019). The interventions performed to support auton-
omy for people with dementia in nursing homes were usually found
to be positive, and they were found to be clear, logical and encouraging
to residents with dementia (Ampe et al., 2015; Goossens et al., 2020a,
2020b; Cameron et al., 2020).

Our findings on the autonomy interventions sometimes struck the
members of our expert panel as self-evident, which is remarkable
given that lasting positive results on autonomy interventions are diffi-
cult to achieve in practice (Boumans et al., 2021).

This review explored the probability that context factors and per-
sonal mechanism factors are particularly important to consider when
taking measures to support the autonomy of people with dementia in
nursing homes. In fact, more context factors were found in ‘personal
characteristics and competent nursing staff’, than were found when de-
veloping a content intervention. It seems that, generally speaking, inter-
ventions can work, but more research incorporating our findings, is
required to explore how the results can be improved when applied
within a complex context.

4.1. Limitations and strengths

Our study was limited by the fact that we only included English-
language publications, which may have excluded studies from other
countries where different cultures play a role in how autonomy is per-
ceived. We also limited our research by excluding important decisions
about situations involving intimacy, life and death situations as well as
issues on freedom of mobility, because they do not have a particular
focus on autonomy. Certain insights on autonomy, however, could
have been obtained through these topics. Moreover, our study incorpo-
rated a wide variety of articles, which made it harder to compare their
results. Ten of the studies that we included are related to the Dutch or
European situation. The outcome thereforemay not be fully representa-
tive for other parts of the world. Our focus on daily-care situations in
nursing home conditions – where many people with dementia live in –
can be considered a strength because daily-life decisions primarily re-
flect the residents' way of living. The review process is also regarded to
be a strength based upon the expert panel's contribution of practicefind-
ings, as we specified in three additional CMO configurations.

5. Conclusion

Based on our results, sixteen context mechanism outcome configu-
rations have illustrated that content interventions on ‘preference and
choice’ should be reinforcedwith three other themes in order to support
the autonomyof each individual. Peoplewith dementia living in nursing
homes depend on others to help them fulfill their desire for autonomy.
Autonomy, therefore, was found to be an interactive process that re-
quires the support of others to be effective.

Autonomy interventions for people who have dementia can only be
individually successful when applied in accordance with the right set of
conditions, bearing in mind the characteristics and competences of the
nursing staff, residents and family members andmaintained in produc-
tive interactions in an effective triangle relationship.
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