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Abstract
Health professionals and care partners of persons living with dementia have expressed that learning
needs related to dementia care are a priority. There are currently a variety of training programs
available in Ontario (Canada) to address aspects of dementia care, but no commonly accepted
description of the core knowledge, skills, and abilities, (i.e., competencies) that should underpin
dementia-related training and education in the province. The aim of this study was to review current
evidence to inform the later development of competency statements describing the knowledge,
skills and actions required for dementia care among care providers ranging from laypersons to
health professionals. We also sought to validate existing dementia care principles and align new
concepts to provide a useful organizing framework for future competency development. We
distinguished between micro-, meso- and macro-level concepts to clarify the competencies required
by individuals situated in different locations across the healthcare system, linking competency
development in dementia care to broader system transformation. This review precedes the co-
development of a holistic competency framework to guide approaches to dementia care training in
Ontario.
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dementia, persons living with dementia, principles, competencies, education

Introduction

In Canada, approximately 25,000 individuals are diagnosed annually and nearly 690,000 Canadians
are estimated to be living with dementia (Alzheimer Society Canada, 2016). Many Canadians living
with dementia report difficulty accessing appropriate services and support (Alzheimer Society
Canada, 2017). This challenge may be due, in part, to limited knowledge among some members of
the public, healthcare professionals, and family and friend care partners about how to respond to, and
best support, those living with dementia.

The National Dementia Strategy (Public Health Agency of Canada [PHAC], 2019) recommends
building the capacity of care providers through increased access to, and adoption of, evidence-based
and culturally appropriate guidelines for standards of care. PHAC (2019) defines care providers as
family/friends, personal care workers, health professionals, and first responders (e.g. emergency
medical services providers). This PHAC definition highlights the broad range of individuals and
professions who require specific knowledge and skills to provide dementia care.

Learning needs related to dementia care were ranked among the top two categories of learning
needs in a meta-summary of training needs assessments of Ontario health professionals (Lenard
et al., 2015). This is supported by a finding that clinicians report that their core professional ed-
ucation does not adequately prepare them to provide dementia care (Lee at al., 2020). Similarly,
Peterson et al. (2016) identified the need for public education to support care partners of persons
living with dementia, to better understand symptoms and approaches to care, and to encourage their
pursuit of accurate information in a timely manner.

Currently, there are a variety of forms of dementia education and training in Ontario, Canada.
Examples include dementia webinars and care partner seminars offered by national, regional and
local Alzheimer Societies and university-linked dementia education programs such as: McMaster
University’s iGericare program (see https://igericare.healthhq.ca/en); the University of Waterloo’s
Murray Alzheimer Research and Education Program (MAREP) (see https://the-ria.ca/programs/
murray-alzheimer-research-education-program-marep/); and, the educational programs and tools of
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Lakehead University’s Rethink Dementia program (see http://www.rethinkingdementia.ca/).
In addition, there are a number of health care worker-focused training programs including:
P.I.E.C.E.S� Canada and the Gentle Persuasive Approach(c) developed by AGE Inc.; In-
digenous focused materials developed by the Indigenous Cognition and Aging Awareness
Research Exchange (I-CAARE) (see https://www.i-caare.ca/); and courses offered in com-
munity colleges and workplaces as stand-alone courses or as part of a variety of dementia
education certificates available for care partners and for healthcare workers. Each course or
training program has its own curriculum, learning objectives and approach to content design,
contributing to variation in dementia care practice and in the experiences of persons living
with dementia who receive care from others.

The current educational offerings are important contributions to addressing knowledge gaps in
dementia care. These educational opportunities also address learning needs across a broad range of
audiences, from members of the lay public to health professionals. However, there is currently no
commonly accepted description of the core knowledge, skills, and abilities, (i.e., competencies) that
should underpin dementia-related training and education in Ontario, Canada.

Competency frameworks are used extensively in healthcare to coordinate health professional
education and provide a systematic approach to the development, delivery, and evaluation of
curricula. To our knowledge and through an extensive review of the literature we conducted, there is
no comprehensive unified Ontario-wide framework that describes the competencies required for
dementia care across all categories of carers.

Developing a competency framework for dementia care may assist in translating emerging
dementia research findings into both lay and professional dementia education programs by helping
to identify desired learning outcomes. Such a framework, particularly when co-developed with
persons living with dementia and their care partners, could aid in aligning educational efforts with
the identified aspirations and goals of individuals who live with dementia. Our aim was to review
current evidence to inform the development of competency statements describing the knowledge,
skills and actions required for dementia care among care providers ranging from laypersons to health
professionals. We also sought to validate a preliminary adaptation of an existing dementia care
competency framework (Bardsley, 2011), and, if feasible, align new concepts emerging from our
review with established principles. This scoping review was designed as a preliminary step in
a project planned to engage persons living with dementia, their care partners, and others in the
development of a competency framework adapted for an Ontario context, which will be reported in
a future manuscript.

South West Dementia Partnership (United Kingdom)

Diane Bardsley (now Bardwell) was the Principal Program Lead, Dorset Clinical Commissioning
Group, South West Dementia Partnership (UK) in 2011. Her competency framework (Bardsley,
2011) was selected and adapted as an analytic framework for this study because the principles
underpinning her framework aligned closely with themes identified by two members of the research
team (KK, VS). These themes arose during consultations conducted between 2014–2018 with
persons living with dementia, care partners, and health professionals working in dementia care in
Eastern Ontario and guided an early adaptation of Bardsley’s framework by the team (permission has
been granted for adaptations).

Bardsley (2011) identified 13 principles to organize dementia care competencies within the UK
context. These principles (Table 1) have been adapted with minor wording changes, for the Ontario,
Canada context.
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These principles are used as an organizing framework to synthesize the findings of our review.

Methods

The research team sought to identify a broad range of knowledge, skills, and actions relevant to
dementia care that spanned the lay to professional continuum. With few existing examples of
dementia care competency frameworks noted in a scan of the literature, a scoping review method
was selected to gather the current state of the literature in dementia care competencies more broadly,
beyond the few available, published competency frameworks. We used Arksey and O’Malley’s five-
stage framework (2005) to guide the conduct of the review. The first stage in Arksey and O’Malley’s
approach is identifying the research question. The following question was identified to guide this
review – “What knowledge, skills and actions, and/or competency statements describe the ex-
pectations of members of the lay public and interprofessional health teams who provide service and
care to persons living with dementia?” The search strategy used when undertaking this review
included the use of a subject librarian and electronic databases.

The second stage revolves around identifying and selecting relevant studies. A 13-years paper
publication date time frame was set (2008–2021) with the associated rationale being that significant
changes continuously occur in the field and study of dementia care. This time frame reflects the study
start date of 2018, and an additional, later, scan of the literature to ensure completeness and currency
followed. The need was to retrieve competency statements that would assist with the creation of the
most current, and up-to-date competency framework. In addition, the articles needed to be written in
the English language and published in scientific, peer-reviewed journals.

The following electronic databases were searched: Cumulative Index to Nursing and Allied
Health Literature (CINAHL), Medline, Scopus, and PsychINFO. All types of dementia were
permitted in the search. The terms clinical competence, attitude, attitude of health personnel,
judgement, competency/competencies, knowledge, and frameworks were searched in combination
with the terms: caregiver, carer, family/ies, friend/s, spouse, healthcare/care provider, health pro-
fessional, clinician, and staff (Diagram 1). For this search, the term ‘caregiver’ was included as it is
more frequently used in the literature, despite the recent trend to prefer the term ‘care partner’ in
everyday use. Our analysis reflects the term ‘caregiver’ to maintain consistency with the literature
reviewed.

Table 1. Organizing principles for dementia care competencies (adapted from Bardsley, 2011).

a) Promote health and social well-being
b) Identify dementia - know the early signs
c) Assess and diagnose
d) Communicate sensitively/safely
e) Support living well with dementia; promote independence and activity
f) Understand and respond to unmet needs and signs of distress
g) Value and respect family and other care partners; support access to services
h) Work as part of a multi-agency team to provide support
i) Understand the context of care and support for persons living with dementia
j) Provide end of life care for persons living with dementia
k) Support for dementia worker personal development and self care
l) Accountability of leaders for processes and practices in dementia care
m) Quality improvement, accountability and evaluation is embedded in practice
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Diagram 1. Combination of Search Terms

1 Dementia/(46,888)
2 Alzheimer Disease/(87,111)
3 exp Dementia, Vascular/(6489)
4 Frontotemporal Lobar Degeneration/or Frontotemporal Dementia/(3326)
5 Lewy Body Disease/(2987)
6 dement�.tw. (100,196)
7 or/1–6 (171,740)
8 Clinical Competence/(85,855)
9 Health Knowledge, Attitudes, Practice/(100,604)
10 Attitude/or Attitude of health personnel/(160,481)
11 Judgment/(17,968)
12 (competency or competencies).tw. (26,845)
13 (knowledge� or skill� or attitude� or judg?ment�).ti,kf. (144,345)
14 (framework� or frame work�).tw. (223,174)
15 or/8–14 (643,459)
16 Home Nursing/(8827)
17 Family/(74,521)
18 Friends/(4449)
19 Spouses/(9233)
20 exp Health Personnel/(471,353)
21 exp Health Occupations/(1,655,230)
22 Patient Care/(9315)
23 Primary Health Care/(70,416)
24 (caregiver� or care giver� or carer� or family or families or friend or friends or spouse� or
healthcare provider� or care provider� or health� professional� or clinician� or staff�).tw. (1,349,
095)
25 or/16–24 (3,201,291)
26 7 and 15 and 25 (2753)
27 limit 26 to English language (2543)
28 remove duplicates from 27 (2336)

A total of 6746 sources were retrieved using this search strategy and one additional record was
identified during peer review; 2269 duplicates were removed, leaving 4478 sources for further
review (Figure 1). The titles and/or abstracts of all 4478 sources were read independently by two
reviewers to deem their relevance for inclusion in the review. Any conflicts in scoring were dis-
cussed and decisions were made on article inclusion. Sources that discussed any provider,
methodology, behavioural statements, competencies, models/frameworks/theories, or dementia
subtypes were included and moved forward to stage two: full text review. This resulted in a total of
150 sources proceeding to an independent full-text review by two researchers (e.g., members of the
research team working in pairs with a subset of articles to review) to deem their suitability for
inclusion and proceeding to article appraisal. The following excluded articles from the full text
review: (1) conference abstract, letter to the editor, or opinion pieces; (2) published before 2008; (3)
did not focus on dementia (all types) or cognitive impairments; (4) did not discuss behavioural
statements for dementia care; and (5) did not discuss models, frameworks, or theories for dementia
care.
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The fourth stage of Arksey and O’Malley’s five-stage framework (2005) is charting the data. Prior
to this, the team had decided to appraise the articles deemed relevant for inclusion in this review.
Although in a scoping review, and the five-stage framework, there is no requirement for included
studies to undergo quality appraisal, there is controversy about the need to assess methodological
quality of studies. In fact, Bieber et al. (2019) found that nearly a quarter of studies published in 2014
included this step in their review. Thus, in this scoping review, and because of the above criteria,
a total of 52 sources were deemed appropriate for the article appraisal stage. A two-researcher
independent blind appraisal process took place using the following appraisal tools: AMSTAR Tool
for Assessment of Methodological Quality of Systematic Reviews, Critical Appraisal Skills Pro-
gramme (CASP) Qualitative Studies Appraisal tool, and the CASP Quantitative Studies Appraisal
tool for RCTs. Of these 52, only 25 were deemed appropriate for inclusion as the other sources were
either appraised as weak or moderate quality. Furthermore, three more articles were excluded as they
focused on staff time given to supporting persons living with dementia, or attributes of the long-term
care environment (e.g., staffing levels, management, leadership style) rather than competencies or
behavioural statements relevant to dementia care. Thus, the final number of included articles was 22.

Figure 1. PRISMA chart.

6 Dementia 0(0)



Only high-quality sources moved forward to the data extraction stage. A data extraction form was
created to extract the following information from the included sources: full citation, location of
where the study was carried out, aim/purpose of the study, setting, methodology, sample, whether
persons living with dementia were included in the study, methods/data collection, data analysis
methods, any information pertaining to framework for dementia care, results in relation to com-
petency statements, strengths and limitations of the study, and relevance to the topic/research
question and secondary question.

Results

The final stage of the scoping review framework is collating, summarizing, and reporting the results
(Arksey & O’Malley, 2005). The aim of this scoping review was to identify key concepts and
competencies (i.e., knowledge, skills and actions) relevant to dementia care. We reviewed the
characteristics of included studies and then summarized concepts and competencies, reflecting their
alignment with our 13 organizing principles.

Characteristics of Included Studies

Included studies reflected a heterogeneous sample of study designs or article types. Of the 22
included articles, three used quantitative designs, including a non-randomized control trial (Moyle
et al., 2016), a cross-sectional survey design (Prentice et al., 2018), and a randomized trial of
educational interventions (Conway & Chenery, 2016). Four studies used mixed methods (usually
Delphi-style approaches with statistical evaluation) (Bond et al., 2016; Britten et al., 2018; Curyto &
Vriesman, 2016; Isaksson et al., 2011). Six studies reflected various forms of systematic literature
reviews (Carbonneau et al., 2010; Kolanoski et al., 2017; Prorok et al., 2013; Traynor et al., 2011;
Tsaroucha et al., 2013; Van Mierlo et al., 2016). Eight were qualitative study designs that included
grounded theory (DiLauro et al., 2017; Smeets et al., 2014; Smith et al., 2011), ethnographic-style
studies (Caspi, 2015; Dowding et al., 2015; Scerri et al., 2015) and various forms of content analysis
(De Vries et al., 2013; Robertshaw et al., 2019). One study used co-production and action research,
and included a literature review, surveys, interviews, and focus groups (Carter et al., 2018).

The included studies were authored or conducted in seven different countries, with the most
produced in Australia (Figure 2).

Seven studies reflected the long-term care setting and seven were relevant to the community
setting (note: one article addressed both long term care and community). The remainder reflected the
hospital environment, or were not setting-specific, meaning they did not describe specific envi-
ronments (usually literature reviews).

Seven of the studies included either caregivers and/or persons living with dementia, of which
three included caregivers only. The characteristics (e.g., country, aims, methodology, sample size,
setting and major findings) of included studies are summarized (Table 2).

Key Concepts and Competencies

The findings of the review were mapped to the 13 organizing principles described by Bardsley
(2011). Several key concepts were identified and are summarized below that reflect the requisite
competencies (e.g., knowledge, skills, and actions) required for effective dementia care.

Kay et al. 7



a) Promote Health and Social Well-Being. A study by Bond et al. (2016) identified promoting mental
health and psychological wellbeing as a required gerontological nursing competency. A second
study by Tsaroucha et al. (2013) provided several specific suggestions to promote health and
well-being through health promotion and dementia prevention strategies and promoting and em-
powering self-care activities. Further, competencies identified by Carter et al. (2018) included health
promotion and prevention of dementia as relevant, although less frequently referenced in the
literature.

b) Identify Dementia - Know the Early Signs. Five studies identified knowledge of dementia including
causes, signs and symptoms (Bond et al., 2016; Curyto et al., 2016; De Vries et al., 2013; Smith
et al., 2011; Tsaroucha et al., 2013) which are relevant to the early identification of dementia. Carter
et al. (2018) also noted the need for the development of advanced competencies to facilitate the
identification of rarer sub-types of dementia. Other studies noted that recognition and acknowl-
edgement of changes (Di Lauro et al., 2017) and caregiver actions related to cognitive impairment,
delirium, or dementia (Bond et al., 2016) were important concepts.

c) Assess and Diagnose. Four studies identified concepts related to the assessment and diagnosis of
dementia, including providing evidence-based dementia care, and facilitating access to supports,
services and disease management (Britten et al., 2018; Carter et al., 2018; Prorok et al., 2013;
Tsaroucha et al., 2013). Additional competence in capacity assessment was also noted as relevant
(Carter et al., 2018).

Figure 2. Articles and their country of origin.
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tic

sk
ill
s.
A
ls
o
de
sc
ri
be
d
ex
pe
ct
at
io
ns

at
le
ve
ls
of

co
m
pe
te
nc
y.

(c
on
tin
ue
d)
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A
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M
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m
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e
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tin

g
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nd
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C
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pi

(2
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5)
/U
SA

T
o
id
en
tif
y
th
e
ci
rc
um

st
an
ce
s,
se
qu
en
ce

of
ev
en
ts

an
d
tr
ig
ge
rs

th
at

le
ad

to
ag
gr
es
si
ve

be
ha
vi
or
s
be
tw

ee
n

re
si
de
nt
s,
an
d
to

de
ve
lo
p
st
af
f

pr
ev
en
tio

n
st
ra
te
gi
es
.

Q
ua
lit
at
iv
e-

pa
rt
ic
ip
an
t
ob

se
rv
at
io
ns
,

in
fo
rm

al
co
nv
er
sa
tio

ns
,r
ev
ie
w

of
cl
in
ic
al
re
co
rd
s,
se
m
i-s
tr
uc
tu
re
d

in
te
rv
ie
w
s

n
=
12

pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia

an
d
n
=
13

st
af
f
an
d

m
an
ag
er
s

Lo
ng

te
rm

ca
re

T
w
el
ve

ef
fe
ct
iv
e
st
af
f
pr
ev
en
tio

n
st
ra
te
gi
es

w
er
e
id
en
tifi

ed
:b
ei
ng

al
er
t;

be
in
g
pr
oa
ct
iv
e;
be
in
g
in
fo
rm

ed
ab
ou

t
pr
ev
io
us

in
ci
de
nt
s
in

w
hi
ch

a
ce
rt
ai
n

re
si
de
nt

w
as

in
vo
lv
ed
;r
ed
ir
ec
tin

g
a
re
si
de
nt

fr
om

th
e
ar
ea

of
w
he
re

th
e

ag
gr
es
si
ve

be
ha
vi
ou

r
oc
cu
rr
ed
;

of
fe
ri
ng

th
e
pe
rs
on

to
ta
ke

a
w
al
k;

se
pa
ra
tin

g;
po

si
tio

ni
ng
,r
ep
os
iti
on

in
g,

or
ch
an
gi
ng

se
at
in
g
ar
ra
ng
em

en
ts
;

sw
itc
hi
ng

or
re
fo
cu
si
ng

th
e
to
pi
c
or

su
bj
ec
t;
di
st
ra
ct
in
g
th
e
pe
rs
on

to
a
m
or
e
pl
ea
su
ra
bl
e
ac
tiv
ity
,d

iv
er
tin

g
to

a
di
ffe
re
nt

ac
tiv
ity

or
ch
an
gi
ng

it;
st
ay
in
g
ca
lm
;n

ot
ar
gu
in
g
w
ith

a
re
si
de
nt

w
ho

is
di
sp
la
yi
ng

ag
gr
es
si
ve

be
ha
vi
ou

r;
se
ek
in
g
he
lp

fr
om

ot
he
r

st
af
f.

6
C
on

w
ay

et
al
.

(2
01
6)
/A
us
tr
al
ia

T
o
ev
al
ua
te

th
e
ef
fe
ct
s
of

a
co
m
m
un
ic
at
io
n
sk
ill
s
tr
ai
ni
ng

pr
og
ra
m

on
co
m
m
un
ity

ag
ed

ca
re

st
af
f’s

kn
ow

le
dg
e
of

co
m
m
un
ic
at
io
n

su
pp
or
t
in

de
m
en
tia

an
d
on

st
af
f’s

ca
re

ex
pe
ri
en
ce
s.

A
m
ul
ti-
ce
nt
re
-c
on

tr
ol
le
d
pr
et
es
t/
po

st
-

te
st

de
si
gn

w
ith

ra
nd
om

iz
ed

co
ho

rt
al
lo
ca
tio

n

n
=
38

(t
ra
in
in
g
gr
ou

p
n
=
22
;

co
nt
ro
lg
ro
up

n
=
16
)
ca
re

st
af
f

w
or
ki
ng

in
co
m
m
un
ity

ag
ed

ca
re
.

C
om

m
un
ity

Im
pr
ov
ed

kn
ow

le
dg
e
sc
or
es

fr
om

ba
se
lin
e
fo
un
d
fo
r
tr
ai
ni
ng

gr
ou

p
im
m
ed
ia
te
ly
po

st
tr
ai
ni
ng

(p
=
0.
00
2)

an
d
at

3-
m
on

th
s
fo
llo
w

up
(p

=
0.
00
1)
.T

ra
in
in
g
ef
fe
ct
fo
r
se
lf-
ef
fi
ca
cy

(p
=
0.
02
4)
,s
tr
ai
n
in

nu
rs
in
g
ca
re

(0
.0
23
)
an
d
pr
ep
ar
ed
ne
ss

to
pr
ov
id
e

ca
re

(p
=
0.
00
7)
.N

o
si
gn
ifi
ca
nt

di
ffe
re
nc
e
fo
r
th
e
co
nt
ro
lg
ro
up

on
an
y
m
ea
su
re
s.
T
he

tr
ai
ni
ng

pr
og
ra
m

w
as

po
si
tiv
el
y
re
ce
iv
ed

by
st
af
f
an
d

ha
d
a
si
gn
ifi
ca
nt

ef
fe
ct

on
st
af
f

co
nfi

de
nc
e
an
d
kn
ow

le
dg
e
to

ca
re

fo
r

pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia
.
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(c
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tin
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d)

#
A
ut
ho

r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

7
C
ur
yt
o
et

al
.

(2
01
6)
/U
SA

T
o
de
sc
ri
be

th
e
de
ve
lo
pm

en
t
of

th
e

kn
ow

le
dg
e
of

de
m
en
tia

co
m
pe
te
nc
ie
s

se
lf-
as
se
ss
m
en
t
to
ol

an
d
re
po

rt
on

its
in
te
rn
al
co
ns
is
te
nc
y
an
d
te
st
-r
et
es
t

re
lia
bi
lit
y.
T
he

to
ol

w
as

de
ve
lo
pe
d
to

he
lp

di
re
ct

ca
re

w
or
ke
rs

(D
C
W

s)
as
se
ss

th
ei
r
kn
ow

le
dg
e
of

7
de
m
en
tia

co
m
pe
te
nc
ie
s
id
en
tifi

ed
by

th
e

M
ic
hi
ga
n
de
m
en
tia

co
al
iti
on

.

T
oo

ld
ev
el
op

m
en
t
co
ns
is
te
d
of

a
lit
er
at
ur
e
se
ar
ch
,e

xp
er
t
pa
ne
l

co
ns
ul
ta
tio

n,
D
C
W

fe
ed
ba
ck

an
d

co
nt
en
t
va
lid
ity

ra
tin

gs
re
fl
ec
tin

g
th
e

re
la
tiv
e
im
po

rt
an
ce

of
7
de
m
en
tia

co
m
pe
te
nc
ie
s

Ite
m

se
le
ct
io
n
ba
se
d
on

a
lit
er
at
ur
e
re
vi
ew

an
d
ex
pe
rt

pa
ne
lc
on

su
lta
tio

n.
G
iv
en

to
15
9

D
C
W

s
an
d
re
-a
dm

in
is
te
re
d
to

57
D
C
W

s
in

a
ra
ng
e
of

LT
C

se
tt
in
gs
.

Lo
ng

te
rm

ca
re

D
em

en
tia

co
m
pe
te
nc
y
ar
ea
s
in
cl
ud
ed

in
or
de
r
of

im
po

rt
an
ce
:C

ar
e

in
te
ra
ct
io
ns

(2
2%

),
un
de
rs
ta
nd
in
g

be
ha
vi
ou

rs
(1
8.
5%

),
en
ri
ch
in
g
th
e

pe
rs
on

’s
lif
e
(1
3%

),
kn
ow

le
dg
e
of

de
m
en
tia

di
so
rd
er

(1
2.
7%

),
pe
rs
on

ce
nt
re
d
ca
re

(1
2.
6%

),
in
te
ra
ct
in
g
w
ith

fa
m
ili
es

(1
1%

)
an
d
D
C
W

se
lf-
ca
re

(1
0.
2%

).
82

ite
m
s
in

th
e
fi
na
lK

D
C
-

SA
T
.G

oo
d
te
st
re
-t
es
tr
el
ia
bi
lit
y
(p

<
0.
00
1)
.G

oo
d
in
te
rn
al
co
ns
is
te
nc
y

w
ith

C
ro
nb
ac
h’
s
sc
or
e
of

0.
90
6.

8
D
e
V
ri
es

et
al
.

(2
01
3)
/U
K

T
o
es
ta
bl
is
h
a
se
t
of

co
m
pe
te
nc
ie
s

as
so
ci
at
ed

w
ith

th
e
pr
im
ar
y
ca
re

lia
is
on

ro
le

in
pr
im
ar
y
ca
re
.

Q
ua
lit
at
iv
e
in
te
gr
at
iv
e
re
vi
ew

an
d

co
ns
ul
ta
tio

n
w
ith

ke
y
st
ak
eh
ol
de
rs

an
d
fa
m
ili
es

an
d
pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia
.

St
ak
eh
ol
de
rs

n
=
14
,d

em
en
tia

pa
tie

nt
s
an
d
ca
re
rs

n
=
70
+
,

ar
tic
le
s
cl
os
el
y
re
vi
ew

ed
n
=

40
0+

C
om

m
un
ity

T
he
re

is
a
re
al
ne
ed

to
in
cr
ea
se

tim
el
y

di
ag
no

si
s
fo
r
pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia
.T

he
re

ne
ed
s
to

be
up
-

sk
ill
in
g
to

pr
om

ot
e
th
is
sk
ill
.

C
om

pe
te
nc
ie
s
ne
ed
ed

fo
r
tim

el
y

di
ag
no

si
s:
(1
)
kn
ow

le
dg
e/
aw

ar
en
es
s

of
de
m
en
tia

an
d
de
m
en
tia
-r
el
at
ed

is
su
es
,(
2)

co
m
pr
eh
en
si
ve

un
de
rs
ta
nd
in
g
of

th
e
be
ha
vi
ou

rs
of

in
di
vi
du
al
s
w
ith

M
C
I,
de
m
en
tia

an
d

ot
he
r
ill
ne
ss

th
at

ha
ve

a
ne
ur
op

at
ho

lo
gy
,(
3)

sk
ill
ed

in
in
te
ra
ct
in
g
w
ith

pe
rs
on

s
w
ith

a
w
id
e

ra
ng
e
of

ill
ne
ss
es

in
cl
ud
in
g
M
C
I
an
d

de
m
en
tia
,(
4)

sk
ill
ed

in
in
te
ra
ct
in
g

w
ith

fa
m
ili
es

an
d
or

si
gn
ifi
ca
nt

ot
he
rs

of
pe
rs
on

s
at

ri
sk

or
w
ith

co
nc
er
ns

ab
ou

t
de
m
en
tia
,(
5)

co
m
pe
te
nt

at
pr
ov
id
in
g
ed
uc
at
io
n/
fa
ci
lit
at
io
n
an
d

gi
vi
ng

in
fo
rm

at
io
n
to

fa
m
ili
es

an
d

ca
re
gi
ve
rs
,a
nd

(6
)
sk
ill
ed

in
pe
rs
on

-
ce
nt
er
ed

ca
re

ap
pr
oa
ch
es
. (c
on
tin
ue
d)
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#
A
ut
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r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

9
D
iL
au
ro

et
al
.

(2
01
7)
/C
an
ad
a

T
o
id
en
tif
y
ho

w
ca
re
gi
ve
rs

pe
rc
ei
ve

th
ei
r
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se
s’
pa
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ic
ip
at
io
n
in

le
is
ur
e

ac
tiv
iti
es

si
nc
e
de
m
en
tia

on
se
ta
nd

th
e

pr
of
es
si
on

al
gu
id
an
ce

ca
re
gi
ve
rs

re
qu
ir
e
to

in
cr
ea
se

pe
rs
on

s’
w
ith

de
m
en
tia

pa
rt
ic
ip
at
io
n

in
sh
ar
ed

le
is
ur
e
ac
tiv
iti
es
.

Ex
pl
or
at
or
y
qu
al
ita
tiv
e
de
sc
ri
pt
iv
e;

fo
cu
s
gr
ou

ps
n
=
9
ca
re
gi
ve
r
pa
rt
ic
ip
an
ts

C
om

m
un
ity

T
hr
ee

m
aj
or

th
em

es
id
en
tifi

ed
:

R
ec
og
ni
zi
ng

an
d
ac
kn
ow

le
dg
in
g

ch
an
ge
s;
m
ak
in
g
se
ns
e
of

ch
an
ge
s
an
d

co
nfl

ic
ts
,e

m
br
ac
in
g
ch
an
ge
s
an
d

fo
rg
in
g
ah
ea
d.

C
ar
eg
iv
er

ad
ap
ta
tio

n
to

ch
an
ge

an
d
en
ga
ge
m
en
t
w
ith

jo
in
t

sh
ar
ed

le
is
ur
e
ac
tiv
iti
es

w
ith

pe
op

le
liv
in
g
w
ith

de
m
en
tia

is
an

im
po

rt
an
t

co
ns
id
er
at
io
n
in

de
m
en
tia

ca
re
.

10
D
ow

di
ng

et
al
.

(2
01
5)
/U
K

T
o
pr
ov
id
e
a
re
vi
se
d
co
nc
ep
tu
al
m
od

el
of

de
ci
si
on

m
ak
in
g
fo
r
th
e

re
co
gn
iti
on

,a
ss
es
sm

en
t
an
d

m
an
ag
em

en
t
of

pa
in

in
pa
tie

nt
s
w
ith

de
m
en
tia

in
ac
ut
e
ca
re

se
tt
in
gs
.

Ex
pl
or
at
or
y
et
hn
og
ra
ph
ic

qu
al
ita
tiv
e,

ne
st
ed

ca
se

st
ud
y

n
=
31

pa
tie

nt
s
w
ith

de
m
en
tia
;n

=
52

st
af
f
an
d
n
=
4
ca
re
rs

H
os
pi
ta
l

A
re
co
nc
ep
tu
al
iz
ed

m
od

el
of

de
ci
si
on

m
ak
in
g
re
la
te
d
to

pa
in
as
se
ss
m
en
ta
nd

m
an
ag
em

en
t
fo
r
pa
tie

nt
s
w
ith

de
m
en
tia

w
as

pr
op

os
ed

(a
da
pt
ed

fr
om

re
co
gn
iti
on

-p
ri
m
ed

de
ci
si
on

m
od

el
).
T
he

re
vi
se
d
m
od

el
pl
ac
es

em
ph
as
is
on

th
e
sa
lie
nc
e
of

in
di
vi
du
al

co
gn
iti
on

an
d
ac
kn
ow

le
dg
es

th
at

de
ci
si
on

s
ar
e
co
ns
tr
uc
te
d
th
ro
ug
h

so
ci
al
in
te
ra
ct
io
n
an
d
or
ga
ni
za
tio

na
l

co
nt
ex
t.

11
Is
ak
ss
on

et
al
.

(2
01
1)
/S
w
ed
en

T
o
ex
pl
or
e
th
e
ty
pe
s
of
ca
ri
ng

si
tu
at
io
ns
,

re
si
de
nt

ch
ar
ac
te
ri
st
ic
s
re
la
te
d
to

ph
ys
ic
al
ly
vi
ol
en
t
be
ha
vi
ou

rs
am

on
g

re
si
de
nt
s
w
ith

de
m
en
tia

an
d
ho

w
pr
of
es
si
on

al
ca
re
gi
ve
rs

m
an
ag
ed

th
es
e
be
ha
vi
ou

rs
.

M
ix
ed

m
et
ho

ds
:S

tr
uc
tu
re
d
in
te
rv
ie
w
s

us
in
g
a
qu
es
tio

nn
ai
re

to
as
se
ss

re
si
de
nt
s’
vi
ol
en
t
be
ha
vi
ou

r/
re
si
de
nt
s’
m
ot
or

fu
nc
tio

ns
,v
is
io
n,

he
ar
in
g,
sp
ee
ch
,A

D
L
fu
nc
tio

ns
an
d

ps
yc
hi
at
ri
c
sy
m
pt
om

sw
er
e
m
ea
su
re
d

w
ith

th
e
m
ul
ti-
di
m
en
si
on

al
de
m
en
tia

as
se
ss
m
en
t
sc
al
e
(M

D
D
A
S)

n
=
30
9
re
si
de
nt
s

Lo
ng

te
rm

ca
re

Ph
ys
ic
al
ly
vi
ol
en
tb

eh
av
io
ur

is
fr
eq
ue
nt
ly

di
sp
la
ye
d
am

on
g
re
si
de
nt
s
in

ca
re

ho
m
es

an
d
ca
re
gi
ve
rs

m
ai
nl
y
m
an
ag
e

th
es
e
in

a
sy
m
pt
om

-o
ri
en
te
d
w
ay
.

Fu
tu
re

in
te
rv
en
tio

ns
sh
ou

ld
ai
m

to
un
de
rs
ta
nd

an
d
m
an
ag
e
th
es
e

be
ha
vi
ou

rs
in

re
si
de
nt
s.

(c
on
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#
A
ut
ho

r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

12
K
ol
an
ow

sk
ie

t
al
.

(2
01
7)
/U
SA

T
o
pr
ov
id
e
a
sc
op

in
g
re
vi
ew

to
se
ek

w
ha
t
hi
gh

qu
al
ity

ev
id
en
ce

ex
is
ts

fo
r

pa
tie

nt
,c
ar
eg
iv
er
,e

nv
ir
on

m
en
ta
l

de
te
rm

in
an
ts

re
ga
rd
in
g
fi
ve

sp
ec
ifi
c

be
ha
vi
ou

ra
la
nd

ps
yc
ho

lo
gi
ca
l

sy
m
pt
om

s
of

de
m
en
tia

(B
PS
D
)

(a
gg
re
ss
io
n,

ag
ita
tio

n,
ap
at
hy
,

de
pr
es
si
on

an
d
ps
yc
ho

si
s)
.

Sy
st
em

at
ic
re
vi
ew

us
in
g
an

a
pr
io
ri

re
vi
ew

pr
ot
oc
ol

n
=
56

hi
gh

qu
al
ity
/lo

w
bi
as

ar
tic
le
s

Ea
ch

sy
m
pt
om

ha
d
its

ow
n
se
t
of

de
te
rm

in
an
ts
,b

ut
m
an
y
w
er
e

co
m
m
on

ac
ro
ss

se
ve
ra
ls
ym

pt
om

s:
N
eu
ro
de
ge
ne
ra
tio

n,
ty
pe

of
de
m
en
tia
,s
ev
er
ity

of
co
gn
iti
ve

im
pa
ir
m
en
ts
,d

ec
lin
in
g
fu
nc
tio

na
l

ab
ili
tie

s,
an
d
ca
re
gi
ve
r
bu
rd
en

an
d

co
m
m
un
ic
at
io
n.

T
he

st
ud
y
pr
ov
id
ed

co
nt
ex
t
to

un
de
rs
ta
nd

an
d
de
ve
lo
p

st
ra
te
gi
es

fo
r
m
an
ag
in
g
BP

SD
;

pr
ov
id
ed

gu
id
an
ce

fo
r
le
ad
er
sh
ip

de
ve
lo
pm

en
t
in

de
m
en
tia

ca
re
.

13
M
oy
le

et
al
.(
20
16
)/

A
us
tr
al
ia

T
o
as
se
ss

(1
)
th
e
ef
fe
ct
iv
en
es
s
of

th
e

ca
pa
bi
lit
ie
s
m
od

el
of

de
m
en
tia

ca
re

(C
M
D
C
)
in

as
si
st
in
g
LT

C
st
af
f
to

im
pr
ov
e
qu
al
ity

of
lif
e
fo
r
ol
de
r

pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia

liv
in
g
in

LT
C

fa
ci
lit
ie
s;
an
d
(2
)
w
he
th
er

im
pl
em

en
ta
tio

n
of

th
e
C
M
D
C

im
pr
ov
ed

st
af
fa
tt
itu

de
s
to
w
ar
ds
,a
nd

ex
pe
ri
en
ce
so

f,
w
or
ki
ng

an
d
ca
ri
ng

fo
r

th
e
pe
rs
on

w
ith

de
m
en
tia
.

A
si
ng
le

bl
in
d,

no
n-
ra
nd
om

iz
ed

co
nt
ro
lle
d
tr
ia
lq

ua
nt
ita
tiv
e
de
si
gn

n
=
81

st
af
f

In
te
rv
en
tio

n
gr
ou

p
n
=
51
,

co
nt
ro
ln

=
30
.

n
=
48

fa
m
ily

m
em

be
rs

of
pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia

(in
te
rv
en
tio

n
gr
ou

p
n
=
37
;

co
nt
ro
ln

=
11
)

Lo
ng

te
rm

ca
re

LT
C

co
nt
ro
lg
ro
up

st
af
f
re
po

rt
ed

le
ss

w
or
k
sa
tis
fa
ct
io
n
(lo

w
er

st
af
f

ex
pe
ri
en
ce
s
of

w
or
ki
ng

w
ith

re
si
de
nt
s
liv
in
g
w
ith

de
m
en
tia

qu
es
tio

nn
ai
re

sc
or
es
)
co
m
pa
re
d
to

th
os
e
in

in
te
rv
en
tio

n
gr
ou

p
at

12
m
on

th
s.
Fa
m
ily

m
em

be
rs

in
th
e

co
nt
ro
lg
ro
up

re
po

rt
ed

lo
w
er

le
ve
ls

of
pe
rc
ei
ve
d
qu
al
ity

of
lif
e
fo
r
th
ei
r

fa
m
ily

m
em

be
r
w
ith

de
m
en
tia

w
he
n

co
m
pa
re
d
to

th
e
fa
m
ily

m
em

be
rs

in
th
e
in
te
rv
en
tio

n
gr
ou

p
at

12
m
on

th
s.

T
he

C
M
D
C
ap
pe
ar
s
to

be
an

ef
fe
ct
iv
e

m
od

el
of

de
m
en
tia

ca
re
.

14
Pr
en
tic
e
et

al
.

(2
01
8)
/C
an
ad
a

T
o
id
en
tif
y
se
lf-
pe
rc
ei
ve
d
ga
ps

in
ge
ro
nt
ol
og
ic
al
co
m
pe
te
nc
ie
s
am

on
g

re
cr
ea
tio

n
st
af
f
in

lo
ng
-t
er
m

ca
re

ho
m
es

in
O
nt
ar
io
,C

an
ad
a.

D
es
cr
ip
tiv
e
cr
os
s-
se
ct
io
na
lq

ua
nt
ita
tiv
e

de
si
gn

n
=
48
7
re
cr
ea
tio

n
st
af
fw

or
ki
ng

in
lo
ng
-t
er
m

ca
re

ho
m
es

Lo
ng

te
rm

ca
re

Id
en
tifi

ed
fa
ct
or
s
th
at

re
cr
ea
tio

na
ls
ta
ff

pe
rc
ei
ve
d
as

co
nt
ri
bu
tin

g
to

co
nfi

de
nc
e
in

ge
ro
nt
ol
og
ic
al

co
m
pe
te
nc
ie
s:
Ex
pe
ri
en
ce
,i
n-
se
rv
ic
e

tr
ai
ni
ng
,e

du
ca
tio

n.

(c
on
tin
ue
d)

Kay et al. 13



T
ab

le
2.

(c
on

tin
ue
d)

#
A
ut
ho

r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

15
Pr
or
ok

et
al
.(
20
13
)/

C
an
ad
a

T
o
co
nd
uc
t
a
sy
st
em

at
ic
re
vi
ew

of
qu
al
ita
tiv
e
st
ud
ie
s
th
at

ex
am

in
ed

as
pe
ct
s
of

he
al
th

ca
re

ex
pe
ri
en
ce
s
of

pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia

an
d
th
ei
r

ca
re
gi
ve
rs

to
be
tt
er

un
de
rs
ta
nd

w
ay
s

to
im
pr
ov
e
ca
re
.

Sy
st
em

at
ic
re
vi
ew

of
qu
al
ita
tiv
e
st
ud
ie
s

n
=
46

st
ud
ie
s

Fi
ve

m
aj
or

th
em

es
w
er
e
id
en
tifi

ed
:

Se
ek
in
g
a
di
ag
no

si
s;
ac
ce
ss
in
g

su
pp
or
ts

an
d
se
rv
ic
es
;a
dd
re
ss
in
g

in
fo
rm

at
io
n
ne
ed
s;
di
se
as
e

m
an
ag
em

en
t;
an
d
co
m
m
un
ic
at
io
n
an
d

at
tit
ud
es

of
he
al
th
ca
re

pr
ov
id
er
s.
T
he

he
al
th
ca
re

ex
pe
ri
en
ce

w
as

co
nc
ep
tu
al
iz
ed

as
pr
og
re
ss
in
g

th
ro
ug
h
ph
as
es

of
se
ek
in
g

in
fo
rm

at
io
n
an
d
un
de
rs
ta
nd
in
g,

id
en
tif
yi
ng

th
e
pr
ob

le
m
,r
ol
e

tr
an
si
tio

ns
fo
llo
w
in
g
di
ag
no

si
s
an
d

liv
in
g
w
ith

ch
an
ge
.

16
R
ob

er
ts
ha
w

et
al
.

(2
01
9)
/U
K

Fr
om

th
e
pe
rs
pe
ct
iv
e
of

ca
re
rs
,f
am

ili
es
,

he
al
th
ca
re

pr
of
es
si
on

al
s,
an
d

re
se
ar
ch
er
s,
to

cr
ea
te

an
un
de
rs
ta
nd
in
g
of

vi
ew

s
an
d

ex
pe
ri
en
ce
s
re
la
te
d
to

in
te
gr
at
ed

de
m
en
tia

he
al
th

an
d
so
ci
al
ca
re
.

Q
ua
lit
at
iv
e
-
in
du
ct
iv
e
op

en
co
di
ng
,

fr
am

ew
or
k
an
al
ys
is

n
=
30
58

on
lin
e
co
ur
se

le
ar
ne
rs

an
d
n
=
84
7
co
ur
se

op
en

on
lin
e

di
sc
us
si
on

bo
ar
d
po

st
s

C
om

m
un
ity

Su
pp
or
t
fo
r
a
m
od

el
of

in
te
gr
at
ed

ca
re
,

du
e
to

th
e
ho

lis
tic

vi
ew

of
ca
re

th
at

in
co
rp
or
at
es

he
al
th

an
d
so
ci
al
ca
re

ne
ed
s.
T
he

m
od

el
sh
ou

ld
be

pe
rs
on

-
ce
nt
er
ed

an
d
ho

lis
tic
,i
nv
ol
vi
ng

a
m
ul
tid

is
ci
pl
in
ar
y
te
am

of
so
ci
al
an
d

he
al
th

ca
re

pr
ac
tit
io
ne
rs
,t
he

pa
tie

nt
,

fa
m
ily

an
d
w
id
er

co
m
m
un
ity
.

17
Sc
er
ri
et

al
.(
20
15
)/

M
al
ta

T
o
ex
pl
or
e
qu
al
ity

de
m
en
tia

ca
re

fr
om

th
e
po

in
t
of

vi
ew

of
fo
rm

al
ca
re

w
or
ke
rs

an
d
fa
m
ily

m
em

be
rs

of
in
pa
tie

nt
s
w
ith

de
m
en
tia

by
as
ki
ng

th
em

to
re
m
em

be
r
an
d
na
rr
at
e
th
e

m
os
t
po

si
tiv
e
ca
re

ex
pe
ri
en
ce
s
in

re
la
tio

n
to

ca
ri
ng

fo
r
pa
tie

nt
s
w
ith

de
m
en
tia

in
th
e
ho

sp
ita
l.
Fa
ct
or
s
th
at

le
d
to

th
es
e
po

si
tiv
e
ex
pe
ri
en
ce
s

w
er
e
al
so

so
ug
ht
.

Ex
pl
or
at
or
y
qu
al
ita
tiv
e
de
si
gn

-
ap
pr
ec
ia
tiv
e
in
qu
ir
y
fr
am

ew
or
k

n
=
33

st
af
f
of

a
ge
ri
at
ri
c
ho

sp
ita
l

an
d
n
=
10

fa
m
ily

m
em

be
rs

of
pe
rs
on

s
liv
in
g
w
ith

de
m
en
tia

H
os
pi
ta
l

T
he

re
su
lts

fr
om

th
is
st
ud
y
po

in
tt
o
st
af
f

at
tr
ib
ut
es
,p

hy
si
ca
le

nv
ir
on

m
en
t,

or
ga
ni
za
tio

na
li
ss
ue
s
-
st
af
fi
ng

le
ve
ls

et
c.
an
d
m
an
ag
em

en
t
(le

ad
er
sh
ip

st
yl
e)

as
im
po

rt
an
t
fa
ct
or
s
in

de
m
en
tia

ca
re
.

(c
on
tin
ue
d)

14 Dementia 0(0)



T
ab

le
2.

(c
on

tin
ue
d)

#
A
ut
ho

r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

18
Sm

ee
ts
et
al
.(
20
14
)/

N
et
he
rl
an
ds

T
o
ex
pl
or
e
fa
ct
or
s
th
at

el
uc
id
at
e

re
as
on

s
fo
r
ps
yc
ho

tr
op

ic
dr
ug

pr
es
cr
ip
tio

n
fo
r
ne
ur
op

sy
ch
ia
tr
ic

sy
m
pt
om

s
in

nu
rs
in
g
ho

m
e
re
si
de
nt
s

w
ith

de
m
en
tia
.

Q
ua
lit
at
iv
e
w
ith

a
gr
ou

nd
ed

th
eo

ry
ap
pr
oa
ch

n
=
15

ph
ys
ic
ia
ns

an
d
n
=
14

nu
rs
es

Lo
ng

te
rm

ca
re

Fo
ur

th
em

es
w
ith

fa
ct
or
s
ei
th
er

or
bo

th
lim

iti
ng

or
en
ha
nc
in
g
ps
yc
ho

tr
op

ic
dr
ug

pr
es
cr
ip
tio

ns
w
er
e
fo
un
d
an
d

in
cl
ud
ed
:1

)
m
in
ds
et
;2

)
kn
ow

le
dg
e

an
d
ex
pe
ri
en
ce
;3

)
co
m
m
un
ic
at
io
n

an
d
co
op

er
at
io
n;

an
d
4)

ex
te
rn
al

po
ss
ib
ili
tie

s/
lim

ita
tio

ns
.A

fr
am

ew
or
k

w
as

de
ve
lo
pe
d
to

ex
pl
ai
n
ho

w
di
ffe
re
nt

fa
ct
or
s
im
pa
ct

on
ps
yc
ho

tr
op

ic
dr
ug

pr
es
cr
ip
tio

n.
19

Sm
ith

et
al
.(
20
11
)/

A
us
tr
al
ia

T
o
de
sc
ri
be

th
e
un
m
et

ne
ed
s
of

th
os
e

w
ith

de
m
en
tia

liv
in
g
in

re
m
ot
e

co
m
m
un
iti
es

of
th
e
K
im
be
rl
ey

re
gi
on

,
pe
rc
ei
ve
d
by

se
rv
ic
e
pr
ov
id
er
s
an
d

ca
re
gi
ve
rs

an
d
to

ex
pl
or
e
w
ay
s
to

fa
ci
lit
at
e
im
pr
ov
ed

ca
re

in
th
is
se
tt
in
g.

Q
ua
lit
at
iv
e
–
in
te
rv
ie
w
s
an
d
fo
cu
s

gr
ou

ps
n
=
42

se
rv
ic
e
pr
ov
id
er
s
an
d
n
=

31
ca
re
gi
ve
rs

an
d
co
m
m
un
ity
-

ba
se
d
ca
re

w
or
ke
rs

C
om

m
un
ity

Se
ve
n
br
oa
d
th
em

es
em

er
ge
d:

1)
ca
re
gi
ve
r
ro
le

(s
ub
th
em

es
:R

ea
so
ns

fo
r
be
in
g
a
ca
re
gi
ve
r;
ad
di
tio

na
l

re
sp
on

si
bi
lit
ie
s;
sh
ar
in
g
ca
re
gi
vi
ng

ro
le
);
2)

pe
rs
pe
ct
iv
es

of
de
m
en
tia

(c
au
se
s
of

de
m
en
tia
;s
ig
ns

an
d

sy
m
pt
om

s)
;3

)
co
m
m
un
ity

an
d

cu
ltu

ra
lly

ap
pr
op

ri
at
e
ca
re

(c
om

m
un
ity

en
ga
ge
m
en
t;

co
m
m
un
ity
-b
as
ed

ca
re
;c
ul
tu
ra
lly

ap
pr
op

ri
at
e
ac
tiv
iti
es
);
4)

w
or
kf
or
ce

(A
bo

ri
gi
na
ls
ta
ff;
st
af
ft
ha
t
ar
e
tr
us
te
d

an
d
ac
ce
pt
ed
;l
oc
al
su
pp
or
t
an
d

gu
id
an
ce
;a
cc
om

m
od

at
io
n;

lo
w

pa
y

an
d
un
de
rv
al
ue
d
po

si
tio

ns
;d

om
es
tic

is
su
es
);
5)

ed
uc
at
io
n
an
d
tr
ai
ni
ng

(c
ul
tu
ra
lt
ra
in
in
g;
de
m
en
tia

tr
ai
ni
ng
;

el
de
r
ab
us
e
tr
ai
ni
ng
);
6)

is
su
es

af
fe
ct
in
g
re
m
ot
e
co
m
m
un
iti
es

(o
ve
rc
ro
w
di
ng
;fi

na
nc
ia
lb

ur
de
n;

tr
an
sp
or
t)
;a
nd

7)
se
rv
ic
e
is
su
es

(c
om

m
un
ic
at
io
n
an
d
co
or
di
na
tio

n;
in
to
le
ra
nt

at
tit
ud
es
;fl

ex
ib
ili
ty
;

di
st
an
ce

of
se
rv
ic
es

fr
om

co
m
m
un
iti
es
;i
nt
er
pr
et
er

us
e;
cl
in
ic
al

pa
th
w
ay
s
an
d
pr
ot
oc
ol
s;
la
ck

of
se
rv
ic
es
;s
pe
ci
al
is
t
se
rv
ic
es
;

co
m
m
un
ity

ca
se

se
rv
ic
es
;c
ar
eg
iv
er

su
pp
or
t
se
rv
ic
es
.

(c
on
tin
ue
d)

Kay et al. 15



T
ab

le
2.

(c
on

tin
ue
d)

#
A
ut
ho

r/
C
ou

nt
ry

A
im
s

M
et
ho

do
lo
gy

Sa
m
pl
e
si
ze
/S
et
tin

g
M
aj
or

fi
nd
in
gs

20
T
ra
yn
or

et
al
.

(2
01
1)
/A
us
tr
al
ia

T
o
re
vi
ew

de
m
en
tia

nu
rs
in
g

co
m
pe
te
nc
ie
s,
sp
ec
ifi
c
ob

je
ct
iv
e
of

ex
pl
ai
ni
ng

im
po

rt
an
ce

of
sa
id

co
m
pe
te
nc
ie
sa
cr
os
sl
ev
el
so

fp
ra
ct
ic
e

an
d
ca
re

se
tt
in
gs
.

Li
te
ra
tu
re

se
ar
ch

an
d
cr
iti
ca
la
na
ly
si
s

n
=
59

pu
bl
ic
at
io
ns
;8

6%
gr
ey

lit
,

14
%

ac
ad
em

ic
In

re
la
tio

n
to

re
gi
st
er
ed

nu
rs
es

an
d
th
e

he
al
th

is
su
e
of

de
m
en
tia
,t
he
re

w
as

de
te
rm

in
ed

to
be

a
la
ck

of
cl
in
ic
al

co
m
pe
te
nc
y
fr
am

ew
or
ks
;h

ow
ev
er
,

th
is
w
as

al
so

fo
un
d
w
ith

re
sp
ec
t
to

fr
am

ew
or
ks

fo
r
ot
he
r
he
al
th
ca
re

w
or
ke
rs
.S
om

e
fr
am

ew
or
ks

ha
d
be
en

cr
ea
te
d,

ho
w
ev
er
,w

er
e
lim

ite
d
to

a
sp
ec
ifi
c
gr
ou

p
of

pr
ac
tit
io
ne
rs
.T

he
ne
ed

fo
r
va
ri
ou

s
fr
am

ew
or
ks

w
as

id
en
tifi

ed
.N

on
e
re
vi
ew

ed
w
er
e

cr
ea
te
d
ac
ro
ss

di
ffe
re
nt

le
ve
ls
of

pr
ac
tic
e
(a
pp
lic
ab
le
ac
ro
ss
a
va
ri
et
y
of

w
or
ke
rs
).

21
T
sa
ro
uc
ha

et
al
.

(2
01
3)
/U
K

T
o
de
ve
lo
p
a
se
t
of

ge
ne
ri
c
co
re

co
m
pe
te
nc
ie
s
to

gu
id
e
a
co
m
pe
te
nc
y-

ba
se
d
cu
rr
ic
ul
um

in
or
de
r
to

im
pr
ov
e

de
m
en
tia

tr
ai
ni
ng

an
d
ed
uc
at
io
n.

Sy
st
em

at
ic
lit
er
at
ur
e
se
ar
ch

n
=
18

lit
er
at
ur
e
fr
am

ew
or
ks

D
ev
el
op

m
en
t
of

ei
gh
t
co
re

co
m
pe
te
nc
ie
s
an
d
87

kn
ow

le
dg
e,

te
ch
ni
ca
la
nd

at
tit
ud
e/
be
ha
vi
ou

ra
l

sk
ill
s
st
at
em

en
ts

in
to
ta
l.

22
V
an

M
ie
rl
o
et

al
.

(2
01
6)
/

N
et
he
rl
an
ds

T
o
de
ve
lo
p
an

ev
id
en
ce
-in

fo
rm

ed
m
od

el
(c
he
ck
lis
t)
fo
cu
si
ng

sp
ec
ifi
ca
lly

on
fa
ct
or
s
th
at

en
ab
le

pr
ov
is
io
n
of

in
di
vi
du
al
iz
ed

de
m
en
tia

ca
re
,t
o

fa
ci
lit
at
e
an
d
pr
om

ot
e
co
m
m
un
ity
-

ba
se
d
in
te
rv
en
tio

ns
.

Li
te
ra
tu
re

re
vi
ew

of
ot
he
r
st
ud
ie
s

co
nd
uc
te
d
by

th
e
au
th
or
s

N
A

M
od

el
cr
ea
te
d
th
at

in
cl
ud
es

va
ri
ou

s
im
pl
em

en
ta
tio

ns
of

pe
rs
on

al
iz
ed

ps
yc
ho

so
ci
al
ca
re

in
te
rv
en
tio

ns
th
at

in
co
rp
or
at
e
co
re

co
m
po

ne
nt
s
of

pe
rs
on

al
iz
ed

ca
re
.P

ro
vi
de
d

a
ch
ec
kl
is
t
fo
r
ot
he
rs

w
ho

w
an
t
to

de
ve
lo
p,

im
pl
em

en
t,
or

ev
al
ua
te

pe
rs
on

al
iz
ed

ca
re

in
te
rv
en
tio

ns
.

16 Dementia 0(0)



d) Communicate Sensitively/Safely. Five studies identified concepts relevant to communication, in-
cluding communicating effectively and therapeutically (Britten et al., 2018; Carter et al., 2018;
Tsaroucha et al., 2013), and demonstrating cultural competence reflecting the diverse needs of
people living with dementia (Carter et al., 2018). In addition, attitudes that shape health professional
communication (Prorok et al., 2013), and skills interacting with individuals, families or significant
others about a variety of dementia related concerns (De Vries et al., 2013) were seen as essential
aspects of dementia care.

e) Support Living Well with Dementia; Promote Independence and Activity. Eight studies included
a variety of concepts related to supporting those who live with dementia to live well. Two studies
identified macro or systems concepts such as living well across communities and groups, and
facilitating choices within legal and ethical frameworks (Britten et al., 2018; Carter et al., 2018).
Four studies referenced designing or implementing person centred care, including acquiring the
necessary skills required to do so (Carter et al., 2018; Curyto et al., 2016; De Vries et al., 2013; Van
Mierlo et al., 2016). Two studies identified optimizing health outcomes or experiences through
a variety of approaches (e.g., supporting information seeking, role transition) (Britten et al., 2018;
Prorok et al., 2013). The concept of embracing and living with change featured in DiLauro et al.
(2017) and Prorok et al. (2013), worded eloquently in DiLauro et al. (2017) as “forging ahead”.
Enriching the lives of persons living with dementia, including sharing leisure activities, and
supporting individuals to engage in activities of interest featured in three studies (Curyto et al., 2016;
Di Lauro et al., 2017; Tsaroucha et al., 2013).

f) Understand and Respond to Unmet Needs and Signs of Distress. Recognising factors influencing the
use of psychotropic medications (e.g., mindset, knowledge, experience, communication, co-
operation, external factors) was discussed as an important concept related to this principle in Smeets
et al. (2014). Seven studies stressed the importance of understanding behaviours, including non-
verbal communication (e.g., signs of hunger, boredom, frustration etc.) and using effective personal
and environmental strategies to assist individuals with responsive behaviours (Carter et al., 2018;
Caspi, 2015; Curyto et al., 2016; De Vries et al., 2013; Isaksson et al., 2011; Kolanowski et al., 2017;
Tsaroucha et al., 2013). Three studies highlighted the importance of assessment and management of
pain (Britten et al., 2018; Dowding et al, 2015; Tsaroucha et al., 2013). Broad consideration of the
need to make sense of change and conflict, was also raised as a relevant concept by DiLauro et al.
(2017).

g) Value and Respect Family and Other Caregivers; Support Access to Services. Partnering and interacting
with caregivers in studies by Britten et al. (2018), Curyto et al. (2016), and Tsaroucha et al. (2013)
and understanding of the caregiver role (e.g., reasons for being a caregiver, additional re-
sponsibilities, sharing the caregiver role) in Smith et al. (2011) were examples of concepts relevant to
valuing and respecting family and caregivers. Smith et al. (2011) also noted the importance of
providing culturally sensitive care, including the need for cultural training. In examining the lit-
erature, Carter et al., 2018 noted the requirement for skills to balance caregiver needs and those of
individuals living with dementia featured prominently.

h) Work as Part of a Multi-Agency Team to Provide Support. Four studies identified concepts related to
fostering models of integrated health and social care that include a variety of health professionals and
specialists, and that may cross organizational boundaries (Robertshaw et al., 2019; Smith et al.,
2011; Tsaroucha et al., 2013). According to Smith et al. (2011), knowledge and skills required by
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such teams include communication, coordination and case management, the ability to facilitate
patient transitions, and the design and use of care pathways. Additionally, the ability to regard
individuals, families, and care partners as not only the focus of support (Smith et al., 2011), but to
enable their inclusion on the team (Robertshaw et al., 2019) were highlighted in two studies.
Britten et al. (2018) highlighted the need for core competencies related to facilitating transitions in
care, which necessitate support across agencies.

i) Understand the Context of Care and Support for Persons Living with Dementia. A range of relevant
concepts related to the context of care were noted. Dementia care workers require knowledge and
skill in engaging with communities to deliver community-based and culturally appropriate care, as
per Smith et al. (2011) and Tsaroucha et al. (2013). Knowledge and skills in teaching and facilitation
were also highlighted, to provide information to families and care partners (De Vries et al., 2013) and
to help care partners identify positive aspects of caregiving for persons living with dementia
(Carbonneau et al., 2010). Awareness and application of relevant legislation and dementia strategies
were also important concepts related to the context of dementia care, as discussed in Tsaroucha et al.
(2013).

j) Provide End of Life Care for Persons Living with Dementia. Two studies identified competencies
related to the provision of palliative care as relevant gerontological nursing competencies
(Britten et al., 2018; Carter et al., 2018). Supporting processes related to discussions with
persons and care partners about end of life and advance care plans was also identified in
Tsaroucha et al. (2013).

k) Support for Dementia Worker Personal Development and Self Care. Three studies noted the im-
portance of staff education to increase worker knowledge, confidence and/or self-efficacy (Conway
et al., 2016; Curyto et al., 2016; Prentice et al., 2018). Furthermore, the studies by Conway et al.
(2016), Curyto et al. (2016), and Tsaroucha et al. (2013) highlighted the importance of supporting
self-care among dementia workers, including managing stress, grief, loss, and personal safety,
among other aspects of self-care. Specific training topics might include cultural training, dementia
care, gerontological care, and elder abuse training, as discussed in Prentice et al. (2018) and Smith
et al. (2011). Knowledge sharing, promoting best practices, and engaging in reflective practice were
highlighted among overarching competencies expected of advanced practice nurses (Carter et al.,
2018).

l) Accountability of Leaders for Processes and Practices in Dementia Care. Several studies highlighted
the knowledge, skills, and actions required of leaders to enable effective processes and practices in
dementia care. Four studies identified leadership actions relevant to macro or meso infrastructure
development, such as enabling access to technology (Britten et al, 2018), ensuring the provision
of interpretation services (Smith et al., 2011) and providing leadership in addressing environ-
mental determinants of responsive behaviours (Kolanowski et al., 2017; Scerri et al., 2015). Five
studies highlighted the role of leaders in implementing care models, as well as organizational
leadership and management strategies that can best support dementia care, including those that
foster collaboration across professional and organizational boundaries (Kolanowski et al., 2017;
Moyle et al., 2016; Scerri et al., 2015; Traynor et al., 2011; Tsaroucha et al., 2013). Studies by
Scerri et al. (2015) and Smith et al. (2011) highlighted concepts related to human resources
competencies. These studies highlighted service planning, including rural/remote health con-
siderations (Smith et al., 2011) and managing the workforce and balancing demands (Carter et al.,
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2018; Scerri et al., 2015; Smith et al., 2011) as core concepts. Examples of required knowledge
and skills include attending to staff attitudes and attributes (Scerri et al., 2015; Smith et al., 2011)
and addressing workforce development, including remuneration and the perceived value of the
dementia care workers (Smith et al., 2011). The study by Smith et al. (2011) further noted the need
for particular focus on development of the Indigenous dementia care workforce.

m) Quality Improvement, Accountability and Evaluation is Embedded in Practice. Two studies offered
insights relevant to evaluation in dementia care and identified several desired outcomes for persons
living with dementia (Moyle et al., 2016) and/or their caregivers (Carbonneau et al., 2010). In these
two studies, the capabilities model described by Moyle et al. (2016) and the conceptual framework
described by Carbonneau et al. (2010), detailed outcome statements were noted and are summarized
(Table 3).

Our review demonstrates good alignment between the current literature and prior work
identifying principles for holistic dementia care. The results are summarized by principle
(Table 4).

Table 3. Desired outcomes for persons living with dementia and their caregivers.

Desired outcomes for persons living with
dementia Desired outcomes for caregivers

Model/Framework

Capabilities model of dementia care (Moyle et al.,
2016: p. 1092, p. 1092)

Conceptual framework of positive aspects of caregiving for
persons living with dementia (Carbonneau et al., 2010: p.
330, p. 330)

- “Feel valued” - “Caregiver’s sense of self-efficacy” (determining factors)
- “Experience the best health possible” - “Enrichment events in daily life” (determining factors)
- “Live independently with compassionate support
from important others”

- “Meaning of the caregiver’s role in daily life” (domains of
positive aspects of caregiving)

- “Enjoy pleasurable experiences through senses,
imagination, and thought”

- “Quality of caregiver/care receiver daily relationship”
(domains of positive aspects of caregiving)

- “Experience and express emotion in a way that is
true to oneself”

- “Caregiver’s feeling of accomplishment” (domains of
positive aspects of caregiving)

- “Reflect and decide on things that matter to
oneself, including plans for the future and end of
life”

- “Caregiver’s well-being and involvement continuity”
(outcome)

- “Experience connection with others where one
can contribute and there is self-respect, dignity,
and a sense of shared humanity with individuals
and the wider community”

- “Live in a way where engaging with nature is
a natural part of life”

- “Play in a way that is meaningful and fun for
oneself”

- “Experience a sense of control over how one
lives one’s life”
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Of particular note is the comprehensive work of Tsaroucha et al., (2013), which identified 87
specific “skills” (comparable to what we might call behavioural or competency statements). This
comprehensive work, along with the additional insights offered by other authors, can be further
mined to support the development of competency statements that can be included in a fulsome
framework for dementia care in Ontario.

Discussion

Through our scoping review, we noted a robust body of literature that can inform competency de-
velopment in several specific areas (e.g., Support Living Well with Dementia: Promote Independence
and Activity, Understand and Respond to Unmet Needs and Signs of Distress). In other instances, the
current literature is limited (e.g., Promote Health and Social Well-being; Quality Improvement, Ac-
countability and Evaluation). There were only a few references specific to providing culturally sensitive
care (e.g., two references) and none addressing the needs of sub-populations of individuals living with
dementia (e.g., people living with young onset dementia). These gaps in literature suggest areas for
development and further study of the knowledge, skills, and actions (i.e., competencies) required by
a range of actors (e.g., lay public, health professionals, persons living with dementia etc.) to address the
broad spectrum of needs and experiences in dementia care.

The findings also suggest micro-,meso-and macro-level concepts that can shape the development
of an overarching competency framework in dementia care. Micro-level concepts are those that
could be carried out by individual actors, such as members of the lay public, family or friend
caregivers, unregulated care providers and/or regulated health professionals. Such concepts include:
communication skills; facilitation skills; knowledge about the signs and symptoms of dementia;
partnering with persons living with dementia and care partners; and, supporting individuals ex-
periencing responsive behaviours. Meso-and macro-level concepts are those expected of leaders and
organizations and include concepts such as infrastructure, care models and workforce development.
The distinction between micro-,meso-and macro-level concepts links to other work describing
integrated care (Horgan et al., 2020) and helps to clarify the competencies required by individuals
situated in different locations across the healthcare system. This understanding links competency
development in dementia care to broader system transformation, where there is the potential to
embed high quality dementia care more concretely across the health care system.

All concepts identified during this review could be mapped to the 13 organizing principles drawn
from Bardsley (2011). This reinforces the comprehensiveness of earlier work, and our recent
adaptation of it, and provides a useful organizing framework for future competency development.

The sixth optional stage of the Arksey and O’Malley’s (2005) scoping review framework is
consultation. Consultation from key stakeholders was sought as part of this review and accom-
plished by expanding our research team to include individuals working in dementia care. We will
also utilize the findings of this review to focus the planned co-development of the final competency
framework with persons living with dementia, care partners and health professionals. It is anticipated
this future work will develop, in detail, the expected competencies that span the range of individuals
involved in caring for those impacted by dementia.

Limitations

Our initial search yielded 6746 articles, a volume that was somewhat challenging for our research team to
review. More stringent search criteria may have eliminated the volume of articles returned but may have
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also caused us to miss some of those studies that provided valuable insights. We elected to err on the side
of inclusivity as competency-based approaches to dementia care is an emerging area of study.

Conclusions

This scoping review was conducted to identify current literature relevant to the development of
a competency-based framework for dementia care that spans the caring continuum, from members of
the lay public to healthcare professionals. We identified 22 articles and confirmed 13 foundational
principles that can serve to focus future competency development and inform curriculum design in
dementia care training for the lay public, persons living with dementia, care partners and health care
professionals. There are also implications at meso and macro levels for health care leaders and policy
makers related to potential enablers for effective dementia care, which can be a focus for future study.

We anticipate using the results of this scoping review to inform the co-development of a holistic
competency framework to guide approaches to dementia care training that is squarely focused on
what matters most to persons living with dementia. We also anticipate this review will be of
relevance to those interested in dementia care education across Ontario and in other jurisdictions.
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