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ABSTRACT

Background and objectives: Although the concept of empowerment seems useful for good care and sup-
port for people living with dementia, there is a lack of understanding of the process of empowerment.
Therefore, more insight is needed into the concept of empowerment, and the environment’s role in the
empowerment process.
Research design and methods: We performed an integrative literature review (PubMed, CINAHL, Psych-
INFO), including studies that addressed empowerment for people living with dementia in their title or
abstract. Using qualitative data analysis software ATLAS.ti, we applied open codes to describe all relevant
aspects of included articles. Common themes and categories were identified using inductive reasoning
and constant comparison.
Results: Sixty-nine articles were included. We identified four themes: (1) description of the state of being
empowered, (2) the process of empowerment, (3) contribution of the environment to the empowerment
process, and (4) effects on other variables. We combined these results with the conceptual framework of
our previous qualitative study on the definition of empowerment for people living with dementia based
on stakeholders’ perspectives. Subsequently, the combined information of both studies was visualized in
a revised conceptual framework.
Discussion and implications: This literature review provides more details as to the role of the environment
for empowerment of people living with dementia and suggests that empowerment can be considered a
dynamic process, taking place through interaction between the person living with dementia and their en-
vironment. Our revised conceptual framework of empowerment can serve as a basis for future studies on
empowerment for people living with dementia, and to support (in)formal caregivers in the empowerment
process.
© 2021 The Author(s). Published by Elsevier Ltd.
This is an open access article under the CC BY-NC-ND license
(http://creativecommons.org/licenses/by-nc-nd/4.0/)

What is already known

o Empowerment takes place within the person living with de-
mentia, but is achieved through interaction with their environ-

o For people living with dementia to feel empowered, a sense of ment.
identity, usefulness, control, and self-worth is important.
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What this paper adds

e The concept of empowerment for people living with demen-
tia is widely used in scientific literature. Nevertheless, empirical
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studies on what empowerment means and includes for people
living with dementia are scarce.

o Empowerment of people living with dementia can be con-
sidered a dynamic process, with empowerment taking place

0020-7489/© 2021 The Author(s). Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license

(http://creativecommons.org/licenses/by-nc-nd/4.0/)


https://doi.org/10.1016/j.ijnurstu.2021.104098
http://www.ScienceDirect.com
http://www.elsevier.com/ijns
http://crossmark.crossref.org/dialog/?doi=10.1016/j.ijnurstu.2021.104098&domain=pdf
http://creativecommons.org/licenses/by-nc-nd/4.0/
mailto:charlotte.vancorven@radboudumc.nl
mailto:annemiek.bielderman@radboudumc.nl
mailto:mandy.wijnen@radboudumc.nl
mailto:roeslan.leontjevas@ou.nl
mailto:peter.lucassen@radboudumc.nl
mailto:maud.graff@radboudumc.nl
mailto:debby.gerritsen@radboudumc.nl
https://doi.org/10.1016/j.ijnurstu.2021.104098
http://creativecommons.org/licenses/by-nc-nd/4.0/

2 C.T.M. van Corven, A. Bielderman, M. Wijnen et al./International Journal of Nursing Studies 124 (2021) 104098

within the interaction of, and relationship between, the person
living with dementia and their environment.

e This literature review specifies the empowerment process and
the environment’s role therein.

1. Introduction

The concept of empowerment has received increasing attention
across a growing number of contexts (Hage and Lorensen, 2005).
In the context of healthcare, empowerment contributes to the
shift from task-oriented care, with a focus on the illness, to
person-centered care with an emphasis on the whole person
(Holmstrom and Roing, 2010). The World Health Organization de-
fines it as a process through which people gain greater control over
decisions and actions affecting their health (World Health Organi-
zation, 1998). However, definitions of empowerment may differ de-
pending on the population in which it is applied (Tengland, 2008).
For example, for people living with a chronic illness, empowerment
occurs when patients come to terms with their threatened secu-
rity and identity, not only with their health (Aujoulat et al., 2008).
Furthermore, it can be argued that empowerment for people liv-
ing with dementia differs from empowerment for those without
dementia, considering the cognitive impairment and behavioral
changes that may affect control over decisions and actions. The
concept of empowerment seems useful in providing care and sup-
port for people living with dementia, for example through be-
ing involved in decision-making, improved relationships and in-
teraction, and the use of advance directives for future medical
care (Hill et al., 2018; McConnell et al., 2018; Prato et al., 2018;
Shelton et al., 2018). However, literature on what empowerment
means for people living with dementia remains scarce. A clear def-
inition may contribute to better communication on empowerment,
and, therefore, to the development of interventions aimed at pro-
moting empowerment for people living with dementia. To opti-
mally contribute to good care and support for people living with
dementia, specific research about the concept and process of em-
powerment is needed.

In our recent qualitative study, we proposed a conceptual
framework of empowerment for older people living with demen-
tia based on the perspectives of people living with dementia
themselves, their family caregivers and health care professionals
(van Corven et al., 2021). We were able to identify four themes
surrounding what it means to be empowered: having a sense of
personal identity, having a sense of choice and control, having a
sense of usefulness and being needed, and retaining a sense of
worth. The four themes seemed to be as important for people liv-
ing with dementia residing at home, as for those residing in a
nursing home, and was evident across different stages of demen-
tia. However, empowerment may not only be defined by its state,
but also by its process (Richardson, 2002), and much less is known
about how empowerment works. An important step in advancing
understanding is to review existing literature with the aim of gain-
ing insight into the process of empowerment, how empowerment
can be supported by others, and subsequently placing our stake-
holder perspective’s framework of empowerment in the broader
perspective of the literature.

To our knowledge, McConnell et al. (2019) are the only re-
searchers who have reviewed the literature on empowerment for
people living with dementia (McConnell et al., 2019). In their scop-
ing review, they identified ten articles that presented concepts
or constructs regarding empowerment for people living with de-
mentia. As these articles did not provide definitions of empow-
erment, McConnell et al. (2019) extracted the implied definitions
of empowerment from these research papers. This resulted in a
list of constructs and terms associated with empowerment: choice,
control, autonomy, agency, involvement, participation, decision-

making, active, self-determination, using abilities, creating change,
advocacy and confidence. To advance knowledge, a more extensive
literature review seems valuable, also addressing how empower-
ment works within specific contexts, such as empowerment tak-
ing place in society, or taking place in the interaction with the di-
rect environment. Also, investigating how empowerment can affect
other variables, for example well-being, seems valuable. A better
understanding of the process of empowerment is needed to pro-
mote and support empowerment for people living with dementia.
To expand on previous research, and to obtain a broader under-
standing of the concept of empowerment for people living with
dementia, an integrative review (Whittemore and Knafl, 2005) is a
valuable asset through the combination of a wide range of litera-
ture on empowerment for people living with dementia.

The purpose of this study was to explore the empowerment
process for people living with dementia by reviewing how empow-
erment is used within the literature, and to integrate this knowl-
edge with the themes from our recently developed conceptual
framework based on stakeholder perspectives. In this way, we hope
to contribute to a basis for developing interventions that support
empowerment for people living with dementia.

2. Methods and design

We used the integrative literature review method. Integrative
literature reviews are the broadest type of review methods and
enable various perspectives to be identified. An integrative review
follows a systematic process, but is more inclusive than a system-
atic review as a wide range of study types are included. It follows
the steps of problem identification, literature search, data evalua-
tion, data analysis, and presentation (Whittemore and Knafl, 2005).
Subsequently, we further integrated the results of this literature re-
view into our empirically-based conceptual framework on empow-
erment for people living with dementia (van Corven et al., 2021).

2.1. Literature search

We retrieved scientific publications on empowerment for peo-
ple living with dementia by searching the current literature for ex-
plicit use of the concept “empowerment”. This systematic search
was conducted across PubMed, PsycINFO and CINAHL in Novem-
ber 2020. MeSH terms (Pubmed), Thesaurus terms (PsycINFO,
CINAHL) and free text words in either the title and/or abstract
were used. These terms included (“empower*” or “disempower*”)
combined with (“Alzheimer*” or “CADASIL” or “Creutzfeldt-Jakob”
or “Dementia*” or “Diffuse Neurofibrillary Tangles with Calcifica-
tion” or “Frontotemporal Dementia” or “Frontotemporal Lobar De-
generation” or “Huntington” or “Kluver-Bucy” or “Lewy Body” or
“Pick” or “Picks” or “Primary Progressive Aphasia” or “Primary Pro-
gressive Nonfluent Aphasia”). The search was limited to English
and Dutch publications and there was no limit on publication year.
Studies were included if they addressed empowerment for peo-
ple living with dementia in their title or abstract. Studies were
excluded if they addressed the empowerment of (in)formal care-
givers without any relation to the specific empowerment of people
living with dementia. All publication types were included (e.g., ed-
itorials, study protocols, theoretical and empirical research papers,
both qualitative and quantitative), books or book chapters were
exluded.

After reading the full-texts, we formulated three additional ex-
clusion criteria: (1) authors only used empowerment in the form
of “empower to” and never as a construct on its own, (2) the word
empowerment was only mentioned in the title or abstract, and not
in the full-text, or (3) authors only addressed disempowerment for
people living with dementia and did not mention empowerment.
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2.2. Data evaluation

First, all of the titles and abstracts were screened independently
by two researchers (CvC and MW) taking into consideration the
exclusion criteria. Any discrepancies were resolved by consensus
meetings between the two reviewers. For the screening of the full-
texts for remaining references, 20 full-texts were selected for inclu-
sion and studied independently by two researchers (CvC and AB).
After discussion of any discrepancies within the first ten full-texts,
no further discrepancies occurred in the following ten full-texts.
Therefore, the remaining full-texts were screened for inclusion by
one researcher (CvC), who only consulted the other reviewer (AB)
when in doubt. This researcher also assessed the quality of the in-
cluded studies using the Joanna Briggs critical appraisal for sys-
tematic reviews (Aromataris et al.,, 2015) and the Mixed Methods
Appraisal Tool (MMAT Tool) for all other articles (Pace et al., 2012).
We did not use these quality assessment methods as inclusion cri-
teria, as we considered it important to include the widest range of
possible articles in the analysis.

2.3. Data extraction and analyses

Baseline characteristics were extracted by the first author (CvC):
publication (authors, year, country), study design, and study set-
ting. Furthermore, we appraised how the concept of empowerment
was used in the article: did authors provide empirical evidence, or
did they, for instance, only use the word empowerment in the in-
troduction without any elaboration on the topic.

The texts of all papers were entered into the qualitative data
analysis software ATLAS.ti (version 8.4.15). The first author (CvC)
applied open codes to describe all information on empowerment
of included articles, which led to the subsequent development
of a coding system. Codes referring to the same phenomenon
were grouped into categories and these categories were grouped
into higher-order themes. Using inductive reasoning and con-
stant comparison, common categories and themes were identified
(Braun and Clarke, 2006). For example, the statement “Empower-
ment may be translated into practice when people with demen-
tia have more autonomy” was coded under the broader category
“choice, control and autonomy”. This category was later linked to
the theme “description of the state of being empowered”. The re-
search team held consensus meetings to refine and consolidate the
coding and interpretation.

Thereafter, we combined the results of this integrative review
with the themes presented in our conceptual framework, visualiz-
ing the combined information of both studies in a revised concep-
tual framework.

3. Results

The systematic searches identified 990 potentially eligible arti-
cles. The flow diagram in Fig. 1 illustrates the number of articles
assessed, excluded and included at each stage of the selection pro-
cess (Moher et al., 2009). In total, 69 articles were selected. Types
of included articles were qualitative (n = 23), quantitative (obser-
vational n = 2 or intervention studies n = 3) and mixed methods
empirical research articles (n = 7), review articles (n = 7), discus-
sion papers (n = 13), papers describing an intervention (n = 6),
commentaries (n = 2), feasibility or pilot studies (n = 2), study
protocols (n = 2), an editorial (n = 1), and a participatory action
research article (n = 1). The methodological quality of all included
articles was satisfactory to good (Additional file 1). Articles origi-
nated from sixteen countries. Most articles came from the United
Kingdom (n = 26), followed by the United States (n = 12), Australia
(n = 5), Canada (n = 5), the Nederlands (n = 5), Sweden (n = 4),
Japan (n = 2) and Norway (n = 2). One article originated from each

of the following countries: Austria, Belgium, Brazil, China, France,
Ireland, Israel, and Italy. The main reason for exclusion was that
the word empowerment was not used with regard to people living
with dementia.

3.1. Use of empowerment in included studies

Articles reported specifically on people living with dementia
who resided at home (n = 35), in a nursing home (n = 10) or
both (n = 11). Ten articles did not mention the setting, while three
articles reported on the hospital setting. The use of the concept
of empowerment in the articles differed: empowerment as a main
topic of the article (n = 3), empowerment as a qualitative theme in
the results section (n = 15), a particular care practice discussed as
a means for empowerment (n = 6), empowerment as target or as
module of an intervention (n = 18), empowerment as a word used
in the results or discussion section (n = 20), or other usage (n = 7).
All information was qualitative, as none of the identified articles
presented quantitative data on empowerment. Also did none of
the included articles, except one (McConnell et al., 2019), provide
a specific definition of empowerment for people living with de-
mentia. In all of the other included articles, authors used the word
empowerment without a clear definition of the concept for people
living with dementia.

Several of these articles presented empirical evidence on em-
powerment, for example due to the fact that empowerment
emerged as a theme in the results section of a qualitative article
(Alsawy et al., 2019; Han and Radel, 2017; Hobden et al., 2018;
Hung and Chaudhury, 2011; Kannaley et al., 2018; Manthorpe and
Samsi, 2013; Mmako et al., 2020; Parveen et al., 2017; Prato et al.,
2018; Ryan et al., 2009; van 't Leven et al., 2018), or because ef-
fects of an empowerment intervention were studied (Chung, 2001;
Nomura et al., 2009; Passmore et al., 2007). Nevertheless, the use
of the word empowerment was not always explained or defined
properly. For example, Passmore and colleagues investigated the
effects of community-based recreation groups called “empower-
ment groups” (Passmore et al., 2007). They found that participants
reported increased feelings of usefulness after one year. Why these
groups were called “empowerment groups” or why these groups
were considered empowering is not mentioned. Another example
is the article of Kannaley and colleagues in which they qualitatively
analyzed blog narratives written by people living with dementia
(Kannaley et al., 2018). One of the resulting themes of the study
was “advocacy and empowerment”. Within the paragraph, the au-
thors summed up multiple subcategories, but did not elaborate on
empowerment, or its relationship with advocacy.

3.2. The word “empowerment”

How authors used the word empowerment varied. Most au-
thors either used the noun “empowerment”, the present partici-
ple “empowering” as a verb or adjective, or the gerund noun
“empowering”. Furthermore, “empower to [...]” is used by thirty-
two articles. Some examples include “empower to communicate”
(Alsawy et al., 2019; Parke et al., 2016), “empower to access treat-
ment” (Keenan et al, 2016), “empower to participate in soci-
ety” (Sixsmith and Gibson, 2007), or “empower to make positive
changes in life” (Carpenter et al., 2002). Furthermore, seventeen
authors used, next to empowerment, the word “disempowerment”
or “disempowering” in their article.

The word empowerment was often used in combination with
another construct. For example, the theme “Approach and empow-
erment” as a result of a qualitative study (Bielsten et al., 2018)
or within an enumerated list, such as in the sentence “Dementia
Friendly Initiatives generally share an individualized and holistic
approach that promotes dignity, empowerment, engagement, and
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Fig. 1. PRISMA flow diagram.

autonomy” (Hebert and Scales, 2017). All identified constructs used
in combination with the word empowerment can be found in Ad-
ditional file 2. Lastly, empowerment is used as a prepositive ad-
jective to describe something (an intervention, approach, etc.) as
positive or to characterize a quality, for example an “empowering
hospital experience” (Prato et al., 2018).

3.3. Overview of articles

Based on all of the included articles in this integrative litera-
ture review, we were able to identify four themes: (1) description
of the state of being empowered, (2) the process of empowerment,
(3) contribution of the environment to the empowerment process,
and (4) effects on other variables. An overview of the articles can
be found in Table 1. Table 2 shows an overview of the codes, cate-
gories and themes.

3.4. Description of the state of being empowered

One of the themes that emerged from the analysis is the de-
scription of the state of being empowered. This included choice,
control and autonomy, the use of abilities and being active, and
self-worth and confidence (see Tables 1 and 2).

3.4.1. Choice, control and autonomy

Several authors mentioned choice (Clarke et al, 2018;
Martin and Younger, 2000), control (Carpenter et al., 2002;
McConnell et al, 2018; Ryan et al, 2009; Wilkinson, 2001)
and autonomy (Kenigsberg et al., 2017; McConnell et al., 2018;
Wilkinson, 2001) as aspects of the state of being empowered.

Authors emphasized the importance of independence
(Smith et al., 2017), self-determination (Wilkinson, 2001), and

involvement within the decision-making process (Martin and
Younger, 2000; McConnell et al., 2018; McConnell et al., 2019;
Prato et al., 2018), for example by having a choice over their
activities (Han and Radel, 2017; Mmako et al., 2020; Parveen et al.,
2017), actively deciding on care interventions (Wolfs et al., 2010),
or making decisions about the disclosure of their dementia
diagnosis (Bhatt et al., 2020). To illustrate:

“[...] empowerment involved being consulted, heard and actively
involved in decision making.” (McConnell et al., 2018)

McConnell and colleagues concluded in their empirical study
that the person living with dementia should have the opportunity
to create change (McConnell et al., 2019). However, Wilkinson and
colleagues highlighted that at some point the risk associated with
some decisions may be too high. Facilitation and support from oth-
ers is then required (Wilkinson, 2001).

3.4.2. Use of abilities and being active

Other authors found or suggested the use of abilities
(McConnell et al., 2018; McConnell et al., 2019; van 't Leven et al.,
2018) and being active (Maki et al., 2020; McConnell et al., 2019)
as the core description of the state of being empowered:

“We identified ‘empowerment’ as the core theme in the stories of
our participants, e.g. focusing on remaining capacities, searching
for strengths that could compensate for limitations, and increasing
self-confidence without denying limitations.” (van 't Leven et al.,
2018)

Some authors also highlighted the importance of maximiz-
ing skills, or acquiring new skills (Kenigsberg et al., 2017;
McConnell et al., 2018). To illustrate, Nomura and colleagues



Table 1

Overview of included articles and the identified categories and themes.

Author (year)

Article type

Setting and country

Empowerment

Description of the state
of being empowered

Process of
empowerment

Contribution of the environment to
the empowerment process

Effects on other
variables

Hallberg et al. (1995)

Martin and

Younger (2000)

Chung (2001)

Proctor (2001)
Wilkinson (2001)
Carpenter et al. (2002)

MacKinlay (2002)

Nolan et al. (2002)

Kiimpers et al. (2005)

Ramos et al. (2005)
Passmore et al. (2007)

Ready (2007)

Gould et al. (2008)

Beard et al. (2009)

Nomura et al. (2009)

Paradise et al. (2009)

Ryan et al. (2009)

Young and
Manthorp (2009)
Carr et al. (2010)

Genoe (2010)

Qualitative research
article

Mixed methods
research article
Qualitative research
article

Qualitative research
article

Discussion paper

Intervention paper

Qualitative research
article

Discussion paper
Mixed methods
research article
Discussion paper
Quantitative research
article

Commentary
Intervention paper

Qualitative research
article

Qualitative research
article

Quantitative research
article

Qualitative research
article

Discussion paper

Intervention paper

Discussion paper

Nursing home, Sweden

Nursing home, United
Kingdom
Home, China

Hospital, United
Kingdom

Home and nursing
home, United Kingdom

Nursing home, United
States

Nursing home, United
States

Not specified, United
Kingdom

Home and nursing
home, the Netherlands

Not specified, Brazil
Home, United States

Not specified, United
States

Home, United States
Home, United States
Home, Japan

Not specified, United
Kingdom

Home and nursing

home, Canada

Home and nursing
home, United Kingdom
Home, United States

Home and nursing
home, Canada

Not primary theme,
empowerment used to
interpret results
Empowerment as main topic

Evaluation of empowerment
intervention

Empowerment in disability
research used to shape
methods

Empowerment as target of
intervention

Empowerment as component
of intervention

Disempowerment as theme in
results section

Not primary theme,
empowerment as a word used
in discussion

Not primary theme,
empowerment used to
describe results

Technology is mentioned as
means for empowerment
Evaluation of empowerment
intervention

Not primary theme,
empowerment as a word used
in commentary
Empowerment as target of
intervention

Not primary theme,
empowerment as a word used
in discussion section
Evaluation of empowerment
intervention

Not primary theme,
empowerment as a word used
to name relevance

Theme in results section

Empowerment as component
of code of practice

Not primary theme,
empowerment as a word used
in discussion section

Leisure is mentioned as means
for empowerment

(1) Choice, control and
autonomy

(1) Self-worth and
confidence

(1) Choice, control and
autonomy

(1) Choice, control and
autonomy, (2) Sense of
self-worth and
confidence

(1) Self-worth and
confidence

(1) Use of abilities and
being active

(1) Choice, control and
autonomy, (2)
Self-worth and
confidence

(1) Self-worth and
confidence

(1) Relationships and
social interaction

(1) Relationships and
social interaction
(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationship and
social interaction

(1) Relationships and
social interaction

(1) Attitudes of family caregivers
and healthcare professionals

(1) Attitudes of family caregivers
and healthcare professionals

(1) Attitudes of family caregivers
and healthcare professionals
(1) Attitudes of family caregivers
and healthcare professionals

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Dementia friendliness, inclusion
and low stigma

(1) Care approaches

(1) Dementia friendliness,
inclusion and low stigma

(1) Care approaches

(1) Attitudes of family caregivers
and healthcare professionals

(1) Professional care, (2) Dementia
friendliness, inclusion and low
stigma

(1) Attitudes of family caregivers
and healthcare professionals

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Dementia friendliness,
inclusion and low stigma

(1) Improved
relationships

(1) Confidence,
self-esteem and
dignity

(1) Quality of life and
wellbeing

(1) Participation in
society

(1) Sense of control

(1) Confidence,
self-esteem and
dignity

(1) Confidence,
self-esteem and
dignity

(1) Sense of self

(Continued on next page)
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Table 1 (Continued).

Author (year)

Article type

Setting and country

Empowerment

Description of the state
of being empowered

Process of
empowerment

Contribution of the environment to
the empowerment process

Effects on other
variables

Pierce (2010)

Wolfs et al. (2010)

Hung and

Chaudhury (2011)

Young et al. (2011)

Pearce et al. (2012)

Manthorpe and
Samsi (2013)
Span et al. (2013)

Di Fiandra et al. (2015)

Olsen et al. (2015)

Willemse et al. (2015)

Keenan et al. (2016)

Parke et al. (2016)

Poland and Birt (2016)

Burholt et al. (2017)

Di Lorito et al. (2017)
Han and Radel (2017)
Hebert and

Scales (2017)

Kenigsberg et al. (2017)

Discussion paper
Quantitative research
article

Qualitative research
article

Intervention paper

Intervention paper

Qualitative research
article

Review article

Commentary

Qualitative research
article

Mixed methods
research article
Discussion paper
Qualitative research

article
Editorial

Quantitative research
article

Review article
Qualitative research

article
Review article

Discussion paper

Not specified, United
Kingdom

Home, the Netherlands

Nursing home, Canada

Home and nursing
home, United Kingdom

Home, United
Kingdom

Home and nursing
home, United Kingdom

Home and nursing
home, the Netherlands

Home and nursing

home, Italy

Nursing home, Norway

Nursing home, the
Netherlands

Home, United
Kingdom

Hospital, Canada

Not specified, United
Kingdom

Home, United
Kingdom

Not specified, United
Kingdom
Home, United States

Home, United States

Home, France

Advance directives are
mentioned as means for
empowerment
Empowerment used to
interpret results

Theme in results section

Empowerment as component

of intervention

Empowerment as target of
intervention
Theme in results section

Not primary theme,

empowerment as a word used

in discussion section

Empowerment mentioned as
objective to improve quality of

life

Empowerment used to
interpret results

Not primary theme,

empowerment as a word used

in discussion section
Not primary theme,

empowerment as a word used

in discussion
Empowerment as working
mechanisms of intervention
Not primary theme,

empowerment as a word used

in discussion section
Not primary theme,

empowerment as a word used

in discussion section
Theme in results section

Theme in results section

Empowerment as target of
reviewed intervention

Technology is mentioned as a

means for empowerment

(1) Choice, control and
autonomy

(1) Use of abilities and
being active, (2)
Self-worth and
confidence

(1) Use of abilities and
being active

(1) Choice, control and
autonomy

(1) Choice, control and
autonomy, (2) Use of
abilities and being
active

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Care approaches

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Attitudes of family caregivers
and healthcare professionals

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Care approaches

(1) Care approaches

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Dementia friendliness,
inclusion and low stigma

(1) Professional care, (2)
Information about dementia
trajectory by PwD and family
caregiver

(1) Care approaches

(1) Care approaches

(1) Dementia friendliness,
inclusion and low stigma

(1) Dementia friendliness,
inclusion and low stigma
(1) Care approaches

(1) Care approaches, (2) Dementia
friendliness, inclusion and low
stigma

1) Attitudes of family caregivers
and healthcare professionals, (2)
Dementia friendliness, inclusion
and low stigma

(1) Confidence,
self-esteem and
dignity

(1) Confidence,
self-esteem and
dignity, (2) Sense of
self

(1) Quality of life and
wellbeing, (2) Sense of
control

(1) Quality of life and
well-being

(1) Quality of life and
wellbeing

(1) Sense of control

(1) Quality of life and
well-being

(1) Quality of life and
wellbeing, (2)
Confidence,
self-esteem and
dignity

(Continued on next page)
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Table 1 (Continued).

Author (year)

Article type

Setting and country

Empowerment

Description of the state
of being empowered

Process of
empowerment

Contribution of the environment to
the empowerment process

Effects on other
variables

Mahieu et al. (2017)

Parveen et al. (2017)

Read et al. (2017)

Smith et al. (2017)

Swall et al. (2017)

Auckland (2018)

Bielsten et al. (2018)
Clarke et al. (2018)
Giguere et al. (2018)
Harris and

Caporella (2018)
Hobden et al. (2018)
Kannaley et al. (2018)
van ‘t Leven

et al. (2018)

McConnell et al. (2018)

Phillipson et al. (2018)

Prato et al. (2018)

Shelton et al. (2018)

Alsawy et al. (2019)

Discussion paper

Qualitative research
article

Qualitative research
article

Mixed methods
research article

Qualitative research
study

Discussion paper

Mixed methods
research article
Qualitative research
article

Study protocol for RCT

Qualitative research
article
Qualitative research
article
Qualitative research
article
Qualitative research
article

Qualitative research
article

Quantitative research
article

Qualitative research
article
Discussion paper

Qualitative research
article

Nursing home,
Belgium
Home, United
Kingdom

Home, Australia

Home, United
Kingdom

Nursing home, Sweden
Not specified, United
Kingdom

Home, Sweden

Home, United
Kingdom

Home, Canada

Home, United States
Home, United
Kingdom

Home, United States

Home, the Netherlands

Home, United
Kingdom

Home, Australia

Hospital, United
Kingdom

Not specified, United
States

Home, United
Kingdom

Empowerment used to
interpret results
Theme in results section

Not primary theme,
empowerment as a word used
in discussion section
Empowerment of person living
with dementia as aim of
professional caregiver
intervention

Empowerment as target of
intervention

Advance directives are
mentioned as means for
empowerment

Theme in results section

Study on determinants of
empowering relationships
Empowerment as aim of
intervention
Empowerment as target of
intervention

Theme in results section

Theme in results section

Theme in results section

Empowerment as main topic

Empowerment as target of
intervention

Theme in results section

Empowerment mentioned as
means to avoid unwanted
medical care

Theme in results section

(1) Choice, control and
autonomy

(1) Choice, control and
autonomy

(1) Choice, control and
autonomy

(1) Use of abilities and
being active

(1) Use of abilities and
being active, (2)
Self-worth and
confidence

(1) Choice, control and
autonomy, (2) Use of
abilities and being
active, (3) Self-worth
and confidence

(1) Choice, control and
autonomy

(1) Sense of self-worth
and confidence

(1) Relationships and
social interaction

(1) Relationship and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Care approaches

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Attitudes of family caregivers
and healthcare professionals

(1) Professional care

(1) Attitudes of family caregivers
and healthcare professionals
(1) Professional care

(1) Care approaches

(1) Dementia friendliness,
inclusion and low stigma

(1) Attitudes of family caregivers
and healthcare professionals

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Dementia friendliness, inclusion
and low stigma, (3) Knowledge
about dementia trajectory by PwD
and family caregiver

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Dementia friendliness, inclusion
and low stigma

(1) Care approaches

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Professional care, (3) Dementia
friendliness, inclusion and low
stigma

(1) Quality of life and
wellbeing

(1) Sense of control

(1) Confidence,
self-esteem and
dignity

(1) Quality of life and
wellbeing, (2)
Confidence,
self-esteem and
dignity, (3) Sense of
control, (4) Improved
relationships, (5)
Participation in society
(1) Confidence,
self-esteem and
dignity

(Continued on next page)

860501 (1202) ZI Sapmis Suisiny fo [puinof [PUOLDILIILY /D 18 UAUA W ‘UDULIBPIAIG Y ‘UIAL0) UDA WL

~



Table 1 (Continued).

Author (year)

Article type

Setting and country

Empowerment

Description of the state
of being empowered

Process of
empowerment

Contribution of the environment to
the empowerment process

Effects on other
variables

Lee et al. (2019)

McConnell et al. (2019)

Plunger et al. (2019)

Teng et al. (2019)

Watt et al. (2019)

Bhatt et al. (2020)

Dassa et al. (2020)

Hicks et al. (2020)
Husebo et al. (2020)

Maki et al. (2020)

Mmako et al. (2020)

Parker et al. (2020)

Whelan et al. (2020)

Mixed methods
research article
Mixed methods
research article

Intervention paper

Review article
Discussion paper
Feasibility study of
intervention

Pilot study of
intervention
Participatory action
research article

Study protocol for RCT

Discussion paper

Review article

Review article

Review article

Home, Canada

Not specified, United
Kingdom

Home, Austria

Home to nursing
home, Australia
Nursing home,
Australia

Home, United

Kingdom
Home, Israel

Home, United
Kingdom
Home, Norway

Home, Japan

Home, Australia

Home, United
Kingdom

Home and nursing
home, Ireland

Theme in results section

Empowerment as main topic

Not primary theme,
empowerment one of the aims
of the intervention

Theme in results section

Empowerment as target of
intervention

Empowerment as aim of
intervention

Not primary theme,
empowerment as a word used
in results section
Empowerment as an approach
in action research
Empowerment as a
component of intervention
Dementia-friendly
communities are mentioned as
a means for empowerment
Theme in results section

Not primary theme,
empowerment as a word used
in discussion section

Not primary theme,
empowerment used to
describe results

(1) Choice, control and
autonomy, (2) Use of
abilities and being
active, (3) Self-worth
and confidence

(1) Choice, control and
autonomy

(1) Use of abilities and
being active

(1) Choice, control and
autonomy

(1) Self-worth and
confidence

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Relationships and
social interaction

(1) Care approaches

(1) Attitudes of family caregivers
and healthcare professionals, (2)
Dementia friendliness, inclusion
and low stigma

(1) Care approaches, (2) Dementia
friendliness, inclusion and low
stigma

(1) Knowledge about dementia
trajectory by PwD and family
caregiver

(1) Care approaches

(1) Dementia friendliness,
inclusion and low stigma

(1) Dementia friendliness,
inclusion and low stigma

(1) Confidence,
self-esteem and
dignity

PwD = person living with dementia, RCT = randomized controlled trial.
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Table 2
Overview of codes, categories and themes.

Themes (heading) and categories

Codes

Description of the state of being empowered
Choice, control and autonomy
Using abilities and being active
Self-worth and confidence

Process of empowerment
Relationships and social interaction

Contribution of the environment to the empowerment process
Attitudes of family caregivers and healthcare professionals
Care approaches
Dementia friendliness, inclusion and low stigma

Knowledge about the dementia trajectory by people living
with dementia and their family caregiver
Effects on other variables
Quality of life and well-being
Confidence, self-esteem and dignity
Sense of self
Sense of control
Improved relationships
Participation in society

Independence, choice over activities
Meeting needs for occupation, learning new skills
Being heard, sense of belonging

Meaningful communication, intimate family relationships

Giving adequate time, respect and value to interests
Person-centered care, service planning

Dementia friendly initiatives, changing perceptions,
co-production

Awareness of treatment options, awareness of available services

Quality of life, well-being

Being aware of capabilities, sense of competence
Affirmed identity, diminished loss of valued roles
Involved in decision making

Reduced isolation

Social inclusion, shared social identity

named regaining procedural skills as a strategy to support empow-
erment for a person living with dementia (Nomura et al., 2009).
Being active was further characterized as being able to make a con-
tribution through helping others (Hobden et al., 2018; Olsen et al.,
2015) and meeting requirements for occupation (Willemse et al.,
2015). For example, in the qualitative study of Hobden and col-
leagues, a participant described how he is normally shy and re-
served, but being actively engaged in swimming sessions gave him
the opportunity to develop his confidence and to help other par-
ticipants with their swimming (Hobden et al., 2018).

3.4.3. Self-worth and confidence

Authors used a sense of self-worth (Proctor, 2001) and confi-
dence (McConnell et al., 2019; van 't Leven et al., 2018) to de-
fine the state of being empowered. They found or suggested that
a sense of self-worth or confidence can be experienced by being
heard (Alsawy et al., 2019; McConnell et al., 2019), being invested
in (Olsen et al, 2015) and feeling respected (McConnell et al.,
2019). Furthermore, authors mentioned the importance of a sense
of belonging (McConnell et al., 2018; Whelan et al., 2020), a sense
of pride, and a positive self-image (Proctor, 2001). They argued that
feelings of accomplishment and purpose are important for a per-
son living with dementia to feel empowered (Ryan et al., 2009),
together with the growing realization that there is more to de-
mentia than cognitive and functional impairments (Ready, 2007).
Genoe and colleagues argued that being empowered is associated
with the ability to define oneself rather than accepting the defi-
nitions provided by others (Genoe, 2010). Examples included re-
viewing past successes (Carpenter et al.,, 2002), and using abilities
to show your worth (Genoe, 2010).

3.5. Process of empowerment

The second theme that emerged from the analysis was the pro-
cess of empowerment. This included relationships and social inter-
action (see Tables 1 and 2).

3.5.1. Relationships and social interaction

Authors suggested that empowerment is promoted through
meaningful communication (Alsawy et al., 2019; Martin and
Younger, 2000; Prato et al., 2018; Smith et al., 2017; Young and
Manthorp, 2009; Young et al, 2011), for instance by sharing

experiences (Alsawy et al., 2019; McConnell et al., 2018) and
striving for equal partnership (Clarke et al., 2018; Hicks et al,,
2020; Martin and Younger, 2000; McConnell et al, 2019;
Nolan et al, 2002; Prato et al, 2018; Ryan et al., 2009).
Furthermore, authors implied that the relationships between
the person living with dementia and their family caregivers
(Parke et al., 2016; Prato et al., 2018) and healthcare profession-
als (Hallberg et al., 1995; Martin and Younger, 2000) make up the
empowerment process. Positive caregiving from family caregivers
(Chung, 2001; Parveen et al., 2017) and intimate family relation-
ships (Chung, 2001; Nomura et al., 2009) were ways to promote
empowerment. As Nomura et al. (2009) wrote:

“As both people with dementia and caregivers feel the loss of the
family relationship, improving the family relationship itself can re-
sult in empowering both of them.” (Nomura et al., 2009)

It was argued that promoting strategies of personal and fa-
milial engagement may promote empowerment for people liv-
ing with dementia (Dassa et al., 2020; Di Fiandra et al., 2015;
Teng et al,, 2019). In the relationship with healthcare profession-
als (mostly working in the nursing home or hospital), Prato and
colleagues observed communication and behaviors endorsing em-
powerment when ward-based staff focused on developing an em-
pathic relationship with trust and friendship. They emphasized
that staff making decisions in conjunction with people living with
dementia and their relatives contributes to establishing empow-
erment (Prato et al, 2018). In contrast, Carpenter and colleagues
reasoned from the perspective of the person living with demen-
tia, and argued that interventions focusing on empowerment in-
volve exploring fears about raising issues with staff, and engag-
ing in role-playing exercises for people living with dementia such
as when learning how to approach staff and communicate their
requests (Carpenter et al., 2002). Furthermore, authors suggested
that empowerment may be encouraged through regular social ac-
tivity (Burholt et al., 2017; Kenigsberg et al., 2017; Passmore et al.,
2007), but also through peer support and a shared social iden-
tity with other people living with dementia (Kannaley et al., 2018;
McConnell et al., 2018; Mmako et al., 2020; Nomura et al., 2009;
Passmore et al., 2007).
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3.6. Contribution of the environment to the empowerment process

The third theme that emerged from the analysis was the con-
tribution of the environment to the empowerment process. This
included the attitudes of family caregivers and healthcare pro-
fessionals, care approaches, dementia friendliness, inclusion and
low stigma, and knowledge about the dementia trajectory by peo-
ple living with dementia and their family caregiver (see Tables 1
and 2).

3.6.1. Attitudes of family caregivers and healthcare professionals

Authors mentioned that the attitudes of family caregivers and
healthcare professionals to people living with dementia influences
the empowerment process for people living with dementia. As
MacKinlay and colleagues wrote:

“We can empower the person with dementia by our attitudes and
actions and listening to their voice. If we view someone as being
special, unique, and valuable, we will relate to the person in that
way, and the person will respond positively. They will flourish.”
(MacKinlay, 2002)

Generally, giving adequate time, being patient, being emphatic
(Smith et al., 2017) and providing positive feedback (Nomura et al.,
2009) were mentioned by authors as promoting empowerment.
More specifically, authors noted that acknowledging the poten-
tial of the person living with dementia (Bielsten et al., 2018;
Carpenter et al., 2002; Nomura et al., 2009) and addressing their
capabilities (Carpenter et al., 2002; Kenigsberg et al., 2017; van
't Leven et al., 2018) as important aspects contributing to the em-
powerment process. They argue that people living with dementia
should be encouraged to use existing skills and learn new skills
(McConnell et al., 2018), and it was found that necessary resources
should be provided to facilitate their skills (McConnell et al., 2019).
Authors argued that family caregivers and healthcare professionals
should support what people wish and are able to do for as long
as possible (Hung and Chaudhury, 2011; van 't Leven et al., 2018;
Wilkinson, 2001).

Furthermore, authors mentioned that to promote empower-
ment for people living with dementia, a person’s life history,
beliefs, values, and individual preferences have to be central
(Kenigsberg et al., 2017; Young et al., 2011). They identified the im-
portance of listening to their experiences (McConnell et al., 2019)
and suggested that respecting and valuing their interests has a
significant impact (Han and Radel, 2017; Nomura et al., 2009;
Smith et al., 2017). Therefore, authors said exploring personal pref-
erences (Carpenter et al., 2002) and activity needs are critical for
promoting empowerment (van 't Leven et al., 2018).

Moreover, authors stated that an approach in which fam-
ily caregivers and healthcare professionals increase choice
(Kenigsberg et al., 2017; Martin and Younger, 2000), control
(Hallberg et al., 1995; Martin and Younger, 2000), and involvement
of people living with dementia in decision-making (Alsawy et al.,
2019; McConnell et al., 2018; Wilkinson, 2001) contributes to
empowerment, with assistance in the decision-making process
as and when it is needed (Carpenter et al., 2002; Gould et al,
2008). Authors also suggested that to encourage people living
with dementia they should see themselves as effective, powerful
people (Carpenter et al., 2002), with others listening to their voice
(MacKinlay, 2002) and recognizing their rights (Phillipson et al.,
2018; Wilkinson, 2001).

3.6.2. Care approaches

Many authors indicated that empowerment can be promoted
through care provision (Clarke et al., 2018; Mahieu et al., 2017;
Prato et al., 2018), especially person-centered care (Alsawy et al.,
2019; Han and Radel, 2017; Hebert and Scales, 2017; Keenan et al.,

2016; Kiimpers et al., 2005; Lee et al., 2019; Plunger et al., 2019;
Ready, 2007; Young et al., 2011):

A person-centered approach that empowers the individual with de-
mentia is fundamental to best practice. (Keenan et al., 2016)

Involvement in service planning or decision making (Di Fiandra
et al., 2015; Giguere et al., 2018; Kiimpers et al., 2005; Lee et al.,
2019; Olsen et al., 2015), and advanced directives in which wishes
for the future are documented were demonstrated to contribute
to feelings of empowerment (Auckland, 2018; Beard et al., 2009;
Husebo et al., 2020; Pierce, 2010). Pearce and colleagues advocated
for giving people living with dementia a voice in anticipation of
when they are no longer able to articulate their views, and the op-
portunity to record their views on aspects of their life that they
feel are important to them (Pearce et al., 2012). Keenan and col-
leagues mentioned that early diagnosis is beneficial to give people
living with dementia the opportunity to plan and prepare for these
future needs (Keenan et al., 2016).

3.6.3. Dementia friendliness, inclusion and low stigma

Authors mentioned that dementia friendliness facilitates the
empowerment process within society (MacKinlay, 2002) as well
as in the community (Harris and Caporella, 2018; Hebert and
Scales, 2017; Maki et al., 2020; Parker et al., 2020; Phillipson et al.,
2018). The same goes for dementia friendly initiatives in general
(Hebert and Scales, 2017), such as dementia friendly swimming
sessions (Hobden et al., 2018). Reducing stigma and changing the
perceptions of dementia was said to promote empowerment for
people living with dementia (Beard et al., 2009; McConnell et al.,
2018; Poland and Birt, 2016). As Phillipson and colleagues wrote:

“Low levels of public understanding can contribute to the fear,
stigma and social exclusion associated with living with dementia.
Dementia friendly communities aim to address this by empower-
ing people with dementia and increasing their social inclusion.”
(Phillipson et al., 2018)

Carr and colleagues mentioned that staying in the community
rather than having to move to a nursing home can be consid-
ered empowering (Carr et al., 2010), and Kenigsberg and colleagues
stated that this also reduced isolation and disconnection from per-
sonal and social communities (Kenigsberg et al., 2017). Ramos and
colleagues noted the use of digital devices as important for main-
taining independence, autonomy and maximal social integration
(Ramos et al., 2005).

Moreover, authors noted that involvement in research (Di Lorito
et al., 2017; Span et al,, 2013) and co-design (Alsawy et al., 2019)
as ways to contribute to the empowerment of people living with
dementia. For example, involvement in the co-design of technol-
ogy (Kenigsberg et al., 2017; Span et al.,, 2013) and in the devel-
opment of dementia-friendly pharmacies (Plunger et al., 2019). It
was found that co-production promotes empowerment for people
living with dementia by facilitating agency and listening to their
experiences (McConnell et al., 2019). McConnell and colleagues ar-
gued that empowerment driven organizations should be commit-
ted to involving people living with dementia in lead roles and key
decision making moments (McConnell et al., 2018).

3.6.4. Knowledge about the dementia trajectory by people living with
dementia and their family caregiver

Furthermore, people living with dementia and their family care-
givers having knowledge about dementia may promote empow-
erment. This knowledge includes awareness of treatment options
(Watt et al., 2019; Wolfs et al., 2010), recognition of available
services (Di Fiandra et al., 2015) and information about the de-
mentia trajectory (Di Fiandra et al., 2015; McConnell et al., 2018;
Paradise et al., 2009; Parveen et al., 2017; Read et al., 2017;
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Shelton et al., 2018). Many authors describe the important role that
healthcare professionals play in providing this information to peo-
ple living with dementia and their family caregivers (Read et al.,
2017; Wolfs et al., 2010). Gould and colleagues suggest that peo-
ple living with dementia may feel empowered by having the most
relevant information at the time when it is most needed; this
could avoid hasty decisions that might be regretted in the future
(Gould et al., 2008). Many authors note the importance of knowl-
edge and information for making informed choices and planning
for the future (Manthorpe and Samsi, 2013; Read et al., 2017).

3.7. Effects on other variables

The last theme that emerged from the analysis was effects of
empowerment on other variables. This included quality of life and
well-being, confidence, self-esteem and dignity, sense of self, sense
of control, improved relationships, and participation in society (see
Tables 1 and 2).

3.7.1. Quality of life and well-being

Authors argued that empowerment in people living with de-
mentia results in positive changes in their quality of life (Di Fian-
dra et al., 2015; Kenigsberg et al., 2017; McConnell et al., 2018;
Parveen et al., 2017) and well-being (Hebert and Scales, 2017;
Kenigsberg et al., 2017; McConnell et al., 2018; Span et al., 2013;
Willemse et al., 2015). In the words of MacKinlay and colleagues:
“They will flourish.” (MacKinlay, 2002). Parveen and colleagues
wrote about their information program for families:

“The program had an indirect impact on the quality of life of those
with dementia, as families now offered choice and focused on em-
powerment.” (Parveen et al., 2017)

3.7.2. Confidence, self-esteem and dignity

Possible results of empowerment in a person living
with dementia include confidence, self-esteem and dig-
nity (Carpenter et al, 2002; Hung and Chaudhury, 2011;

Kenigsberg et al., 2017; McConnell et al., 2018; Nomura et al.,
2009; Ryan et al., 2009; Whelan et al., 2020), as well as peo-
ple living with dementia becoming aware of their capabilities
(McConnell et al., 2018). Lastly, empowerment was mentioned
to promote a sense of competence (Young et al., 2011), feelings
of being respected (Phillipson et al., 2018), and a sense of being
important, needed and meaningful (Swall et al., 2017).

3.7.3. Sense of self

One of the effects of empowerment was people living with de-
mentia having a sense of self (Swall et al., 2017; Young et al.,
2011), an affirmed identity, and a diminished loss of valued roles
(Genoe, 2010).

3.7.4. Sense of control

Having an enhanced sense of control was also mentioned as
an effect of empowerment (Span et al,, 2013), as people living
with dementia can be more involved in decision making related
to their future needs (Gould et al., 2008; Keenan et al.,, 2016;
McConnell et al., 2018; Read et al., 2017).

3.7.5. Improved relationships

Other effects of empowerment in people living with dementia
were improved relationships (Chung, 2001; McConnell et al., 2018),
reduced isolation, and the confidence to disclose their diagnosis to
family and friends (McConnell et al., 2018).

3.7.6. Participation in society

On a societal level, authors described greater social inclusion
(McConnell et al., 2018), participation in society (Ramos et al.,
2005), and reduced stigma (McConnell et al., 2018) as possible ef-
fects of empowerment in people living with dementia. As Ramos
and colleagues mentioned:

“The core objective is to [...] empower cognitively impaired people
and Alzheimers patients, enabling them to exercise their citizen-
ship, participate and share with their community their life experi-
ences and aspirations.” (Ramos et al., 2005)

Furthermore, McConnell et al. (2018) suggested the effect of
empowerment as having a shared social identity, a sense of collec-
tive strength, and the confidence to speak out on issues that affect
them, becoming active co-producers of policy and service develop-
ment.

3.8. Revising the conceptual framework of the process of
empowerment

We combined the results of this integrative review with the
conceptual framework from our previous qualitative study on the
definition of empowerment for people living with dementia based
on stakeholders’ perspectives (van Corven et al., 2021). This re-
sulted in a revised conceptual framework of empowerment for
people living with dementia, as presented in Fig. 2.

In our previous qualitative study, through focus group discus-
sions with people living with dementia, their family caregivers and
healthcare professionals, four themes of empowerment were iden-
tified. These themes concerned what it means for a person liv-
ing with dementia to be empowered and were considered cen-
tral domains of empowerment: having a sense of personal iden-
tity, having a sense of choice and control, having a sense of useful-
ness and being needed, and retaining a sense of worth (van Cor-
ven et al., 2021). These domains correspond to the theme ‘descrip-
tion of the state of being empowered’ found in this literature re-
view, namely being choice, control and autonomy, using abilities
and being active, and a sense of self-worth and confidence. The im-
portance of having a sense of personal identity was not distinctly
present in the current literature review. It follows that empower-
ment can be described as a state, where a person living with de-
mentia feels empowered when the four domains of empowerment
are attained and present within their daily lives. In the revised
conceptual framework, this is represented by the colored middle
visualizing what it means for a person living with dementia to feel
empowered.

Furthermore, the findings of this integrative literature review
help us to understand the process of empowerment, and the role
of the surrounding social environment in this empowerment pro-
cess. A high number of included articles, with all satisfactory to
good methodological quality, highlighted the role of the social
environment and the importance of relationships and social in-
teraction for empowerment of people living with dementia. Al-
though the included articles do not provide clear information as to
whether they consider empowerment as a state or as a process, by
emphasizing the importance of the interaction between the person
living with dementia and their environment, they in this way de-
scribe empowerment as a process. In the revised conceptual frame-
work, the process of empowerment is represented by the light gray
circle. The dark gray boxes show how the environment can pro-
mote empowerment, specified to either the direct, organizational
and societal environments. The process of empowerment can be
initiated by either the person living with dementia themselves or
their environment, which may depend on individual and contex-
tual differences, such as setting and stage of dementia.
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Direct environment

Attitude of informal caregivers and

healthcare professionals

Organizational environment
Care approaches

Societal environment

Having a sense of
personal identity

Retaining a
sense of worth

Having a sense of
usefulness and
being needed

Dementia friendliness and low stigma
Involvement in research or co-design of facilities
Information about dementia trajectory

Fig. 2. Revised conceptual framework of the process of empowerment for people living with dementia.

4. Discussion

This extensive review of the literature identified four themes for
empowerment: (1) description of the state of being empowered,
(2) the process of empowerment, (3) contribution of the environ-
ment to the empowerment process, and (4) effects on other vari-
ables. We presented a revised conceptual framework of empow-
erment for people living with dementia, combining the results of
this integrative review with the results from our previous quali-
tative study on defining empowerment for people living with de-
mentia (Fig. 2). The majority of included articles was published in
the last 10 years, which highlights the growing interest for empow-
erment. Our findings show that the empowerment of people living
with dementia can be considered a dynamic process, with empow-
erment taking place within the interaction of, and relationship be-
tween, the person living with dementia and their environment. In
particular, it is the result of striving for the four domains of em-
powerment in this interaction. This literature review elucidated the
process of empowerment and added more details as to the role of
the environment. Implications for practice are that the social en-
vironment of people living with dementia should be made aware
of their role in the empowerment process and be supported by
knowledge and tools on how to promote empowerment for people
living with dementia. More empirical research is needed to provide
clarity on the role of the social environment.

In the revised conceptual framework, the names of the domains
are used that describe the state of being empowered as found in
our qualitative study, for the domains to be as recognizable for
people living with dementia, their family caregivers, and health-

care professionals. Furthermore, the revised conceptual framework
does not include the effects on other variables identified in this
integrative review. Relations to other variables were not well de-
scribed in the identified papers, not empirically studied, and in our
view, several of the mentioned effects on other variables seem to
constitute only one part of the process, instead of being fixed out-
comes of the empowerment process. For example, the identified
effects on the variables confidence, self-esteem and dignity could be
seen as an interaction around sense of worth. Furthermore, we ar-
gue that other effects on variables such as quality of life and well-
being are not a direct outcome of the empowerment process, as
suggested by authors from included articles, but that the empow-
erment process itself may contribute to increasing quality of life
and well-being. Additional research is needed to provide more clar-
ity about the relationship between empowerment, quality of life
and well-being.

The relevance of having a sense of personal identity was not
distinctly present in the current literature review, although it was
found as one of the themes of empowerment in our recent qualita-
tive study (van Corven et al., 2021). Articles included in this review
suggest that knowing a person’s life history, beliefs, values, pref-
erences and individual needs are important in the empowerment
process. Authors categorized this sense of self as an effect of the
empowerment process. Therefore, we did not adjust the revised
conceptual framework and kept the domain of a sense of personal
identity. Previous literature also described the priority of person-
centered care, emphasized the need to know and understand the
person living with dementia (Fazio et al., 2018; Kitwood, 1997),
and supported the importance of personhood and identity for peo-
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ple living with dementia (Brown, 2017; Paddock et al., 2018). For
this reason, although literature didn’t specifically highlight striving
for a sense of personal identity, more research seems to be needed
into the role of personal identity in the empowerment process. It
seems valuable for future empowerment interventions to explicitly
address the person behind the dementia. Our findings highlight the
importance of the four themes of empowerment in care and sup-
port for people living with dementia.

Results of this integrative review should be interpreted cau-
tiously, as substansive literature on what empowerment means and
includes for people living with dementia is scarce, and therefore it
was not possible to base our analysis on extensive empirical re-
search. Most findings of this integrative review were merely sug-
gested, proposed or implied by authors of the included articles.
Only one of the 69 included articles provided extensive empir-
ical evidence on empowerment for people living with dementia
(McConnell et al., 2019). The evidence of other empirical articles
is minimal or ambiguous, as authors used the word empowerment
in contexts where it was possibly not always the most suitable
concept. For example when empowerment is used as theme in a
qualitative study, but without explanation or elaboration as to the
concept, or the reason as to why the word was used to describe a
particular result. This contributes to confusion about the concept.
Nevertheless, we saw reason to revise the conceptual framework,
as many authors highlighted the environment’s role in the empow-
erment process and the importance of relationships and interac-
tion, and these articles were of satisfactory to good methodologi-
cal quality. It is an important issue for future research to provide
clarity on the concept of empowerment. This will improve commu-
nication on empowerment and may thus contribute to the devel-
opment of interventions aimed at empowerment for people living
with dementia and to support (in)formal caregivers in the empow-
erment process.

As the results of this integrative literature review indicate, there
is an overlap between the description of the state of being em-
powered, the process of empowerment, contribution of the envi-
ronment to the empowerment process, and effects on other vari-
ables. One clear example is choice and control. Articles included
in this review suggest that an attitude from (in)formal caregivers
that provides choice, control and inclusion in the decision making
process are environmental factors that contribute to the empower-
ment process. Moreover, having choice and control was both men-
tioned as a way to describe the state of being empowered, and as
being an effect of empowerment. This same phenomenon can be
noticed with the theme low stigma. This may be caused by au-
thors using the word empowerment where it may not be suitable,
or may confirm empowerment as a dynamic process.

4.1. Strengths and limitations

To our knowledge, this is the first study performing an exten-
sive review of the literature regarding empowerment for people
living with dementia, including all articles that used the word em-
powerment in their title or abstract. A strength of this study is the
solid performance of the search, selection and analysis of scientific
articles. The use of the qualitative data analysis software ATLAS.ti
ensured systematic data analysis. This integrative literature review
contributes to an understanding of the process of empowerment,
but also highlights the existing confusion and inconsistencies. A
limitation of this study is the search restriction to articles in En-
glish and Dutch. The majority of articles are from the United King-
dom, the United States and other Western countries, while only a
few articles originated from outside Europe or Northern America,
such as China, Israel or Brazil. This possibly impacts the global gen-
eralizability of our results, since other interpretations of empower-
ment for people living with dementia may exist in other cultures.

Furthermore, some articles were excluded since the full-text was
not available, which could have biased results. Lastly, the interpre-
tation of the results of this integrative review could be influenced
by ideas from the development of the conceptual framework of
empowerment for people living with dementia from our previous
qualitative study.

Articles were not analyzed specifically for different settings or
stages of dementia. Nevertheless, we assume that our integrative
literature review reflects a wide range of settings and stages, as
all of the themes surrounding empowerment appeared in articles
addressing the home, hospital and nursing home settings. As seen
in our previous qualitative study, the results showed that support
must be adjusted to the personal situation and individual capabili-
ties (van Corven et al., 2021), and therefore practical details of how
to support empowerment for a person living with dementia may
differ across various settings. Future empowerment interventions
should have the possibility to be tailored to each individual.

5. Conclusion

This integrative literature review provides an insight into the
process of empowerment for people living with dementia. Our re-
vised conceptual framework of empowerment can serve as a basis
for future studies on the process of empowerment for people liv-
ing with dementia, and develop interventions to support (in)formal
caregivers in the empowerment process.

Declaration of Competing Interest

None.

CRediT authorship contribution statement

Charlotte TM. van Corven: Conceptualization, Methodology,
Formal analysis, Investigation, Data curation, Writing - original
draft, Visualization, Project administration. Annemiek Bielder-
man: Conceptualization, Methodology, Formal analysis, Investiga-
tion, Writing - original draft, Funding acquisition. Mandy Wij-
nen: Investigation, Data curation, Project administration. Ruslan
Leontjevas: Conceptualization, Methodology, Writing - review &
editing, Funding acquisition. Peter L.B.J. Lucassen: Conceptualiza-
tion, Methodology, Writing - review & editing. Maud J.L. Graff:
Conceptualization, Methodology, Writing - review & editing, Su-
pervision, Funding acquisition. Debby L. Gerritsen: Conceptualiza-
tion, Methodology, Formal analysis, Investigation, Writing - origi-
nal draft, Supervision, Funding acquisition.

Funding

This work was supported by the Netherlands Organization
for Health Research and Development (ZonMw) (Grant No.
[733050832) and the Dutch Alzheimer Society.

Information about the authors

Charlotte van Corven, PhD student, performed the literature
search, screened the titles, abstracts and full-text, analyzed and in-
terpreted the data, and wrote the paper. Annemiek Bielderman,
postdoc researcher, screened full-texts, interpreted the data, and
wrote the paper. Mandy Wijnen, research assistant, screened titles
and abstracts, and interpreted the data. Ruslan Leontjevas, Peter
Lucassen and Maud Graffinterpreted the data and assisted in writ-
ing the paper. Debby Gerritsen, professor, interpreted the data, su-
pervised the data collection and assisted in writing the paper. We
have no conflict of interest to declare.



14 C.T.M. van Corven, A. Bielderman, M. Wijnen et al./International Journal of Nursing Studies 124 (2021) 104098

Supplementary materials

Supplementary material associated with this article can be
found, in the online version, at doi:10.1016/j.ijnurstu.2021.104098.

References

Alsawy, S., Tai, S., McEvoy, P., Mansell, W., 2019. It's nice to think somebody’s listen-
ing to me instead of saying 'oh shut up’. People with dementia reflect on what
makes communication good and meaningful. J. Psychiatr. Mental Health Nurs..

Aromataris, E., Fernandez, R., Godfrey, C.M., Holly, C., Khalil, H., Tungpunkom, P,
2015. Summarizing systematic reviews: methodological development, conduct
and reporting of an umbrella review approach. Int. J. Evid. Based Healthc. 13
(3), 132-140.

Auckland, C., 2018. Protecting me from my directive: ensuring appropriate safe-
guards for advance directives in dementia. Med. Law Rev. 26 (1), 73-97.

Aujoulat, I., Marcolongo, R., Bonadiman, L., Deccache, A., 2008. Reconsidering patient
empowerment in chronic illness: a critique of models of self-efficacy and bodily
control. Soc. Sci. Med. 66 (5), 1228-1239.

Beard, RL., Knauss, J., Moyer, D., 2009. Managing disability and enjoying life:
how we reframe dementia through personal narratives. J. Aging Stud. 23 (4),
227-235.

Bhatt, J., Ruffell, T.0., Scior, K., Charlesworth, G., 2020. Who to tell, how and when?":
development and preliminary feasibility of an empowerment intervention for
people living with dementia who are fearful of disclosing their diagnosis. Clin.
Interv. Aging 15, 1393-1407.

Bielsten, T., Lasrado, R. Keady, ]., Kullberg, A., Hellstrom, I, 2018. Living life and
doing things together: collaborative research with couples where one partner
has a diagnosis of dementia. Qual. Health Res. 28 (11), 1719-1734.

Braun, V., Clarke, V., 2006. Using thematic analysis in psychology.

Brown, ], 2017. Self and identity over time: dementia. ]. Eval. Clin. Pract. 23 (5),
1006-1012.

Burholt, V., Windle, G., Morgan, D.J., 2017. A social model of loneliness: the roles
of disability, social resources, and cognitive impairment. Gerontologist 57 (6),
1020-1030.

Carpenter, B., Ruckdeschel, K., Ruckdeschel, H., Van Haitsma, K., 2002. R-E-M psy-
chotherapy: a manualized approach for long-term care residents with depres-
sion and dementia. Clin. Gerontol. ]. Aging Mental Health 25 (1-2), 25-49.

Carr, D., Muschert, G.W., Kinney, J., Robbins, E., Petonito, G., Manning, L., Brown, J.S.,
2010. Silver alerts and the problem of missing adults with dementia. Gerontol-
ogist 50 (2), 149-157.

Chung, ].C., 2001. Empowering individuals with early dementia and their carers: an
exploratory study in the Chinese context. Am. J. Alzheimers Dis. Other Dement.
16 (2), 85-88.

Clarke, C.L., Wilcockson, ]., Watson, J., Wilkinson, H., Keyes, S., Kinnaird, L.,
Williamson, T., 2018. Relational care and co-operative endeavour-reshaping de-
mentia care through participatory secondary data analysis. Dementia (London)
19 (4), 1151-1172.

Dassa, A., Rosenbach, M., Gilboa, A., 2020. Towards sustainable implementation of
music in daily care of people with dementia and their spouses. Arts Psychother.
71, 101713.

Di Fiandra, T., Canevelli, M., Di Pucchio, A., Vanacore, N., 2015. The Italian dementia
national plan commentary. Ann. Ist. Super. Sanita. 51 (4), 261-264.

Di Lorito, C., Birt, L., Poland, F,, Csipke, E., Gove, D., Diaz-Ponce, A., Orrell, M., 2017.
A synthesis of the evidence on peer research with potentially vulnerable adults:
how this relates to dementia. Int. ]. Geriatr. Psychiatr. 32 (1), 58-67.

Fazio, S., Pace, D., Flinner, J., Kallmyer, B., 2018. The fundamentals of person-cen-
tered care for individuals with dementia. Gerontologist 58 (suppl_1), S10-s19.

Genoe, M., 2010. Leisure as resistance within the context of dementia. Leis. Stud. 29
(3), 303-320.

Giguere, A.M.C,, Lawani, M.A., Fortier-Brochu, E., Carmichael, P.H., Legare, F.,
Kroger, E., Witteman, H.O., Voyer, P, Caron, D., Rodriguez, C., 2018. Tailoring
and evaluating an intervention to improve shared decision-making among se-
niors with dementia, their caregivers, and healthcare providers: study protocol
for a randomized controlled trial. Trials 19 (1), 332.

Gould, E., Bueneman, D., Sandberg, E., Stoepel, K., Mapes, A., 2008. Consumer em-
powerment education for people with dementia and their families: alzheimer’s
Association carefinder. Alzheimer Care Today 9 (2), 138-144.

Hage, A.M., Lorensen, M., 2005. A philosophical analysis of the concept empow-
erment; the fundament of an education-programme to the frail elderly. Nurs.
Philos. 6 (4), 235-246.

Hallberg, L.R.H.G., Nordmark, A., Edberg, A.K., 1995. Cooperation during morning
care between nurses and severely demented institutionalized patients. Clin.
Nurs. Res. 4 (1), 78-104.

Han, A., Radel, J., 2017. The benefits of a person-centered social program for com-
munity-dwelling people with dementia: interpretative phenomenological anal-
ysis. Act. Adapt. Aging 41 (1), 47-71.

Harris, P.B., Caporella, C.A., 2018. Making a university community more dementia
friendly through participation in an intergenerational choir. Dementia (London)
18 (7-8), 2256-2575.

Hebert, C.A., Scales, K., 2017. Dementia friendly initiatives: a state of the science
review. Dementia (London) 18 (5), 1858-1895 (London).

Hicks, B., Innes, A., Nyman, S.R., 2020. Exploring the ’'active mechanisms’ for en-
gaging rural-dwelling older men with dementia in a community technological
initiative. Ageing Soc. 40 (9), 1906-1938.

Hill, H., Yeates, S., Donovan, J., 2018. You, me, us-creating connection: report on a
program to support and empower couples to navigate the challenges of demen-
tia (innovative practice). Dementia (London) 19 (7), 2469-2476.

Hobden, T.S.M., Beer, C., Dening, T., 2018. Swimming for dementia: an exploratory
qualitative study (innovative practice). Dementia 18, 776-784 (London).

Holmstrom, I., Roing, M., 2010. The relation between patient-centeredness and pa-
tient empowerment: a discussion on concepts. Patient Educ. Couns. 79 (2),
167-172.

Hung, L., Chaudhury, H., 2011. Exploring personhood in dining experiences of resi-
dents with dementia in long-term care facilities. ]. Aging Stud. 25 (1), 1-12.
Husebo, B.S., Allore, H. Achterberg, W. Angeles, R.C.,, Ballard, C, Bruvik, FK,
Feo, S.E. Gedde, M.H. Hillestad, E., Jacobsen, EF, Kirkevold, @. Kjer-
stad, E., Kjome, R.L.S., Mannseth, J., Naik, M., Nouchi, R., Puaschitz, N., Sam-
dal, R, Tranvag, O., Tzoulis, C., Vahia, LV., Vislapuu, M. Berge, LI, 2020.
LIVE@home.Path-innovating the clinical pathway for home-dwelling people
with dementia and their caregivers: study protocol for a mixed-method,

stepped-wedge, randomized controlled trial. Trials 21 (1), 510.

Kannaley, K.M.S., Yelton, B., Friedman, D.B., 2018. Thematic analysis of blog narra-
tives written by people with Alzheimer’s disease and other dementias and care
partners. Dementia (London) 18 (7-8), 3071-3090.

Keenan, B., Jenkins, C., Ginesi, L., 2016. Preventing and diagnosing dementia. Nurs.
Times 112 (26), 22-25.

Kenigsberg, P.A.A., ], P, Berard, A., Bremond, F.,, Charras, K., Dening, T., Droes, R.M.,
Gzil, F, Hicks, B., Innes, A., Nguyen, M., Nygard, L., Pino, M., Sacco, G., Salmon, E.,
van der Roest, H., Villet, H., Villez, M., Robert, P., Manera, V., 2017. Assistive
technologies to address capabilities of people with dementia: from research to
practice. Dementia (London) 18 (4), 1568-1595.

Kitwood, T.M., 1997. Dementia Reconsidered: The Person Comes First. Open univer-
sity press.

Kiimpers, S.M.L, Maarse, H., van Raak, A., 2005. A comparative study of demen-
tia care in England and the Netherlands using neo-institutionalist perspectives.
Qual. Health Res. 15 (9), 1199-1230.

Lee, L., Hillier, LM, Lu, S.K., Martin, S.D., Pritchard, S., Janzen, J., Slonim, K., 2019.
Person-centered risk assessment framework: assessing and managing risk in
older adults living with dementia. Neurodegener. Dis. Manag. 9 (1), 47-57.

MacKinlay, K., 2002. Listening to people with dementia: a pastoral care perspective.
J. Relig. Gerontol. 13 (3-4), 91-106.

Mabhieu, L., Anckaert, L., Gastmans, C., 2017. Intimacy and sexuality in institution-
alized dementia care: clinical-ethical considerations. Health Care Anal. 25 (1),
52-71.

Maki, Y., Takao, M., Hattori, H., Suzuki, T., 2020. Promoting dementia-friendly com-
munities to improve the well-being of individuals with and without dementia.
Geriatr. Gerontol. Int. 20 (6), 511-519.

Manthorpe, J., Samsi, K., 2013. Inherently risky?’: personal budgets for people with
dementia and the risks of financial abuse: findings from an interview-based
study with adult safeguarding coordinators. Br. ]. Soc. Work 43 (5), 889-903.

Martin, G.W., Younger, D., 2000. Anti oppressive practice: a route to the empower-
ment of people with dementia through communication and choice. ]. Psychiatr.
Mental Health Nurs. 7 (1), 59-67.

McConnell, T., Best, P, Sturm, T., Stevenson, M., Donnelly, M., Taylor, B.J., McCorry, N.,
2018. A translational case study of empowerment into practice: a realist eval-
uation of a member-led dementia empowerment service. Dementia 19 (6),
1974-1996 (London).

McConnell, T., Sturm, T., Stevenson, M., McCorry, N., Donnelly, M., Taylor, B.]., Best, P,
2019. Co-producing a shared understanding and definition of empowerment
with people with dementia. Res. Involv. Engagem. 5, 19.

Mmako, NJ., Courtney-Pratt, H., Marsh, P., 2020. Green spaces, dementia and a
meaningful life in the community: a mixed studies review. Health Place 63,
102344.

Mobher, D., Liberati, A., Tetzlaff, J., Altman, D.G., 2009. Preferred reporting items for
systematic reviews and meta-analyses: the PRISMA statement. PLoS Med. 6 (7),
€1000097.

Nolan, M., Ryan, T, Eenderby, P, Reid, D., 2002. Towards a more inclusive vision
of dementia care practice and research. Dement. Int. ]J. Soc. Res. Pract. 1 (2),
193-211.

Nomura, M. Makimoto, K., Kato, M., Shiba, T., Matsuura, C., Shigenobu, K.,
Ishikawa, T., Matsumoto, N., Ikeda, M., 2009. Empowering older people with
early dementia and family caregivers: a participatory action research study. Int.
J. Nurs. Stud. 46 (4), 431-441.

Olsen, C.F, Telenius, E.W., Engedal, K., Bergland, A., 2015. Increased self-efficacy: the
experience of high-intensity exercise of nursing home residents with dementi-
a-a qualitative study. BMC Health Serv. Res. 15, 379.

Pace, R, Pluye, P, Bartlett, G., Macaulay, A.C., Salsberg, ]J., Jagosh, ]., Seller, R., 2012.
Testing the reliability and efficiency of the pilot mixed methods appraisal tool
(MMAT) for systematic mixed studies review. Int. J. Nurs. Stud. 49 (1), 47-53.

Paddock, K., Brown Wilson, C., Walshe, C., Todd, C., 2018. Care home life and iden-
tity: a Qualitative case study. Gerontologist.

Paradise, M., Walker, Z., Cooper, C., Blizard, R., Regan, C., Katona, C., Livingston, G.,
20009. Prediction of survival in Alzheimer’s disease-the LASER-AD longitudinal
study. Int. ]. Geriatr. Psychiatry 24 (7), 739-747.

Parke, B.H., K, F, Schulz, M.E., Jouanne, L., 2016. Know me-a new person-centered
approach for dementia-friendly emergency department care. Dementia (Lon-
don).

Parker, M., Barlow, S., Hoe, ]., Aitken, L., 2020. Persistent barriers and facilitators
to seeking help for a dementia diagnosis: a systematic review of 30 years of


https://doi.org/10.1016/j.ijnurstu.2021.104098
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0001
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0001
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0001
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0001
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0001
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0002
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0003
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0003
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0004
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0004
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0004
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0004
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0004
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0005
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0005
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0005
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0005
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0006
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0006
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0006
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0006
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0006
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0007
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0009
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0009
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0010
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0010
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0010
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0010
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0011
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0011
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0011
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0011
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0011
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0012
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0013
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0013
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0014
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0015
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0015
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0015
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0015
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0016
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0016
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0016
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0016
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0016
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0017
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0018
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0018
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0018
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0018
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0018
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0019
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0019
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0020
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0021
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0022
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0022
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0022
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0023
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0023
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0023
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0023
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0024
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0024
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0024
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0025
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0025
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0025
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0026
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0026
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0026
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0027
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0027
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0027
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0027
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0028
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0028
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0028
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0028
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0029
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0029
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0029
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0029
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0030
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0030
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0030
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0031
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0031
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0031
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0032
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0033
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0033
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0033
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0033
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0034
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0034
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0034
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0034
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0035
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0036
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0036
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0037
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0037
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0037
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0037
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0038
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0039
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0039
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0040
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0040
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0040
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0040
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0041
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0041
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0041
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0041
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0041
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0042
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0042
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0042
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0043
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0043
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0043
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0044
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0045
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0046
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0046
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0046
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0046
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0047
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0047
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0047
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0047
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0047
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0048
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0048
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0048
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0048
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0048
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0049
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0050
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0050
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0050
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0050
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0050
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0051
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0052
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0052
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0052
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0052
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0052
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0053
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0054
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0054
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0054
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0054
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0054
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055

C.T.M. van Corven, A. Bielderman, M. Wijnen et al./International Journal of Nursing Studies 124 (2021) 104098 15

the perspectives of carers and people with dementia. Int. Psychogeriatr. 32 (5),
1-24.

Parveen, S., Blakey, H., Oyebode, J.R., 2017. Evaluation of a carers’ information pro-
gram culturally adapted for south asian families. Int. J. Geriatr. Psychiatr. 33 (2),
e199-e204.

Passmore, T., Lindenmeier, D., Tapps, T., Gibson, H., 2007. Impact of participation in
community-based recreation programs on reported loneliness and feelings of
usefulness of individuals diagnosed with early stage Alzheimer’s disease. Am. J.
Recreat. Ther. 6 (4), 27-39.

Pearce, J., Forsyth, W., Boyd, R., Jackson, G.A., 2012. Empowering people with de-
mentia: rutherglen and cambuslang values history project. Dement. Int. J. Soc.
Res. and Pract. 11 (5), 695-698.

Phillipson, L., Hall, D., Cridland, E., Fleming, R., Brennan-Horley, C., Guggisberg, N.,
Frost, D., Hasan, H., 2018. Involvement of people with dementia in raising
awareness and changing attitudes in a dementia friendly community pilot
project. Dementia (London) 18 (7-8), 2679-2694.

Pierce, R., 2010. A changing landscape for advance directives in dementia research.
Soc. Sci. Med. 70 (4), 623-630.

Plunger, P, Heimerl, K., Tatzer, V.C,, Zepke, G., Finsterwald, M., Pichler, B., Re-
itinger, E., 2019. Developing dementia-friendly pharmacies in Austria: a health
promotion approach. Health Promot. Int. 35 (4), 702-713.

Poland, E, Birt, L., 2016. The agentic person: shifting the focus of care. Aging Mental
Health 20 (8), 771-772.

Prato, LL.L., Boyles, M., Robinson, L., Abley, C., 2018. Empowerment, environment
and person-centred care: a qualitative study exploring the hospital experience
for adults with cognitive impairment. Dementia (London) 18 (7-8), 2710-2730.

Proctor, G., 2001. Listening to older women with dementia: relationships, voices and
power. Disabil. Soc. 16 (3), 361-376.

Ramos, LR., Xavier, AJ., Sigulem, D., 2005. Computation and networking-compunet-
ics-promoting digital inclusion of elderly, cognitively impaired, and Alzheimer’s
patients. Gerontechnology 3 (3), 123-125.

Read, S.T., Toye, C., Wynaden, D., 2017. Experiences and expectations of living with
dementia: a qualitative study. Collegian 24 (5), 427-432.

Ready, REE., 2007. Commentary on "Health economics and the value of therapy in
Alzheimer’s disease.” Patient-reported outcomes in clinical trials for Alzheimer’s
disease. Alzheime Dement. ]. Alzheimer Assoc. 3 (3), 172-176.

Richardson, G.E., 2002. The metatheory of resilience and resiliency. J. Clin. Psychol.
58 (3), 307-321.

Ryan, E.B., Bannister, K.A., Anas, A.P, 2009. The dementia narrative: writing to re-
claim social identity. J. Aging Stud. 23 (3), 145-157.

Shelton, W., Tenenbaum, E., Costello, K., Hoffman, D., 2018. Empowering patients
with alzheimer’s disease to avoid unwanted medical care: a look at the demen-
tia care triad. Am. J. Alzheimer Dis. Other Dement. 34 (2), 131-136.

Sixsmith, A., Gibson, G., 2007. Music and the wellbeing of people with dementia.
Ageing Soc. 27 (1), 127-145.

Smith, R., Ooms, A., Greenwood, N., 2017. Supporting people with young onset de-
mentia and their families: an evaluation of a training course for care workers.
Nurs. Edu. Pract. 27, 7-12.

Span, M., Hettinga, M., Vernooij-Dassen, M., Eefsting, J., Smits, C., 2013. Involving
people with dementia in the development of supportive IT applications: a sys-
tematic review. Ageing Res. Rev. 12 (2), 535-551.

Swall, A., Ebbeskog, B., Lundh Hagelin, C., Fagerberg, 1., 2017. Stepping out of the
shadows of Alzheimer’s disease: a phenomenological hermeneutic study of
older people with Alzheimer’s disease caring for a therapy dog. Int. J. Qual. Stud.
Health Well being 12 (1), 1347013.

Teng, C., Loy, C.T,, Sellars, M., Pond, D., Latt, M.D., Waite, L.M., Sinka, V., Logeman, C.,
Tong, A., 2019. Making decisions about long-term institutional care placement
among people with dementia and their caregivers: systematic review of quali-
tative studies. Gerontologist 60 (4), e329-e346.

Tengland, P.A., 2008. Empowerment: a conceptual discussion. Health Care Anal. 16
(2), 77-96.

van 't Leven, N.V,, de Lange, ]., van der Ploeg, E.S., Pot, A.M., 2018. Working mecha-
nisms of dyadic, psychosocial, activating interventions for people with dementia
and informal caregivers: a qualitative study. Clin. Interv. Aging 13, 1847-1857.

van Corven, C.T.M., Bielderman, A., Wijnen, M., Leontjevas, R., Lucassen, PL.B]J.,
Graff, M.J.L., Gerritsen, D.L,, 2021. Defining empowerment for older people living
with dementia from multiple perspectives: a qualitative study. Int. J. Nurs. Stud.
114, 103823.

Watt, AD., Jenkins, N.L, McColl, G., Collins, S., Desmond, PM., 2019. To treat or
not to treat": informing the decision for disease-modifying therapy in late-stage
Alzheimer’s disease. ]. Alzheimer. Dis. 68 (4), 1321-1323.

Whelan, S., Teahan, A., Casey, D., 2020. Fostering the resilience of people with de-
mentia: a narrative literature review. Front. Med. 7, 45 (Lausanne).

Whittemore, R., Knafl, K., 2005. The integrative review: updated methodology. ]J.
Adv. Nurs. 52 (5), 546-553.

Wilkinson, H., 2001. Empowerment and decision-making for people with dementia:
the use of legal interventions in Scotland. Aging Mental Health 5 (4), 322-328.

Willemse, B.M., Downs, M., Arnold, L, Smit, D., de Lange, J., Pot, A.M., 2015.
Staff-resident interactions in long-term care for people with dementia: the role
of meeting psychological needs in achieving residents’ well-being. Aging Mental
Health 19 (5), 444-452.

Wolfs, C.A., de Vugt, M.E., Verkaaik, M., Verkade, PJ., Verhey, ER., 2010. Empow-
ered or overpowered? Service use, needs, wants and demands in elderly pa-
tients with cognitive impairments. Int. J. Geriatr. Psychiatr. 25 (10), 1006-1012.

World Health Organization, 1998. WHO Guidelines On Hand Hygiene in Health Care.
WHO Press.

Young, T., Manthorp, C., 2009. Towards a code of practice for effective communica-
tion with people with dementing illnesses. J. Lang. Soc. Psychol. 28 (2), 174-189.

Young, T., Manthorp, C., Howells, D., Tullo, E., 2011. Developing a carer communica-
tion intervention to support personhood and quality of life in dementia. Ageing
Soc. 31 (6), 1003-1025.


http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0055
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0056
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0056
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0056
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0056
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0057
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0057
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0057
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0057
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0057
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0058
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0058
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0058
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0058
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0058
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0059
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0060
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0060
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0061
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0062
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0062
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0062
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0063
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0063
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0063
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0063
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0063
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0064
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0064
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0065
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0065
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0065
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0065
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0066
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0066
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0066
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0066
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0067
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0067
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0068
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0068
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0069
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0069
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0069
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0069
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0070
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0070
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0070
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0070
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0070
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0071
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0071
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0071
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0072
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0072
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0072
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0072
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0073
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0074
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0074
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0074
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0074
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0074
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0075
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0076
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0076
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0077
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0077
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0077
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0077
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0077
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0078
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0079
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0080
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0080
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0080
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0080
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0081
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0081
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0081
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0082
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0082
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0083
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0084
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0085
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0086
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0086
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0086
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0087
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0087
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0087
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0087
http://refhub.elsevier.com/S0020-7489(21)00245-5/sbref0087

	Empowerment for people living with dementia: An integrative literature review
	What is already known
	What this paper adds
	1 Introduction
	2 Methods and design
	2.1 Literature search
	2.2 Data evaluation
	2.3 Data extraction and analyses

	3 Results
	3.1 Use of empowerment in included studies
	3.2 The word “empowerment”
	3.3 Overview of articles
	3.4 Description of the state of being empowered
	3.4.1 Choice, control and autonomy
	3.4.2 Use of abilities and being active
	3.4.3 Self-worth and confidence

	3.5 Process of empowerment
	3.5.1 Relationships and social interaction

	3.6 Contribution of the environment to the empowerment process
	3.6.1 Attitudes of family caregivers and healthcare professionals
	3.6.2 Care approaches
	3.6.3 Dementia friendliness, inclusion and low stigma
	3.6.4 Knowledge about the dementia trajectory by people living with dementia and their family caregiver

	3.7 Effects on other variables
	3.7.1 Quality of life and well-being
	3.7.2 Confidence, self-esteem and dignity
	3.7.3 Sense of self
	3.7.4 Sense of control
	3.7.5 Improved relationships
	3.7.6 Participation in society

	3.8 Revising the conceptual framework of the process of empowerment

	4 Discussion
	4.1 Strengths and limitations

	5 Conclusion
	Declaration of Competing Interest
	CRediT authorship contribution statement
	Funding
	Information about the authors
	Supplementary materials
	References


