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Background: Good interactions are essential in caring for people with dementia. There
is a lack of knowledge about interaction approaches used by caregivers in person-
centered dementia care. This study aimed to understand interactions in person-centered
dementia care.

Methods: A search for relevant publications was undertaken in 2020 on two electronic
databases, MEDLINE with full text and CINAHL Plus with full text. This was supplemented
by manual searching of the reference lists of relevant articles. Inclusion and exclusion criteria
were applied to determine the relevance of the articles. Data extraction included publication
year, country, study setting, aim, design, definition of person-centered dementia care, ele-
ments of person-centered dementia care and interaction approaches used by caregivers. A
Donabedian quality framework was used to group the elements of person-centered dementia
care into three categories: structure, process and outcome.

Results: A total of 25 articles were included in the review, all from developed countries. A
conceptual framework was developed for the delivery of person-centered dementia care. It
includes the organizational structure, ie, management and resources, a competent workforce
and physical environment; the dementia care process, ie, respectful interaction underpinned
by good knowledge about the care recipients in a calm, peaceful environment; and care
outcome, ie, the social, psychological, and physical well-being of the care recipients.
Interaction approaches used by caregivers in providing person-centered dementia care were
classified according to the six purposes of interaction: to know and understand the care
recipient, to keep the person happy and satisfied, to make the person feel safe and secure, to
calm the person, to support self-identity, and to guide the person in conducting daily
activities.

Conclusion: The delivery of person-centered dementia care needs to consider organiza-
tional structure, the dementia care process, and care outcome which together foster a positive
environment for meaningful interactions between caregivers and care recipients. The identi-
fied interaction approaches could be used by dementia care trainers to develop training
materials.

Keywords: dementia, framework, interaction, person-centered care

Plain Language Summary
What is known on the subject?
® Person-centered dementia care has gained considerable attention, but there remains
limited knowledge about care interaction approaches in delivering this care.
® Good interactions are essential in caring for people with dementia.
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What this paper adds to existing knowledge?
® [t identified elements of person-centered dementia care.
® [t also identified interaction approaches in providing per-
son-centered dementia care.

What are the implications for practice?
® The delivery of person-centered dementia care needs to
consider organizational structure, dementia care process,
and care outcome to foster a positive care environment.
® Dementia care trainers could use the identified interaction

approaches to develop training materials.

Introduction
With population aging, the number of people living with
dementia is rapidly increasing. In 2019, the Alzheimer’s
Disease International estimated that over 50 million people
worldwide had dementia, and there will be 152 million
people living with dementia by 2050." There is an urgent
need to improve quality of care for people with dementia.”
Developed by Professor Thomas Kitwood in the 1980s,
person-centered dementia care has gained considerable
attention.” Despite the frequent use of this term in the
literature, the concept of person-centered dementia care is
not a straightforward one.* Kitwood’s conceptualization
focused on preserving the personhood of people with
dementia.® Using Kitwood’s work as the backbone,
Brooker theorized four major components of person-cen-
tered dementia care (VIPS model): (1) valuing people with
dementia and those who care for them, (2) treating people
as individuals, (3) looking at the world from the perspec-
tive of the person with dementia, and (4) a positive social
environment in which the person living with dementia care
experience relative well-being.*” Through a literature
review, Edvardsson et al identified six components of
person-centered care for people with severe Alzheimer’s
disease.® These components were (1) regarding person-
hood in people with Alzheimer’s disease as increasingly
concealed rather than lost, (2) acknowledging the person-
hood of people with Alzheimer’s disease in all aspects of
care, (3) personalizing care and surroundings, (4) offering
shared decision-making, (5) interpreting behavior from the
person’s viewpoint, and (6) prioritizing the relationship to
the same extent as the care tasks.® Recognizing the need
for a single framework for person-centered dementia care
in order to make this care practice the norm, Love and
Pinkowitz developed a four-component conceptual frame-
work using a consensus-based approach with dementia
care experts and literature review.” These components

included (1) core values and philosophy, (2) structure,
(3) operational practices and (4) individualized practices,
ie, individual ways of interacting with people with
dementia.’

Both Edvardsson et al and Love and Pinkowitz’s con-
ceptualization covered elements of relationship or interac-
tion between caregivers and care recipients with dementia.
This is due to the fact that, to deliver person-centered
dementia care, caregivers need to know about the person
through interpersonal relationships. Recognizing the
importance of developing good care relationship, research-
ers studied relationship-centered care.'®'? Nolan et al
proposed a “Senses Framework™ describing six potential
dimensions of relationship-centered care, namely security,
purpose,
significance.'® They suggested that to achieve good care,

belonging, continuity, achievement and
all parties in the care relationship need to experience these
senses.'® It is through the day-to-day interactions that
relationships develop between caregivers and care recipi-
ents with dementia.

Both person-centered care and relationship-centered
care recognize the importance of interactions between
caregivers and care recipients with dementia. Adams and
Gardiner reviewed literature and their own clinical prac-
tice on communication and interaction between people
with dementia, their informal caregivers and formal pro-
fessional caregivers.'> They identified various types of
communications that caregivers used to help people with
dementia to express thoughts, feelings and wishes. Adams
and Gardiner’s review only yielded three empirical studies
published in or before 2001, there is a need to synthesize
findings from recent studies on how caregivers interact
with care recipients with dementia according to the prin-
ciples of person-centered care.

This study aimed to understand the actual interactions
between caregivers and care recipients with dementia
through a rapid review of literature that reported relevant
findings. It first sought to synthesize from these studies,
the definitions they used for person-centered dementia care
and the elements of person-centered dementia care. This
information served as a theoretical base for understanding
the context in which the interactions occurred. It then
synthesized the interaction approaches used by caregivers
when interacting with care recipients with dementia. As
relationship is an element of person-centered care,®’
McCormack argues that person-centered care is a more
inclusive term than relationship-centered care.'* We used
the term person-centered care.
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Materials and Methods

A rapid review methodology'® was used to conduct this
review. It has been applied in a variety of healthcare areas,
including palliative care,'® e-mental health'’” and beha-
vioral risk factors.'® This methodology is “a form of
evidence synthesis that may provide more timely informa-
tion for decision-making.”'® It utilizes similar processes to
systematic review but limits the scope (eg, databases) and

various aspects of synthesis (eg, data extraction).'®**2!

Search Methods

A search for literature published since 2000 was under-
taken in June 2020 on two electronic databases —
MEDLINE with full text and CINAHL Plus with full

9

text. The search terms “interaction”, “person-cent*”, “rela-
tionship-cent*” and “dementia” were used in combination
to identify articles

References in the included articles were also screened.

(see Supplementary Table 1).

The following criteria were used in the selection of
articles.

Inclusion Criteria

Peer-reviewed English publications which report interactions
between caregivers (either formal or informal) and care
recipients with dementia according to the principles of per-
son-centered care. Hereafter, we use caregivers to collec-
tively refer paid/formal and family/informal caregivers.

Exclusion Criteria
e Articles not dealing with dementia care.
e Articles not addressing person-centered care.
e Articles not reporting the actual interaction between
caregivers and care recipients with dementia.
e Literature review and contextual articles, protocols,
instrument development editorials, letters and
dissertations.
e Studies of aged care instead of dementia care.
e Summary and analysis of policy, books, duplicated
articles on the same study.

e Conference or other non-journal articles.

Search Outcome and Screening Process

The article search and screening process is presented in
Figure 1. The initial search yielded 215 articles. All the
articles were exported to Endnote X7 to remove duplicates,
leaving 131 articles for title and abstract screen. The title and
abstract of each article were copied and pasted to an excel

spreadsheet for reading and assessing against the inclusion
and exclusion criteria (Supplementary Table 2). This resulted
in 46 articles included for full-text screen (Supplementary
Table 3). After full-text screen, 20 articles were included. An
additional five articles were identified from the reference

lists. In total, 25 articles were included in this review
(Supplementary Table 4). The first two authors indepen-

dently screened all the articles, compared their screening
results and resolved any disagreement.

Data Extraction and Synthesis

Data extraction was conducted using Microsoft Excel.
Four categories of data were extracted: (1) characteristics
of the studies including publication year, country, study
setting, aim, and design/method/participant, (2) definition
of person-centered dementia care, (3) elements of person-
centered dementia care, and (4) descriptions on how care-
givers interacted with a care recipient with dementia. To
extract these data, each article was read multiple times to
highlight relevant information. These data were then cop-
ied and pasted into excel spreadsheets, each spreadsheet
contained one category of data. The reference from which
the data were extracted was also recorded. The first two
authors independently extracted data from half of the
articles, then cross-checked each other’s extraction and
discussed and resolved disagreement.

Thematic analysis*? was conducted to synthesize find-
ings through an iterative coding, comparison and grouping
process. Descriptive themes were developed and analytical
themes were then generated from these themes. The ele-
ments of person-centered dementia care were organized
into the three

categories of Donabedian quality

framework? structure, process and outcome. The
Donabedian framework is a conceptual model for asses-
sing healthcare quality. This framework has been used to
synthesize evidence on person-centered care in residential
aged care,” implementation of person-centered care, and
quality indicators of palliative care for older people with
dementia.?® It provides a useful mechanism for analyzing
elements of person-centered dementia care and displaying
relationships between these elements.

Results

Characteristics of Studies
All the studies were conducted in developed countries and
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almost all of them were conducted in Europe
(Supplementary Table 5). Seventeen studies were
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Figure | Article search and screening process.

conducted in residential aged care homes. Twenty-two
studies were published in or after 2010. This might be
because the research in person-centered dementia care was
focused on the development of standards and its applica-
tion instead of interaction before this time.

What is Person-Centered Dementia

Care!?
Fifteen studies discussed the definition of person-centered

dementia care according to the authors’ own understand-
ing or by reference to other literature. Person-centered
dementia care is provided through interaction between

caregivers and care recipients.”’ >° The goal is to maintain

care recipients’ present abilities,’' > physical and mental

health,?”** well-being®®** and dignity.>***=” To achieve

this goal, caregivers need to “see the person behind the

928,37

disease and acknowledge the personhood of care

293739 that is, to understand the care recipients’

29,32 27,32

recipients,

27,32,40

biography, value, personality, and care

preferences and needs.>® When interacting with care reci-

30,33,35,36,41
529,99,30, and

29,35,38

pients, caregivers need to respect them
build a calming, peaceful, positive environment.

What are the Elements of Person-

Centered Dementia Care?

Based on the definition above, elements of person-centered
dementia care were identified (Figure 2). They were orga-
nized into three categories: organizational structure,

dementia care process and care outcome.

Organizational Structure

Supportive and functional management is needed for per-
son-centered dementia care.''*****? Ericson-Lidman et al
found that management support and confirmation of care-
givers” work and efforts will build a strong care
environment.”® Their study also found that it was impor-
tant for management to set a clear value base that perme-
ates all aspects of care. Without a value base, quality of
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Figure 2 Elements of person-centered dementia care.

care may be jeopardized and caregivers’ well-being and
job satisfaction may be harmed. Both Scerri et al and
Strandroos and Antelius identified the importance of man-
agement maintaining the continuity of interpersonal rela-
tions between the caregivers and care recipients.?>>° This
included less staff rotation and less use of substitute care-
givers from contracting agencies, as it took time for the
caregivers and care recipients to become familiar and “get
to know each other”.** To do this, adequate resources are
needed.”’

A competent workforce is another critical factor in
person-centered dementia care.?’ 2%*%% It includes educa-
tion and training experience. Pulsford et al found that
older, better educated and more experienced caregivers
were more likely to embrace the person-centered
approach.”’ Education is important for caregivers to feel
engaged in work and respond to care recipients appropri-
ately during care provision.”® Therefore, it will contribute
to proper provision of person-centered dementia care.”® To
achieve better outcomes in education and training, it is
important for caregivers to have both opportunity and time
for reflection.

A satisfying physical environment is essential for both
caregivers and care recipients.”’ >*>° Good location, sup-
portive architecture and planning and easy access to

Support/Guide/ Feedback

attractive scenery and nature make a good work environ-
ment for caregivers.”® A homely, safe, clean and relaxed
environment with dementia-friendly design such as color-
coded signs near bathrooms® can help care recipients to
use these clues “to make meaning of the place”, reducing
uncertainty experienced by care recipients.’” A good phy-
sical environment can also facilitate the interaction
between caregivers and care recipients by making the
care recipients less aggressive and establishing a common

ground between the two parties.?’~°

Dementia Care Process

To provide person-centered dementia care, caregivers need
to have a good knowledge of care recipients.®® This
knowledge includes mental and physical health, cultural
background, value, biography, personality and preferences
and needs.'"2837-38:4042 1y addition to health records, this
knowledge may also be obtained through reminiscing with

other
20,4445

care recipients,”” knowledge sharing from
caregivers’® and communication with relatives.
Reminiscing with care recipients can help caregivers to
understand who the person is, what matters to them and
why they have certain behaviors.*>** It also helps to build
up relationships between caregivers and care recipients,

leading to a better interaction during care provision.*®
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The process of providing dementia care consists of

multiple interactions between caregivers and care
recipients.’®**** In the process of interaction, caregivers
should respect care recipients,”®>%*!*7 have a positive
attitude®*~’

environment.

and build a calming, peaceful, positive
35,38

Care Outcome

Meaningful interaction can promote the social well-being of
care recipients.”’ The word “meaningful” to care recipients
signifies being respected and heard,” feeling secure® and
receiving a positive attitude from caregivers.** Good inter-
action also leads to psychological well-being,**** helping
care recipients to stay calm and peaceful.®® This conse-
quently results in cooperation from care recipients in smooth

care delivery and improved physical well-being.*”**

How Do Caregivers Interact with Care

Recipients with Dementia?

Six purposes and approaches adopted by caregivers to
achieve these purposes were identified from the literature
(Figure 3).

Know and Understand Care Recipients

Reminiscing with care recipients was mentioned

as an approach to know and wunderstand -care

recipients.’-3233:37:40:43.45 Thig can be done using arte-
facts such as photos to trigger conversations.***
Cooney et al specifically studied this approach.*®
They found that it helped caregivers to know about
care recipients beneath the dementia through their
memories, thus enabling the caregivers to understand
care recipients and their behaviors better. This even-
tually changed how the caregivers interacted with care
recipients with dementia.

In addition, caregivers read care recipients’ body lan-
guage such as pushing away a spoon or open mouth for
food alongside facial expressions to understand them.*” To
do this, the caregivers needed to have a long, continuous
relationship with the care recipients.*

Keep Care Recipients Happy and Satisfied
Four approaches were used to keep care recipients happy
and satisfied. These approaches included caregivers show-
ing their own good feelings such as happiness and satis-
faction to care recipients,”® facilitating, showing interest in
and encouraging care recipients to do things they

enjoy,””***47 Jaughing together,>® and noticing, compli-

menting and celebrating efforts of care recipients.??-*

Make Care Recipients Feel Safe and

Secure

Three approaches were mentioned in the literature about
how to make care recipients feel safe and secure. The first
approach was to keep a daily care routine.”® The second
approach was to use body language, gesture, voice tone
and facial expression that care recipients feel comfortable
with,*** eg, gently pat the person with a smile.** The
third approach was used in a group activity. When a group
of care recipients were doing the same activity, it was
important that a timeframe was set and to make sure that
care recipients completed the activity at about the same
time.*® Falling behind may make some care recipients
anxious.

Calm Care Recipients and Maintain a

Peaceful Environment

Nine approaches were used by caregivers to calm care
recipients who were already worried, anxious, stressed,
jealous, angry or offensive. The first approach was to go

along with care recipients to reassure them,=>47-4°

eg if
a care recipient was worried about no money to pay for the
room and food, a caregiver could tell the person that things
had been paid for already.>® The second approach was to

distract care recipients,?*->740

eg if a care recipient kept
worrying about something, a caregiver could distract the
person by providing markers and paper to draw,” talk
about different topics®’ or just simply sit down with the
person alone.?” The third approach was to get a different
to deal with the

immediately.*®

caregiver troublesome  situation
The fourth approach was to minimize or remove the
stimuli or whatever caused the trouble.”® For example,
closing a door to minimize sound from other activities
and people,”® not conducting two care activities at the
same time®® and asking relatives not to visit during meal-
time because some care recipients may become anxious
when seeing an unknown face.*® The fifth approach was to
confront, ignore or provoke in order to deal with challen-
ging behaviors.*> The sixth approach was to praise or say
something positive to care recipients who were resistant or
exhibited challenging behaviors.>**®
The seventh approach was to help care recipients to

focus on the task at hand by being together with them and
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Figure 3 Interaction approaches adopted by caregivers in person-centered dementia care.

continuously encouraging them.*® The eighth was to
observe early signs of agitation and divert a care recipi-
ent’s attention immediately before the person became agi-
tated, eg, changing the topic of conversation or using
humor.*® The ninth was to play a family video to ease
anxiety and anger.*” Although these approaches were
numbered in order to describe them, there was no specific
order when applying them in practice.

Support Self-ldentity of Care Recipients
Three approaches were identified from the literature.

The first one was to provide care according to care

. 11,28,38,40,4
recipients’ preferences and needs,!!2%38:4047:50 oo

choosing food that the person preferred and could eat
without much difﬁculty.38 The second approach was to
respect care recipients, eg, knocking on the door before
entering and not talking over the head of a care recipient
to a co-worker when fulfilling the person’s needs.”® The
third approach was to consider the care recipients’ abil-
ities and capacities.”®** This requires the caregivers
neither to do things for care recipients which they
could still do themselves,42 nor to demand them to do
things exceeded their capacities, eg, asking several ques-
tions or giving several options at a time.*® It also
requires the caregivers to adjust to the pace of the
person.*

Clinical Interventions in Aging 2020:15
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Guide Care Recipients to Conduct Daily
Care Activities

In situations where caregivers and care recipients did not
share a common spoken language, caregivers used body
language and artefacts to guide care recipients to conduct
basic care activities such as eating and drinking.***® For
example, to suggest the person watch TV, the caregiver
walked the person to the TV room.*” Similar patterns were
also found with other artefacts such as drinking glasses,
toothbrushes and combs of which the person had previous

experience.

Discussion

This review addressed the gap in the literature that there is
a lack of synthesis of recent evidence on what interaction
approaches are used by caregivers according to the princi-
ples of person-centered dementia care. The contributions
of this review include discussion of the definition of per-
son-centered dementia care, identification of elements of
person-centered dementia care and identification of inter-
action approaches adopted by caregivers.

The organizational structure — management and
resources, nursing competency and the physical environ-
ment — provides the foundation for person-centered
dementia care. A supportive management that sets a clear
value base and ensures the continuity of care is essential
for a strong care environment to deliver person-centered
dementia care.”® However, the scarcity of resources avail-
able is a constraint on delivering person-centered dementia
care, as research has shown that when resources are
scarce, caregivers seem to focus more on the physiological
needs.” It may suggest that caregivers feel time pressure
which might generate a troubled conscience,”® eg guilt for
not spending enough time with care recipients. This
troubled conscience may become another obstacle for
caregivers to deliver person-centered care which requires
the person to be calm, patient, happy and kind.*®

Another critical component of the organizational struc-
ture is a competent workforce which has always been a
challenge for residential aged care homes to recruit and
retain.’? Although lack of job satisfaction has been found
to be the main reason for caregivers to quit the dementia
care labor market,”® a systematic literature review found
that the intrinsic rewards of caring for people with demen-
tia actually attracted caregivers.> It also found that essen-
tial strategies for retention include ongoing education and

training for skills, leadership and teamwork were among
the essential strategies for their retention.>>

This review found that a satisfying physical environ-
ment is a critical facilitator for person-centered dementia
care. Design features such as tidy, organized environment
and careful use of colors and color contrast could be
helpful for people with dementia.>* These features could
be used as general principles but adapted for individuals to
make them person-centered. Improved physical environ-
ment according to the principles of person-centered envir-
onment is found to have positive impacts on quality of life
and agitation for people with dementia.>

As the actual process of delivering person-centered
dementia care is through interactions between caregivers
and care recipients with dementia, there are arguments to
shift from person-centered care to relationship-centered
care (eg, the Senses Framework'*>®) as the latter is more
practical to implement.'" Despite its importance, relation-
ship-centered care does not address wider aspects of the
workplace*' such as management and the physical envir-
onment which influences care practices.”**’

Three outcomes of person-centered dementia care
emerged from the literature: social well-being, psycholo-
gical well-being and physical well-being. Social well-
being is found to be related to caregivers’ attitudes, an
element identified for interaction between caregivers and
care recipients with dementia in this literature review
(Figure 2). Caregivers’ positive attitudes are associated
with care recipients’ better social well-being, as found in
a recent cross-sectional questionnaire survey study con-
ducted with 291 caregivers in 15 residential aged care
homes in Netherlands.>” Psychological well-being of care
recipients with dementia can be improved by person-cen-
tered care, as demonstrated by a randomized controlled
trial conducted in 38 Australian residential aged care
homes.”>® Physical well-being is also shown to be asso-
ciated with person-centered dementia care in a Swedish
national survey study.’® While these associations are con-
firmed, further empirical research is needed to understand
how the overall well-being is associated with person-cen-
tered dementia care. This will require development of a
comprehensive list of quantifiable indicators of well-being
of care recipients.

This review identified interaction approaches used by
caregivers when providing person-centered dementia care.
Good interactions with a care recipient with dementia can
enhance the well-being of the person, especially when the
interactions support the person’s self-identity.>* Many
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studies articulated the use of the reminiscing approach by
caregivers to know and understand care recipients, sug-
gesting a wide adoption of this approach in the delivery of
person-centered dementia care. The number of approaches
used for the purpose of calming down a care recipient is
much more than that for the other purposes, indicating the
complex situations that caregivers need to address when
delivering the care. One of the approaches used by care-
givers to keep a care recipient happy and satisfied is to
show their happiness and satisfaction to the person. As this
approach can lead to successful interactions with care
recipients with dementia,”® it is important for caregivers
to be aware of and regulate their mood.

Research shows that organisational culture can affect
the person-centered care experience of people with
dementia.®™°" Although organisational culture is not expli-
citly identified in Figure 2 as an element of person-cen-
tered dementia care, it is manifested as values®? that are set
by the management as part of the organisational structure
and permeate all aspects of care through the dementia care
process.

Implications for Practice

Providing quality person-centered dementia care requires
managers of residential aged care homes to consider from
three important aspects — structure, process and outcome.
The managers could use Figure 2 as a roadmap to evaluate
current dementia care practice, to develop a plan to imple-
ment person-centered dementia care or to identify areas for
improvement.

The interaction approaches identified in this review
may assist caregivers in care provision. In order to choose
the most appropriate approach for a particular situation,
the caregivers need to be sensitive to the care recipients’
experiences® and be able to read subtle signs and bodily
expressions of the care recipients.*? Specific training on
how to interact with care recipients in both spoken and
body language will be useful for caregivers to deliver
effective interactions.

Limitations

Only articles published between January 2000 and June
2020 were searched. The studies included in this review
were almost exclusively conducted in European countries,
limiting the understanding of the status of person-centered
dementia care in other countries, especially the low-
income and middle-income countries where two-thirds of
the dementia population reside."®* A more comprehensive

review method could be used in future research to identify
studies from these countries.

Conclusions

Interaction between caregivers and care recipients with
dementia plays an important role in providing person-
centered dementia care. This review identified interaction
approaches used by caregivers when delivering this care. It
also identified the elements of person-centered dementia
care. The findings of this review can be used to guide the
implementation, evaluation and improvement effort of
person-centered dementia care and to provide training for
caregivers to improve their interactions with care recipi-
ents with dementia.

All the studies were conducted in high-income coun-
tries and almost all of them were conducted in Europe. As
58% of the world’s dementia population were distributed
in low-income and middle-income countries and the num-
ber is still at a relatively high rate of growth,® it is
paramount for future research to investigate the status of
person-centered dementia care in these countries in which
the social structure, cultural values, ethnicity and health
care system, etc., are different from high-income countries.
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