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ABSTRACT

Objectives This review identifies and examines
theoretical approaches (components and objectives) to
person-centred dementia care in order to obtain a better
understanding of what is meant by the concept of person-
centred dementia care.

Design Following the approach of Whittemore and Knafl,
an integrative literature review was conducted to answer
the following questions: (1) Which theoretical approaches
to person-centred dementia care have been published? (2)
What are the components of the theoretical approaches to
person-centred dementia care thus identified, and which
objectives can be identified?

Data sources MEDLINE (via PubMed), CINAHL (via
EBSCO) and PsycINFO (via EBSCO) were searched through
to 26 April 2021.

Eligibility criteria We included any kind of published
literature that describes theoretical approaches to person-
centred dementia care and that was written in German or
English.

Data extraction and synthesis Two independent
reviewers extracted data. Data were pooled using a data
extraction form developed by the Joanna Briggs Institute. A
qualitative content analysis was conducted.

Results The analysis revealed heterogeneous
perspectives within the identified approaches to person-
centred dementia care. Statements pertaining to the
components and objectives could be assigned to three
different subcategories (microlevel, macrolevel and
application level). This analysis enabled an enhanced
understanding of how person-centred dementia care is
currently described and whether and how the theoretical
approaches differ in terms of their orientations and their
focus on the individual and/or on sociality, which allows
conclusions regarding the underlying conceptual idea of
personhood.

Conclusions There is a clear challenge for future
research to overcome the dominance of the focus on the
individual and to consider aspects of sociality to be at least
equally important. This is needed in order to understand
dementia as a multifaceted phenomenon that demands a
differentiated consideration of theoretical notions of how to
understand personhood in this context.

INTRODUCTION
The idea of person-centred care can be traced
back to, among other sources, Rogers' and his

.2 Mike Rommerskirch-Manietta @ ,
1,2

1,2

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Our integrative review provides a systematic over-
view of international theoretical approaches to
person-centred dementia care.

= The analytical approach offers a way to opera-
tionalise theoretical approaches through inductive
categorisation and thus contributes to a better un-
derstanding of what is meant by person-centred
dementia care.

= The inclusion of literature written in English or
German languages only, as well as the inclusion
only of publications that described an approach to
person-centred dementia care explicitly, might have
biased the results of our review.

= As the differentiation between aims and outcomes
was not always clearly described, we had to merge
these categories in the analysis (with regard to
potential changes in practice), making it difficult
or even impossible to make plausible statements
about measurably effective outcomes of person-
centred dementia care.

client-centred psychotherapy.” In the context
of dementia care, the term was first used by
Kitwood,3 *to identify the task of maintaining
the personhood of people living with dementia
as the central focus of person-centred care.’
High-quality care is a precondition for the
ability of people living with dementia to live
well and for their families and care partners
to be supported.® Since the 1990s, when
Kitwood published descriptions of the funda-
mental aspects of person-centredness in
dementia, the concept has been viewed as a
point of reference in dementia care. What
constitutes high-quality care for people living
with dementia is closely linked to the concept
of person-centred care® 7 Subsequently,
the concept has been widely expanded and
used as a basis for care guidelines, concep-
tions of nursing homes (NH) and practice
models for dementia careS_lg; it has even
been called the gold standard for dementia
care practice."* ' Nevertheless, at least from
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a theoretical-conceptual perspective, the extent to which
person-centredness can be understood as a unified
concept is questionable, as there also seems to be a lack
of clarity regarding how the personhood of people living
with dementia can be conceptualised and understood in
this context.”” 2% In a recent integrative review, Byrne et
al’' concluded that no common understanding of what
is meant by person-centred care has yet been developed.

Considering the lack of such a common under-
standing, the aim of this integrative review is to identify
theoretical approaches to person-centred dementia care
and to analyse their components, pursued objectives and
outcomes.

In accordance with this research aim, we address the
following research questions:

1. Which theoretical approaches to person-centred de-
mentia care have been published?

2. What are the components of the theoretical approach-
es to person-centred dementia care thus identified,
and which objectives can be identified?

Here, theoretical approaches refer to explanations that
specify or operationalise what is meant by person-centred
dementia care. With regard to the second research ques-
tion, we define components as the described content-
related aspects which are offered within the approaches to
differentiate or operationalise person-centred dementia
care in terms of content. For identifying the objectives, we
focus on what the approach is aimed at and what is to be
achieved with the content components.

To answer these research questions, an integrative
review of relevant literature was conducted. This approach
offers a comprehensive understanding of the phenom-
enon under investigation, which in our case focuses on
theoretical approaches to person-centred dementia care.

METHODS

The methodological approach used for the integrative
review was described in a previously published review
protocol.”* Following the suggestions of Pieper et al,*
we reuse the text of our review protocol in the methods
section of this publication while making necessary
changes in cases in which the process differed between
the planned methodological approach and the approach
that was actually implemented. There were no substantial
changes to the study protocol, but there were two changes
in total with regard to the research questions. The aspects
of aims and outcomes of the second research question
as originally stated in the protocol were combined to
emphasise the objectives of the different approaches as a
result of this integrative review. In addition, based on the
literature included, it was decided to address the third
research question on underlying concepts of personhood
from the study protocol in another publication. However,
the classification of the approaches to person-centred
dementia care still allows to draw conclusions about the
underlying concept of personhood in each case.

Table 1 Eligibility criteria

Criteria Definition

Population People living with dementia

Interest Theoretical approaches (in the sense
of theoretical/conceptual descriptions)
describing/defining ‘person-centred
dementia care’

Context Care of people living with dementia
All settings of care (eg, nursing homes)

Types of Any kind of literature, which describes

sources theoretical approaches to ‘person-centred
dementia care’

Others Languages: German and English

Year: No restrictions

For our integrative review, we choose the review
approach developed by Whittemore and Knafl,** which
comprises the following five steps: (1) problem identifi-
cation, (2) literature search, (3) data evaluation, (4) data
analysis and (5) presentation.

Literature search

To answer our research questions, we conducted a
systematic literature search regarding the theoretical
approaches to person-centred dementia care by using
three literature databases (MEDLINE (via PubMed),
CINAHL (via EBSCO) and PsycINFO (via EBSCO)). The
search terms as well as the inclusion criteria were based
on our research aims and questions and were devel-
oped in accordance with the PICo (Population, Interest,
Context) framework® and supplemented with the addi-
tional categories types of sources and others (table 1).
The search terms were clustered according to population
and interest. We formulated no search terms pertaining
to the context since the context of care for people living
with dementia is also represented by the phenomenon
of interest (ie, theoretical approaches to person-centred
dementia care) and does not require further specifica-
tion. The search strings were developed first for the data-
base MEDLINE (via PubMed) and subsequently adopted
for the other databases (see online supplemental table
S1) according to RefHunter V.5.0.** We supplemented
the systematic search by using handsearching tech-
niques, such as trawling specific journals and performing
forwards (via Google Scholar) and backwards (via refer-
ence lists) citation tracking,27 * as this procedure is
considered to be particularly relevant for reviews of theo-
retical approaches.”

Publication selection

For the screening process, the records, thus, identified
were transferred to the reference manager EndNote®
and then to the systematic review management system
Covidence,?’1 where all records were first automatically
checked for duplicates. Title and abstract screening
were performed by three reviewers (JS-K (100% of all

records), DP (50% of all records) and MR-M (50% of
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all records)) independently according to the defined
inclusion criteria. The same reviewers performed a full-
text screening of all records that were assessed as poten-
tially relevant. The reasons for the exclusion of certain
full texts were recorded. Any disagreements among the
reviewers throughout the screening process were resolved
through discussion between the specific reviewers who
disagreed or, in cases in which consensus could not be
reached, among all coauthors.

Data evaluation

With regard to possible data evaluation, no review of
the methodological quality of the included records
was planned and conducted, as the aim of the integra-
tive review was to identify the theoretical approaches to
person-centred dementia care regardless of the quality or
type of the publications in question and to analyse those
approaches in relation to the defined aspects. Addition-
ally, no assessment of relevance of the included records
with regard to answering the questions prior to the data
analysis was planned because all included records were
integrated into the data analysis. If certain theoretical
approaches were described in several publications (eg,
Kitwood or Brooker), we consolidated this material
before the data extraction since the overall theoretical
approach was the unit of interest rather than a single
report.”

Data extraction

Our data extraction form was based on a template devel-
oped by the Joanna Briggs Institute.”® ** We consid-
ered general information, including (1) the names
of the authors, (2) the year in which the publication
was published, (3) the country to which the publica-
tion refers/from which the authors originated, (4) the
type of publication and (5) the name of the theoretical
approaches described in/mentioned by the publication.
The data were extracted by one researcher (JS-K) and
checked by a second researcher (MR-M). Deviations were
discussed, and in case of disagreement, the coauthors
were consulted.

There is also a specific order, starting with having
and maintaining a meaningful relationship with the
person (relationship and community domain).
Having meaningful relationships and a chance to
learn about each other engenders trust.

Engendering trust
relationship
Individual objectives

Objectives — micro level

Objectives

Figure 1 Example of analytical inductive process.

Analysis

To analyse the person-centred dementia care approaches,
we conducted a qualitative content analysis to determine
(1) the components and (2) the objectives according to
the identified publications. According to the approach
developed by Schreier,” content analysis comprises the
following steps: (1) familiarisation with the material, (2)
deductions of superordinate categories based on the
research question, (3) determination of finding places
and/or coding units, (4) inductive development of subcat-
egories (including category definition) using an iterative
approach and coding of the entirety of the material and
(b) presentation of the results (both for each theoret-
ical approach and across theoretical approaches), inter-
pretation and answering of the research questions. We
conducted the content analysis in a deductive-inductive
mixed method. In a first step, we deductively derived our
main categories (‘components’ and ‘objectives’) from
our research questions and coded the included literature
based on these categories. In a second step, we carried out
an inductive coding process in the form of open coding
with the aim of forming subcategories and abstracting
through the mapping process in order to create induc-
tively constructed subcategories within the main cate-
gories. For this purpose, the identified text passages
were read intensively and checked for their fit with the
deductive main categories (components, objectives), and
subcategories were formed with the help of generated
notes and headings. Similar subcategories were grouped
depending on whether they could be assigned to certain
dimensions of the main categories. An example of the
analytical inductive process is provided in figure 1.

The analysis and coding of the material were performed
independently by two researchers (JS-K and MR-M) using
qualitative data analysis software MAXQDA.*® The results
of the coding process were checked for deviation, discrep-
ancies were discussed and in cases in which no consensus
was reached, the coauthors were consulted. A final assign-
ment of coding units to categories was performed on the
basis of a process of comparison and consensus between
these researchers. An excerpt review of the results of the

— Maintaining relationship

relationship

Individual objectives

Objectives — micro level

Objectives
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Identification of studies via other methods ]

) |

Records identified from:
Citation searching (n = 244)

Reports sought for retrieval Reports not retrieved

(n=7)

(n = 244)
!

[ Identification of studies via datak and registers
)
<
= Records identified from*: Records removed before
8 MEDLINE (n = 891) | screening:
5’.;: CINAHL (n = 1029) ' Duplicate records removed (n =
2 Psyclinfo (n = 588) 915)
—
) l
Records screened Records excluded
—
(n=1593) (n = 1455)
Reports sought for retrieval | Reports not retrieved
= (n=138) | (n=0)
-
: |
o
(7]
Reports assessed for eligibility
- —>
(n=138) Reports excluded:
No approach (n = 107)
No focus on dementia (n = 12)
Wrong language (n = 4)
—
\4

Reports assessed for eligibility
(n=237)

A\ 4

Reports excluded:
No approach (n = 192)
No focus on dementia (n =
42)

Approaches included in review
(n=8)

Reports of included approaches
(n=18)

Figure 2 PRISMA 2020 flow diagram demonstrating the identification, screening and eligibility assessments of records
preceding scoping review inclusion.*® PRISMA, Preferred Reporting Items for Systematic Reviews and Meta-Analyses.

content analysis performed by one of the two researchers
ensured trustworthiness.?’

RESULTS

We identified a total of 2508 records through database
retrieval and other methods. After checking for dupli-
cates, 1593 titles and abstracts were screened for inclusion,
and the full texts of 138 publications were then screened.
Exclusions made through the full-text screening were
mostly due to the fact that these reports did not focus
on theoretical approaches addressing person-centred
dementia care. Ultimately, we included 8 person-centred
approaches to dementia care reported in 18 reports

(figure 2).

Descriptive characteristics of person-centred dementia care
approaches
Most person-centred care approaches were found in
research articles,”™** followed by two books®* and one
practice article.* Notably, only two articles were published
within the past 5 years,"" * and the publication of the
other texts lies further in the past. We included person-
centred dementia care approaches described by authors
originated from the UK (n=2), the USA (n=3), the USA/
China (n=1), Canada (n=1) and Australia (n=1).
Descriptions of the theoretical approaches to person-
centred dementia care were mostly found in literature
reviews, in syntheses of results aimed at developing
a framework,43 in definitions and discussions of the

model,? in discussions of the results of consensus-based
workshops™ and in combinations of results into an over-
arching model.*? Moreover, we found one fundamental,
theoretical discussion of person-centred care,” one edito-
rial that discussed the appropriateness of westernised
person-centred care approaches with respect to Indig-
enous people,” one qualitative study that conducted
interviews with staff and family members to explore
their experiences with the Namaste Care programme”’
and one practice-oriented description of the different
Butterfly Care Home projects included within the prac-
tice article.**

With regard to our aim, search strategy and inclusion
criteria the following approaches were identified: Person-
Centred Dementia Care,2 The VIPS—meework,43 Personhood
Model of Dementia Cme,?’8 The Butterfly Approach,44 The
Dementia Initiative’s Person-Centered Dementia Care Frame-
work,” Namaste Care: A Person-Centered Care Approach for
Alzheimer’s and Advanced Dementia,41 Model of Person-Centred
Care in the context of Indigenous cultures™ and The Model of
Person-Centered Dementia Care in China.**

A detailed illustration of all the approaches included in
this research is provided in table 2.

Analytical description of person-centred dementia care
approaches

During the analysis and coding process, we induc-
tively identified three different subcategories providing
descriptions of person-centred dementia care: microlevel,
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Figure 3 Explanatory model of the individual steps of operationalisation of the theoretical approaches to person-centred

dementia care.

macrolevel and application level. This differentiation
served asan orderlyaid to these descriptions. The different
subcategories describe different levels with regard to what
is to be addressed and were defined in terms of content
as follows. The subcategory microlevel comprises descrip-
tions regarding the individual or situations featuring
direct social interaction. The subcategory macrolevel
focuses on more abstract or supra-individualised aspects
pertaining to the caring organisation or societal attitudes.
The subcategory application level includes examples
drawn from caring practice regarding what should be
done to implement and ensure person-centred dementia
care practice as well as how these tasks should be accom-
plished. In our view, these three subcategories repre-
sent the characteristics of the person-centred dementia
care approaches identified in this research that could
further be operationalised. A complete overview of the
reported components and objectives of these approaches,
including their assignment to the different subcategories,
is presented in online supplemental tables S2 and S3.

Figure 3 presents the components and objectives of the
included person-centred dementia care approaches in
accordance with the inductively identified subcategories:
first the components that relate to the respective subcate-
gory (microlevel, macrolevel, application level) and then
the same for the identified objectives.

The following sections present statements pertaining
to the components and objectives of person-centred
dementia care are presented in accordance with the defi-
nitions of the three different subcategories: microlevel,
macrolevel and application level.

Components aiming at the microlevel (individual or situations
featuring direct social interaction)

As noted, the microlevel comprises statements made
regarding the components of person-centred dementia

care approaches that pertain to the individual as well as
to situations of direct social interaction. The category
‘components aiming at the microlevel’ can be described
more precisely in terms of the following characteris-
tics, which were assigned to the individual parts of the
texts: focus on the individual living with dementia, staff
to individual living with dementia, individual living with
dementia to social environment, relationship and social
environment to individual living with dementia.

The focus on the individual living with dementia could
be achieved through the enhancement of self-esteem
and the confirmation of agency or by increasing social
confidence and sustaining hope.* Moreover, the concept
of positive person work was mentioned, according to
which four types of positive interaction in particular
direct the focus of this process towards the individual:
recognition, negotiation, play and relaxation.? Satisfying
preferences, desires and needs were also mentioned,2 13
as was a focus on strengths rather than diminished abil-
ities” and the provision of meaningful activities." One
important point pertains to the concept of empathy or
the notion of ‘entering the world’ on the part of people
living with dementia with the goal of promoting better
understanding, communication and interpretation and
highlighting the possibility of providing care on an indi-
vidualised basis.” **** **

Concrete recommendations concerning the attitude
of staff to individuals living with dementia with the aim
of establishing a reciprocal relationship were offered.
These recommendations included recognition without
stereotyping and pathologising, negotiating without
ready-made assumptions, collaboration without the use of
power or any form of imposition or coercion, facilitation
through the shared creation of meaning and supporting
relationships that can help the person receiving care
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remain socially involved.” *** To accomplish this task, it is
important to be able to adopt the perspective of the other
person and to develop an understanding of the meaning
underlying the other person’s behaviours and the lived
experience.” ® * Forms of good and open communica-
tion** ** are just as important as the possibility of being
fully present, which is facilitated by the liberation of staff
from a sole focus on completing tasks and their freedom
to stop their active work.” * With regard to actively estab-
lishing a reciprocal relationship, it is also essential for
staff to keep their own needs in mind, to be at ease with
their own sensuality and to be able to accept kindness and
support from those to whom they provide care.?

How the individual living with dementia relates to his
or her social environment is addressed in terms of reci-
procity, as it is important that people living with dementia
also play the leading role in interaction. In the context of
person-centred care, this goal is accomplished by framing
creation as a spontaneous offer to the social setting and
understanding giving as, for example, an expression
of concern, affection or gratitude, an offering of help
or the presentation of a gift.”> As noted, our definition
of the subcategory microlevel comprises not only state-
ments pertaining to the individual but also to situations
of direct social interaction. Accordingly, in contrast to
the focus directly on the individual living with dementia,
the importance of a relationship has been emphasised
in the literature. Related components of person-centred
dementia care include collaboration through sharing
tasks and working together towards definite aims, ‘timala-
tion’ in the form of sensual interaction that provides
contact, reassurance and pleasure and celebration as
an intrinsically joyful experience.” Additionally, a link
between a close attachment or strong relationship with a
feeling of well-being has been highlighted.” * Structural
components of person-centred care frameworks include
relationships, community, meaningful life and engage-
ment and accountability®’ as well as family relationships
as the core of a community that facilitates thriving inter-
actions and partnerships.* The importance of how the
social environment relates to the individual living with
dementia has been highlighted by the argument that
a positive social environment is key to maintaining the
personhood of people living with dementia.*’

Components aiming at the macrolevel (organisation or societal
attitudes)
In addition to the statements made on the microlevel,
we identified the subcategory macrolevel which focus on
the individual towards more superordinate or abstract
conceptions pertaining to the caring organisation or soci-
etal attitudes. This subcategory can be described more
precisely in terms of the following components: values—
individual living with dementia, valuing individual living
with dementia—professional environment, values—
community, spirituality and space and time.

In the literature, we found statements that emphasised
a common value base as an essential requirement of

person-centred dementia care. Some of these statements
described values that were directed towards the indi-
vidual living with dementia. These societal values empha-
sised the overall importance of valuing people living with
dementia regardless of their age or cognitive abilities and
recognising their uniqueness and personal identity.* **
Moreover, the establishment of a social environment that
supports psychological needs, accountability and a sympa-
thetic presence and creates a feeling of belonging to the
community*’ ** was highlighted. Additionally, the neces-
sity of understanding the world from the perspective of
people living with dementia was emphasised, as was the
need to ensure that these persons have the possibility of
living a meaningful life and experiencing engagement,
shared decision-making and the prioritisation of well-
being.* * * This aspect of valuing the individual was
expanded to the professional environment by the argu-
ment that such a value must be made explicit in value
statements made by the professionals throughout the
organisational level.*’

In contrast to the statements that highlighted valuing the
individual living with dementia as a component of person-
centred dementia care, other authors offered a culturally
influenced perspective that emphasised the importance
of values that are directed towards the community. These
values described the role of kin and family relationships,
a holistic understanding of the person’s connection to
his or her country, a shared history and mutual responsi-
bility® ** as central to models of person-centred dementia
care from different cultural perspectives.

The aspect of spirituality was mentioned in the compar-
ison made between celebration (as one component of
person-centred dementia care) and understanding spir-
ituality as a form of interaction in which the division
between caregiver and cared-for vanished.” Moreover, the
Namaste Care approach highlighted spirituality, as it was
based on the premise, that the spirit of the person living
with dementia remains even during advanced stages of
the disease.”'

The importance of time and space can be illustrated
based on a perspective that views time as an important
factor in understanding the experience of dementia;
furthermore, this perspective posits the understanding
and influence of this factor depends on the cultural back-
ground in question.”

Components aiming at the application level (care practises and
implementation)

In addition to the categorisation of statements pertaining
to components into the microlevels and macrolevels, we
also found statements concerning components that were
more closely related to direct application and care prac-
tice. The subcategory ‘components aiming at the applica-
tion level’, as noted above, includes examples drawn from
caring practice concerning what must be done to imple-
ment and ensure person-centred dementia care practice
as well as how this goal should be accomplished. This
subcategory can be described more precisely in terms of
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the components: intervention—caregiver to individual
living with dementia, intervention—staff to ‘biological
personhood’, intervention—focus on individual living
with dementia, intervention—environment to individual
living with dementia and intervention—day structure.

In the literature, we found descriptions regarding how
the caregiver could relate to and actively support the indi-
vidual living with dementia in a person-centred way. We
found references to dementia care interventions—such
as memory books, snoezelen and individualised interven-
tions involving social activity—that targeted the sustaining
and retention of personhood through improved commu-
nication as well as behaviour and sleep patterns.”® Other
descriptions highlighted opportunities to create a feeling
of togetherness by liberating staff from organisational
routines and eliminating the separation between staff and
residents* or operational practices that could be used to
support person-centred care and the task of promoting
meaningful life and engagement.*’

A way in which staff could respond to a biological
understanding of personhood (whereby ‘biological
personhood’ is a specific formulation of Buron, which
we have understood to mean meeting essential physical
needs or dissatisfaction with care in light of communica-
tion problems) was presented based on consideration of
the ways in which non-verbal interventions such as touch
could be used for communication and confirmation, and
awareness and sensitivity on the part of caregivers were
recommended to enable them to uncover explanations
for behaviours and other forms of communication.”

An opportunity to develop an active focus on the indi-
vidual living with dementia was presented in terms of
individualised, practices. These practices include forms of
tailored interaction that can support individual interests,
preferences and needs in several ways, such as initiating
projects of interest or taking the time to talk.*’ Addition-
ally, a day structure was mentioned as an opportunity for
caregivers to provide active support, as the individualised
development of such a structure offers room for recovery
and recreation.”

Possible effects of the environment with regard to
the individual living with dementia were discussed by
some recommendations pertaining to interventional
approaches that focused on the idea of changing the envi-
ronment to ensure a person-centred surrounding. These
changes were described in terms of a transformation
of the physical environment to ensure the presence of
engaging, home-like places that could stimulate conver-
sation and activity** or the establishment of specially
designed rooms for individual sessions, the provision of
personal care, the setting aside of time for reminiscence
and multisensory stimulation.*'

Objectives aiming at the microlevel (individual or situations
featuring direct social interaction)

As noted, the microlevel contains statements concerning
objectives that should directly affect the individual living
with dementia or situations featuring social interaction.

The subcategory ‘objectives aiming at the microlevel’
includes the most identified descriptions (38 descrip-
tions, the other categories featured 5 or 4 descriptions)
and includes statements pertaining to physical, psycho-
logical and social aspects of the individual living with
dementia and addresses—besides the individual living
with dementia—also NH staff as well as leaders and
responsible within the caring organisations. Due to the
relatively high number of codes contained in this cate-
gory, we decided to present only those in which state-
ments from at least two or more different authors could
be assigned to one code. For further information, the
detailed categories and subcategories can be found in
online supplemental table S3. These objectives could be
described more precisely in terms of the following five
aspects: (1) QoL (quality of life), (2) preservation of
personhood (general statement), (3) well-being—recog-
nition of personhood for well-being, (4) participation—
individual living with dementia as active member and (5)
security.

One prominent objective of the process of putting
person-centred dementia care concepts into prac-
tice with regard to the individual living with dementia
is the improvement of the QoL of people living with
dementia.?**' ** Additionally, the preservation of person-
hood or, as alternatively discussed in the literature, the
retention and maintenance of personhood throughout
the process of dementia was identified as an important
objective.” ™ Another objective mentioned that pertained
to the individual living with dementia focused on the
aspect of well-being, which can be achieved by recognising
personhood in person-centred care practice.*”* Further-
more, person-centred care aims to offer the opportunity
for participation. One author focused on the opportunity
to improve the psychological foundations underlying
the possibility of social participation,” whereas another
author emphasised the opportunity to become an active
member of the community by implementing the concept
of sociological personhood.™ Two authors identified
the achievement of a sense of security as an objective of
person-centred care.** *

Objectives aiming at the macrolevel (organisation or societal
attitudes)
Similar to the differentiation of the components into
different levels, we found that some statements regarding
objectives could also be assigned to the subcategory
macro level. The objectives comprise statements that
address more superordinate or super-individual aspects
such as the environment, the community or the quality of
care. These objectives could be described more precisely
in terms of the following four aspects: (1) quality of
care, (2) NH as community, (3) family as community
and (4) engaging environment (aim) /feeling like home
(outcome).

Improving the quality of care through the use of non-
verbal interventions (such as the use of touch for commu-
nication and confirmation in response to limited abilities)
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was viewed as one part of one conception of person-
centred care.”™ Another formulated objective focused on
the NH as a community, arguing that promoting ‘higher
sociological personhood’ aims at advanced community
building despite cognitive and communication barriers.”
The objective of establishing a coordinated community
was also highlighted by another author with reference to
the incorporation of families and the support of family
caregiving.” The idea of an active transformation of
the physical environment, which was described as a
component of person-centred care, aims at offering the
opportunity to create engaging places and a homelike
atmosphere.

Objectives aiming at the application level (care practises and
implementation)

In the literature, we found statements concerning objec-
tives that also referred to the level of application and care
practice and that we assigned to the subcategory ‘objec-
tives aiming at the application level’. These objectives
could be described more precisely in terms of these four
aspects: (1) engaging in activity—social engagement,
(2) engaging in activity—individual meaningfulness, (3)
creating a feeling of humanity, providing time for activity
and (4) providing pleasure.

The objective of fostering conversation and activity by
actively engaging people living with dementia in activi-
ties associated with daily living in various ways through
social engagement was highlighted in the literature.*
Similarly—although with a stronger focus on the indi-
vidual—the argument for active engagement in activities
associated with daily living for the purpose of creating
individual meaningfulness was also mentioned.”’ The
same authors indicated that certain individualised prac-
tices associated with person-centred care aim to create a
feeling of being human and convey worth and value.*
Providing time for activity was presented as one aim of the
Namaste Care programme that offered the opportunity
for an unhurried experience of the activities." Another
objective of the Namaste Care programme, in contrast to
the typical care routine, was the provision of pleasure on
a sensual basis to residents living with dementia.*'

DISCUSSION

As described in the introduction, the starting point of
this research was to shed light on the identified research
gap that person-centred care is seen as a point of refer-
ence in dementia care and has been widely expanding
on the one hand and on the other hand there seems to
be no common or unified theoretical understanding of
the concept, as there also seems to be a lack of clarity
regarding how personhood can be understood in this
context. In order to develop a better understanding of
what is meant by the concept of person-centred care, we
aimed to conduct an integrative review in which we exam-
ined theoretical approaches to person-centred dementia

research and care in terms of their components and
objectives.

Our integrative review provides a comprehensive and
systematic overview of extant theoretical approaches
describing person-centred dementia care in terms of
their components and objectives. Furthermore, our anal-
ysis synthesises these aspects in the form of an explana-
tory model of operationalisation (see figure 3) based on
inductively defined subcategories (microlevel, macrolevel
and application level). This review enables us to obtain
a better understanding how person-centred dementia
care is currently described and specifically whether and
how the theoretical approaches differ in terms of their
orientations and their focus on the individual and/or on
sociality. The latter point allows conclusions to be drawn
regarding the underlying conceptual idea of personhood.

The identified components of the described theoret-
ical approaches highlight the strong focus on the indi-
vidual living with dementia observed at the micro level.
However, this subcategory also contains a perspective on
sociality that is associated with statements concerning
the importance of (reciprocal) relationship and the ways
in which the social environment relates to and impacts
the individual. Two statements pertaining to the attitude
of staff to individual living with dementia and how the
individual living with dementia relates to the social envi-
ronment cannot be distinguished quite as clearly and lie
between these two perspectives. The main focus of these
statements is on the individual living with dementia,
but they also address the perspective of sociality in
terms of prerequisites of reciprocal relationships. At the
macrolevel, we also found a strong emphasis on the indi-
vidual living with dementia through the description of
values that prioritise the individual. In contrast, we also
found a perspective on sociality that was represented by
statements concerning the importance of values directed
towards the community and by the aspect of spirituality,
which was, on the one hand, compared with the compo-
nent of celebration and, on the other hand, understood
as an equal form of interaction. Once again, we found
aspects that could not be clearly distinguished. The
aspect of valuing the individual living with dementia,
when expanded to a professional environment, focuses
on the individual living with dementia but refers to the
broader context of the caring organisation. The aspect
of time and space refers, on the one hand, to an under-
standing of the experience of dementia and, on the
other hand, to the dependence of such an experience
on the cultural background.

The focus on the individual is particularly clear at the
application level, as every aspect (caregiver support,
responding to biological personhood, individualised
practices, environmental influences and day structure)
is directed towards the individual. In addition to the
components of person-centred dementia care, some
objectives are reflected in these person-centred dementia
care approaches. A similar distribution can be observed
here in terms of the representations of the foci, although
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objectives are not as clearly described as in the applica-
tion level of the components.

Overall, it became apparent that the focus primarily lies
on the individual and is therefore the dominant perspec-
tive within the (sub)categories of the person-centred
dementia care approaches identified in this review. At
the same time, the conceptual perspective on sociality
and its relevance for person-centred dementia care is
underrepresented and/or not discussed. In this context,
for example, approaches that adopt a distinct cultural
perspective (ie, the Model of Person-Centred Care in the
context of Indigenous cultures™ and the Model of Person-
Centred Dementia Care in China*) provide a different
focus on personhood (and thus person-centred dementia
care) and emphasise the importance of (family) relation-
ships, communities, country and society in their opera-
tionalisations of person-centred dementia care. A recent
published review points out that dementia care services
lack cultural and diversity sensitivity.* Another review
criticises that the intersection of culture in the provi-
sion of dementia care is missing.47 We, therefore, need
to reflect on the range of the identified reports since
concepts such as diversity in the perception of dementia
(individual/societal) and/or cross-cultural communica-
tion (individual/organisational) and/or diversity sensi-
tive experiences are not addressed during the application
of person-centred dementia care and are not equally
represented in the identified person-centred dementia
care approaches.

From our point of view, this highlights a huge gap in
research on person-centred dementia care concepts.
Dementia is a multifaceted phenomenon that is difficult
to understand mainly through a focus on the individual.
Future research should pay more attention to the perspec-
tive of sociality and consider this aspect to be at least
equally important for understanding the phenomenon
of dementia. The debate on social health in dementia*
represents a strong effort in this direction. Furthermore,
it was particularly notable that at the application level,
reference was made exclusively to the individual. This
one-sided focus was not the case with regard to any other
subcategory. Although some approaches considered the
perspective of sociality theoretically, it was not present in
the examples of application. In our opinion, this situation
might highlight a gap in person-centred dementia care
practice, as the transfer from theory to practice seems to
have not yet been fully implemented.

With regard to our integrative review, we must consider
potential limitations pertaining to the area of search and
to the application of the inclusion criteria, to one of the
inductively identified subcategories and to the interpre-
tation of the results regarding the second of our initial
research question on aims and outcomes of person-
centred approaches in dementia care.

We decided to include only publications in the
English and German languages. This decision might
have narrowed the search strategy and thus have been
problematic, especially with regard to grey literature

or practice literature, which is often written in authors’
native languages. It is possible that this is why we were
only able to include one practice article and might have
missed relevant publications on the topic.

Furthermore, we included only publications that
included an explicitly described approach to person-
centred dementia care. To limit the results of the search
from the outset and ensure their feasibility in terms of
resources, we interpreted the inclusion criteria we defined
very narrowly. Accordingly, only publications that explic-
itly mentioned the term ‘person-centred dementia care
approach’ (or similar terms such as ‘theoretical model’)
were considered for inclusion. Publications that did not
use these terms explicitly were excluded, which might
have biased the results by overlooking similar concepts
that merely used different descriptive terms that might
have emerged.

One point should be mentioned regarding the induc-
tively identified subcategory of application level. This
subcategory, in contrast to the two other identified subcat-
egories (microlevel and macrolevel), could be further
differentiated in another analysis, as itseems quite possible
that the statements relating to the application level could
also be assigned to a micro and macro level. Conceivable
here, for example, would be statements on care interven-
tions aimed either at the individual or at social situations
(micro) or at a change in attitudes towards organisational
or societal values (macro). In our view, the differentiation
identified in our analysis was sufficient to make our results
comprehensible, but nevertheless, we see this point as an
interesting subject of a possible further investigation.

The second of our initial research questions focused on
the identification of aims and outcomes of person-centred
approaches in dementia care. With regard to the state-
ments made concerning the aims and outcomes of the
person-centred approaches identified in this research, it
should be noted restrictively that the differentiation of
aims and outcomes was often difficult to discern. The
difficulty in distinguishing between aims and outcomes
was partly due to the fact that the authors did not clearly
delineate this distinction in their publications, but also
to the fact that we did not include any classical interven-
tion studies in our literature sample, which may have
measured certain outcomes and made statements about
effectiveness. We, therefore, decided to combine the
categories of this research question in the presentation of
the findings to highlight the objectives that the different
approaches were trying to achieve. This was our solution
to deal with the problem of differentiating between aims
and outcomes in the presentation of the result, but this is
of course also open to debate and shared opinion.

CONCLUSION

Through this integrative review, we provided a systematic
overview of international approaches to person-centred
dementia care. Asexpected, we found heterogeneous char-
acteristics and aspects pertaining to the components and
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objectives of the approaches to person-centred dementia
care included in this research. Our analysis offers a way to
categorise these findings by synthesising the components
and objectives thus identified into different subcatego-
ries. This approach contributes to a better understanding
of what is meant by person-centred dementia care as well
as a conceptual differentiation among the approaches. A
point that became clear in the results is the dominance of
the focus on the individual perspective within the iden-
tified subcategories. Alternative approaches are gener-
ated, for example, from different cultural perspectives,
which shift the focus towards a perspective on sociality
by emphasising (family) relationships, communities,
country and society.

On the one hand, the dominance of the individual
perspective highlights a gap in research, such that more
attention should be given to the perspective of sociality.
On the other hand, this situation might refer to a gap in
practice that occurs when the dominance of the individual
perspective, especially with regard to the subcategory of
application, indicates an ineffective transfer from theory
to practice. Future research may explore both gaps, the
one in research and the one in theory practice transfer, by
focusing more on the perspective of sociality, and regard
this perspective on sociality to be equally important to
the perspective of the individual in understanding the
phenomenon of dementia. Dementia, as a multifaceted
phenomenon, demands a differentiated consideration of
theoretical notions of how to understand the person in
that context. This consideration serves as the foundation
for a truly holistic approach to person-centred dementia
care.

X Mike Rommerskirch-Manietta @_rochmro
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Table S1: search strategy

MEDLINE (via PubMed)

CINAHL (via EBSCO) and PsyclInfo (via EBSCO)

#1 Dementia[MeSH Terms]
#2 Dement*[Title/Abstract]
#3 Alzheimer*[Title/Abstract]
#4 OR/ #1-3

#5 person-cent*[Title/Abstract]
#6 person cent*[Title/Abstract]
#7 client-cent*[Title/Abstract]

#8 client cent*[Title/Abstract]

#9 resident-cent*[Title/Abstract]
#10 resident cent*[Title/Abstract]
#11 patient-cent*[Title/Abstract]
#12 patient cent*[Title/Abstract]
#13 OR/ #5-12

#14 #4 AND #13

#15 frame*[Title/Abstract]

#16 model*[Title/Abstract]

#17 theor*[Title/Abstract]

#18 concept*[Title/Abstract]

#19 approach*[Title/Abstract]

#20 Guide*[Title/Abstract]

#21 nursing models[MeSH Terms]
#22 nursing theories[MeSH Terms]
#23 theoretical models[MeSH Terms]
#24 OR #15-23

#25 #4 AND #13 AND #24

#26 #4 AND #13 AND #24 AND (english[Filter])
#27 #4 AND #13 AND #24 AND AND
(english[Filter] OR german(Filter])

S1 MW dementia OR Tl Dement* OR AB
Dement* OR Tl
Alzheimer* OR AB Alzheimer*

S2 Tl person-cent* OR AB person-cent* OR Tl
person cent* OR AB

person cent* OR Tl client-cent* OR AB client-
cent* OR Tl client

cent OR AB client cent OR Tl resident-cent* OR
AB residentcent*

OR Tl resident cent* OR AB resident cent*

S3 Tl patient-cent* OR AB patient-cent® OR Tl
patient cent* OR AB

patient cent*
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S4 Tl frame* OR AB frame* OR TI model* OR AB
model* ORTI

theor* OR AB theor* OR Tl concept* OR AB
concept* ORTI

approach* OR AB approach* OR Tl guide* OR
AB guide*

S5 MW nursing models OR MW nursing theories
OR MW

theoretical models

S6S2 ORS3

S7 S1 AND S6

S8 54 OR S5

S9 S7 AND S8
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Table S2: reported components of the included approaches on PCDC

Love &
. Kitwood Brooker DeSantis " . McMillan McNiel

Coding components (1997, 1993) (2007) Buron (2008) (2015) Pl(nzla\;l;tz (2010) (2018) Wang (2019) N=

Micro level — social environment to individual X 1
Micro level —individual to social environment X 1
Micro level — focus on individual X X X X X 5
Micro level — staff to individual X X X X 4
Micro level — relationship X X X X 4
Macro level — Valuing individual — prof. environment (organisational level) X 1
Macro level — spirituality X X 2
Macro level —space and time X 1
Macro level — values — community X X 2
Macro level —values — individual X X X 3
Application level —intervention — day structure X 1
Application level —intervention — focus on individual X 1
Application level —intervention — environment to individual X X 2
Application level —intervention — staff to biologic personhood X 1
Application level —intervention — carer to individual X X X 3
N= 6 5 3 3 5 2 3 5 32

Table S3: reported objectives of the included approaches on PCDC
. L Kitwood Brooker DeSantis .Love & McMillan McNiel

Coding objectives (1997, 1993) (2007) Buron (2008) (2015) Pl(nzl;ol\;l;tz (2010) (2018) Wang (2019) N=

Micro level — individual —social confidence X 1
Micro level —individual —self-respect X 1
Micro level — individual — priority of the person X 1
Micro level — individual — rementing (nerve function, neuroregeneration) X 1
Micro level — individual —improving physiological status X 1
Micro level —individual —resilience X 1
Micro level — individual — neurological growth (biological) X 1
Micro level — individual — person-centred death X 1
Micro level — individual —fulfilment of psychological needs X 1
Micro level — individual — preservation of personhood (general statement) X X 2
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Micro level —individual — preservation of autonomy X 1
Micro level — individual — QoL X X X X 4
Micro level — individual — well-being — relative well-being X 1
Micro level — individual — well-being — recognition of personhood for well-being X X 2
Micro level — individual — well-being — relationships with others for feeling of well-being X X 2
Micro level — individual — participation X 1
Micro level — individual — participation — individual as active member X X 2
Micro level — individual —relationship — establishing relationship X 1
Micro level — individual —relationship — engendering trust X 1
Micro level — individual — relationship — maintaining relationship X 1
Micro level — individual — relationship — emotional connection X 1
Micro level — individual — positive social interaction X 1
Micro level — individual — providing best lived experience X 1
Micro level — individual — security X X 2
Micro level — individual — belonging X 1
Micro level — individual — purpose X 1
Micro level — individual —achievement X 1
Micro level — individual — continuity X 1
Micro level — individual —significance X 1
Micro level — individual — open mindedness X 1
Micro level — organization — organisational development X 1
Micro level — organization — evidence and benchmark X 1
Micro level — staff —inspiring the team X 1
Micro level — staff — PCC as staff capability X 1
Micro level — staff — emotional intelligence X 1
Micro level — staff — merging clinical practice and PCC X 1
Micro level — staff — QoS X 1
Micro level — leaders/responsibles — strategy of attachement prior to system requirements X 1
Macro level — engaging environments (aim), feeling like home (outcome) X 1
Macro level — community building — family as community X 1
Macro level — community building — NH as community X 1
Macro level — QoC X 1
Application level — creating a feeling of humanity X 1
Application level — engaging in activity —individual meaningfulness X 1
Application level — engaging in activity —social engagement X 1
Application level — providing time for activity X 1
Application level — providing pleasure X 1
N= 17 3 6 12 6 0 4 7 55
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