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Abstract
Background: The	 perspectives	 of	 people	 with	 moderate-	to-	severe	 dementia	 are	
rarely directly elicited in research studies.
Objectives: This systematic review will explore methods and approaches for includ-
ing	the	perspectives	and	preferences	of	people	with	moderate-	to-	severe	dementia	in	
research.
Methods: AgeLine,	CINAHL,	Embase,	PsycINFO,	PubMed,	Social	Policy	and	Practice	
and	Web	of	Science	were	searched	until	June	16	2022.	Study	quality	was	assessed	
using	 the	16-	item	Quality	Assessment	Tool.	We	described	 specific	 communication	
tools, reviewed the evidence for their effectiveness and considered their strengths 
and	limitations.	We	examined	the	more	general	communication	skills	and	techniques	
applied to support the use of these tools using thematic synthesis. The review pro-
tocol	was	 registered	with	PROSPERO	CRD42019130386	and	 the	 review	was	con-
ducted	and	reported	according	to	PRISMA	guidelines.
Results: Seven studies reported in 11 publications were included. In these studies five 
specific	communication	tools	were	used:	Talking	Mats,	Augmentative	and	Alternative	
Communication Flexiboard, generic photographs in combination with a preference 
placement board, consultation ballot and personalised communication prescriptions. 
Each tool identified had advantages and disadvantages depending on dementia sever-
ity,	verbal	or	physical	ability,	expense,	researcher	training	requirements	and	ease	of	
use. Thematic synthesis identified five general approaches to optimising communica-
tion that were employed to support use of the tools: ensuring conversations are in-
dividual	and	person-	centred,	managing	external	influences,	engaging	others,	creating	
structure and facilitation skills.
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1  |  INTRODUC TION

Over	 57 million	 people	worldwide	 are	 living	with	 dementia	 (Nichols	
et al., 2022). To support those diagnosed with dementia to ‘live well’ 
with the condition it is important to understand their individual experi-
ences,	preferences	and	care	needs	(Poulos	et	al.,	2017). The concept 
of ‘living well’ is defined as ‘the best achievable state of health that 
encompasses	all	dimensions	of	physical,	mental	and	social	well-	being’,	
reflected	in	 ‘a	self-	perceived	level	of	comfort,	function,	and	content-
ment	with	life’	(The	Institute	of	Medicine,	2012, p. 32). To understand 
whether someone is living well, and identify the impact of care, ser-
vices	or	interventions	on	a	person's	capability	to	live	well,	it	is	impor-
tant	 to	 obtain	 the	 person's	 perspective	 and	opinions.	 It	 is	 generally	
accepted	 that	 people	 with	 mild-	to-	moderate	 dementia	 can	 provide	
reliable	responses	to	standardised	measures	(Clark	et	al.,	2008) as well 
as giving rich accounts in detailed interviews, but people whose de-
mentia has progressed further are less well represented in research 
(Hoe	et	al.,	2005). Often, opinions of informal carers are sought and 
informant	ratings	are	substituted	for	self-	ratings,	but	this	approach	has	
its	limitations	as	these	are	not	equivalent	and	reliability	of	informant	
accounts	can	vary	(Banerjee	et	al.,	2009; Lacey et al., 2015; Martyr & 
Clare, 2018; Moyle et al., 2012; Torisson et al., 2016; Wu et al., 2020).

Directly	obtaining	the	perspectives	of	people	with	moderate-	to-	
severe	dementia	 in	 research	studies	 is	preferable	but	 requires	more	
effort and a different approach. Verbal communication to describe 
feelings, preferences or decisions may become more limited as de-
mentia	progresses,	requiring	additional	support	(Bilodeau	et	al.,	2019; 
Schrauf, 2020; Wray, 2020),	while	non-	verbal	communication	is	often	
relatively	preserved	 (Clare,	Quinn	et	al.,	2014; Hughes, 2013;	Quinn	
et al., 2014; Round et al., 2014).	Augmenting	communication	and	using	
a	combination	of	verbal	and	non-	verbal	elements	may	enable	the	per-
son	to	provide	responses	or	indicate	preferences	(Clare	et	al.,	2008a; 
Moore & Hollett, 2003), especially where there is judicious use of 
tools	 and	 techniques	 designed	 to	 facilitate	 both	 elements	 (Alsawy	
et al., 2017). Understanding more about this would not only be valu-
able for researchers but would also benefit practitioners.

In	 the	 context	 of	 the	 IDEAL	 (Improving	 the	 experience	 of	
Dementia	 and	 Enhancing	 Active	 Life)	 cohort	 study	 investigating	
‘living	well’	 among	 people	with	mild-	to-	moderate	 dementia	 in	 the	
community	 (Clare,	Nelis	 et	 al.,	2014; Clare et al., 2019) where re-
searchers	directly	elicited	participants'	views	through	standardised	

questionnaires	 and	 open-	ended	 questions,	 we	 wanted	 to	 explore	
ways	 of	 including	 people	 with	 more	 advanced,	 moderate-	to-	
severe dementia who can still communicate verbally but who find 
standardised	 questionnaires	 too	 challenging	 and	 need	 a	 different	

Conclusion: All	tools	had	some	utility	and	there	was	no	clear	evidence	to	support	the	
recommendation of any one specific tool; therefore, researchers are advised to select 
the tool most appropriate to their context.
Implications for Practice: The findings offer general guidance for researchers and 
practitioners	 on	 how	 to	 facilitate	 communication	 with	 people	 with	 moderate-	to-	
severe dementia.

K E Y W O R D S
Alzheimer's	disease,	communication,	conversation,	interview

What does this research add to existing knowledge 
in gerontology?

• The review identifies the key communication skills and 
methods that practitioners and researchers can use to 
facilitate meaningful conversations with people who 
have	moderate-	to-	severe	dementia.

•	 The	 review	 outlines	 the	 evidence-	base	 for	 selecting	
structured communication tools that can help with 
eliciting the views and preferences of people with 
moderate-	to-	severe	dementia.

What are the implications of this new knowledge 
for nursing care with older people?

•	 The	 review	 offers	 evidence-	based	 guidance	 for	 prac-
titioners and researchers on how to communicate ef-
fectively	 with	 people	 who	 have	 moderate-	to-	severe	
dementia.

• The structured communication tools reviewed all have 
strengths and limitations; therefore, rather than recom-
mending one tool, practitioners and researchers are ad-
vised to select the tool best suited to their own context.

How could the findings be used to influence policy 
or practice or research or education?

• The findings provide guidance on best practice for nurs-
ing staff, other practitioners and researchers wishing 
to elicit the opinions and preferences of people with 
moderate-	to-	severe	dementia.

• The findings could be used to help increase involve-
ment	 of	 people	 with	 moderate-	to-	severe	 dementia	 in	
research and in decisions about their lives and care.
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approach	to	enable	them	to	contribute	their	views.	As	there	was	no	
review on the topic, we set out to identify the available methods, 
tools	and	techniques	that	have	been	employed	in	research	studies	to	
elicit the views, perspectives and preferences of people living with 
moderate-	to-	severe	 dementia	 who	 are	 still	 able	 to	 communicate	
verbally, and to evaluate the utility of the identified methods and 
approaches.

2  |  METHODS

This	narrative	systematic	review	followed	PRISMA	reporting	guide-
lines	(Page	et	al.,	2021).

2.1  |  Search strategy

The	following	databases	were	searched:	AgeLine,	CINAHL,	Embase,	
PsycINFO,	PubMed,	Social	Policy	and	Practice	and	Web	of	Science.	
The	search	terms	were	(dementia	or	Alzheimer*	or	vascular	demen-
tia	or	Lewy	body	or	frontotemporal)	AND	(nonverbal	OR	communi-
cation OR communicate OR language OR speech OR speak OR voice 
OR	talk*	OR	Talking	Mats	OR	Augment*	Alternative	OR	AAC);	see	
the Data S1 for the search strings used in each database. There were 
no restrictions on the date of publication, and hence no start dates 
were	applied	to	the	searches.	Initial	searches	took	place	on	April	17,	
2019	and	the	searches	were	updated	on	June	16,	2022.	The	protocol	
was	registered	with	PROSPERO:	CRD42019130386.

2.2  |  Inclusion and exclusion criteria

Studies describing communication methods for, or using commu-
nication	methods	with,	 people	with	moderate-	to-	severe	 dementia	
living either in the community or in residential care were identified. 
All	study	types	were	potentially	eligible,	but	only	texts	available	in	
English were included. Initial scoping work suggested that evidence 
was limited. Therefore, we decided to include reports in addition to 
peer-	reviewed	journal	articles,	and	to	include	studies	irrespective	of	
quality	ratings.	Eligible	studies	had	to	demonstrate	or	describe	meth-
ods	to	enable	people	with	moderate-	to-	severe	dementia	who	were	
still able to communicate verbally to express their views and prefer-
ences as part of a research study or as part of the research process. 
They also had to include methods that researchers or practitioners 
could	potentially	use,	 for	example	 tools,	 techniques,	 structured	or	
unstructured activities, directed or undirected communication or 
psychosocial interventions.

2.3  |  Screening and selection

Title,	 abstract	 and	 full-	text	 screening	 was	 undertaken	 indepen-
dently	by	two	researchers.	Any	disagreements	over	inclusion	were	

discussed with a third researcher and a consensus achieved. Where 
data from the same study were reported across several publications, 
the details were considered together to avoid dual counting or rep-
etition. Reference lists of articles that met full text screening criteria 
were screened for additional articles.

2.4  |  Appraisal of study quality

Study	 quality	 was	 independently	 assessed	 by	 two	 researchers	
using	 the	 16-	item	 Quality	 Assessment	 Tool	 (QATSDD;	 Sirriyeh	
et al., 2012).	Each	item	was	scored	from	0	(criterion	undescribed)	to	
3	 (criterion	described	 in	full).	For	each	study	the	 item	scores	were	
summed	to	provide	a	total	score	out	of	48,	which	was	converted	to	
a	percentage.	The	higher	 the	 score,	 the	greater	 the	quality	of	 the	
study.	 As	 the	QATSDD	 does	 not	 offer	 criteria	 for	 grouping	 stud-
ies	into	categories	reflecting	different	levels	of	quality,	three	score	
bands	 were	 created	 reflecting	 poor	 (≤49%),	 moderate	 (50%–79%)	
and	high	(≥80%)	quality.

2.5  |  Data extraction and analysis

Characteristics of the included studies, details of the tools and com-
munication methods used, and data regarding the effectiveness of 
these tools and methods in facilitating communication with people 
who	have	moderate-	to-	severe	dementia	were	extracted	by	two	in-
dependent	researchers	using	a	pre-	designed	form.	The	two	sets	of	
extracted data were compared and checked for consistency by a 
third researcher. We summarised and reviewed the descriptions of 
the tools, their strengths and limitations and the evidence presented 
regarding effectiveness. The text of all the included studies was then 
imported	 into	NVivo	v12	and	subjected	 to	 thematic	 synthesis	 fol-
lowing	the	first	two	steps	outlined	by	Thomas	and	Harden	(2008). 
We coded author statements and, where available, direct participant 
quotes	referencing	skills	or	techniques	that	facilitated	either	the	use	
of specific communication tools or communication more generally. 
In the first step, two researchers independently coded the meth-
ods,	results,	and	discussion	sections	of	each	paper.	A	codebook	was	
developed and refined through an iterative process whereby new 
codes were added, and existing codes altered or merged, as suc-
cessive articles were analysed. In the second stage, the codes were 
grouped according to conceptual similarity and groups were com-
bined	 into	descriptive	 themes	reflecting	 techniques	 for	 facilitating	
communication. The themes were refined through discussion with 
the wider research team. The results are presented in narrative form.

3  |  RESULTS

Eight	journal	articles	(Acton	et	al.,	2007; Burshnic & Bourgeois, 2022; 
Fried-	Oken	 et	 al.,	 2012;	 Godwin,	 2014; Murphy et al., 2007b; 
Murphy,	Gray,	et	al.,	2010; Murphy & Oliver, 2013; Oliver et al., 2010) 
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and	 three	 reports	 (Murphy	 et	 al.,	 2007a; Murphy et al., 2010; 
Williamson, 2010) were included in the review; see Figure 1. These 
11 documents reported data from seven discrete research studies. 
Five studies were each described in one single publication, and two 
studies were each described in two journal articles and an extended 
report,	 one	 in	 Murphy	 et	 al.	 (2007a, 2007b)	 and	 Murphy,	 Gray,	
et	 al.	 (2010)	 and	 the	 other	 in	Murphy	 and	Oliver	 (2013), Murphy, 
Oliver,	 and	 Cox	 (2010)	 and	Oliver	 et	 al.	 (2010). Table S1 lists the 
studies	excluded	at	full-	text	screening	with	reasons	for	exclusion.

3.1  |  Study characteristics

See Table 1	for	a	summary	of	study	characteristics.	All	the	studies	
were conducted in the United States or the United Kingdom, and all 
used	both	quantitative	and	qualitative	methods.	Sample	sizes	were	
small, ranging from 10 to 34. The included studies overall provided 
information	 from	 177	 people	 with	 dementia	 and	 60	 carers	 (both	
paid carers and family members). Most of the people with dementia 
(61.0%)	 and	 carers	 (88.3%)	were	 female.	 Ages	 of	 the	 people	with	
dementia	were	given	in	five	cases	and	ranged	from	50	to	103 years.	
Information about stage of dementia was inconsistently reported. 
Where objective measures were provided and stage categorised 

(Acton	et	al.,	2007; Burshnic & Bourgeois, 2022; Murphy et al., 2007a; 
Murphy et al., 2010), 32 people were described as having ‘moder-
ate’ and 34 as having ‘severe’ dementia. Studies using subjective 
evaluations stated that 11 people had ‘moderate’ and 44 had ‘se-
vere’	or	‘advanced’	dementia	(Godwin,	2014; Murphy et al., 2007a). 
One	study	reported	 in	 three	publications	 (Murphy	&	Oliver,	2013; 
Murphy et al., 2010; Oliver et al., 2010) included people living in the 
community	 only,	 two	 (Acton	 et	 al.,	 2007;	Godwin,	2014) included 
people living in residential care only and the remaining four studies 
included people from both settings.

3.2  |  Study quality

All	but	one	of	the	studies	were	rated	as	being	of	moderate	quality.	
One	 (Godwin,	2014)	 fell	 into	 the	 poor	 quality	 score	 band	mainly	
due to providing a less detailed account of the methodological ap-
proach.	All	studies	adequately	described	the	aims,	research	setting	
and data collection procedures and used a method that fitted the 
research	 question.	However,	 all	 studies	 had	 small,	 unrepresenta-
tive	 samples,	 and	 where	 quantitative	 approaches	 and	 statistical	
analyses were used there was no consideration of the implica-
tions	of	 small	 sample	sizes.	Only	 two	studies	 (Acton	et	al.,	2007; 

F I G U R E  1 Flow	diagram	illustrating	
the study selection process.

Id
en

�fi
ca

�o
n

Sc
re

en
in

g
In

clu
de

d
El

ig
ib

ili
ty

Full text ar�cles assessed 
for eligibility                                

(n=33) 

Ar�cles mee�ng inclusion 
criteria                                 
(n=11) 

Studies included and 
reported on                              

(n=7) 

Full text ar�cles excluded 
(n=22)
Not a specific 
communica�on tool (n=10) 
Not elici�ng views or 
perspec�ves (n=2)
No new data (n=2)
Carers or care staff only 
interviewed (n=2)
No indica�on of severity 
(n=6) 

Records iden�fied through 
database searching               

(n=27344) 

Addi�onal records iden�fied 
through other sources               

(n=3)

Records a�er duplicates removed                                
(n=14441) 

Records screened                                
(n=14441) 

Records excluded a�er �tle 
and abstract screening
(n=14408) 

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  5 of 22COLLINS et al.

TA
B

LE
 1
 
C
ha
ra
ct
er
is
tic
s	
of
	th
e	
in
cl
ud
ed
	s
tu
di
es
.

St
ud

y
Lo

ca
tio

n

Pa
rt

ic
ip

an
t c

ha
ra

ct
er

is
tic

s

Li
vi

ng
 s

itu
at

io
n

St
ud

y 
qu

al
ity

 ra
tin

g
D

em
og

ra
ph

ic
s

D
ia

gn
os

is
Se

ve
rit

y

A
ct
on
	e
t	a
l.	
(2
00
7)

U
SA

n =
 1
0

Se
x:
	M
	(1
);	
F	
(9
)

A
ge
:	M
ea
n	
81
 ye
ar
s	
(7
6–
88
)

D
em

en
tia

M
M
SE
	2
–2
5;

2 
m

ild
,

6	
m
od
er
at
e,
	2
	s
ev
er
e

Re
si

de
nt

ia
l c

ar
e 

ho
m

e
M

od
er

at
e

Bu
rs
hn
ic
	a
nd
	B
ou
rg
eo
is
	(2

02
2)

U
SA

n =
 2
1

Se
x:
	M
	(0
);	
Fe
m
al
e	
(2
1)

A
ge
:	M
ea
n	
88
.9
 ±
 7.
55
	(7
7–
10
3)

19
	(9
0.
4%
)	U
ns
pe
ci
fie
d	
de
m
en
tia

2	
(9
.5
%
)	A
lz
he
im
er
's	
di
se
as
e

Se
ve

re
BI
M
S	
4 

±
 2
.0
0	
(0
–7
)

Re
si

de
nt

ia
l c

ar
e 

ho
m

e
A
ss
is
te
d	
liv
in
g	
fa
ci
lit
ie
s

M
od

er
at

e

Fr
ie
d-
	O
ke
n	
et
	a
l.	
(2

01
2)

U
SA

Pi
lo

t 1
:

n =
 3
0

Se
x:
	M
	(7
);	
F	
(2
3)

A
ge
:	M
ea
n	
74
 ye
ar
s	
(5
0–
94
)

Pi
lo

t 2
:

n =
 1
1

Se
x:
	M
	(3
);	
F	
(8
)

A
ge
:	M
ea
n	
73
 ye
ar
s	
(6
0–
85
)

A
lz
he
im
er
's	
di
se
as
e

M
M
SE
	5
–1
8	
(M
ea
n	
12
)

Pr
iv

at
e 

fa
m

ily
 h

om
e

Re
si

de
nt

ia
l c

ar
e 

ho
m

e
M

od
er

at
e

G
od
w
in
	(2

01
4)

U
K

Pw
D

:
n =
 3
4

Se
x:
	M
	(5
);	
F	
(2
9)

A
ge
	n
ot
	s
ta
te
d

St
af

f:
n =
 4
2

Se
x:
	M
	(2
);	
F	
(4
0)

D
em

en
tia

 in
cl

ud
in

g 
de

m
en

tia
 w

ith
 

Le
w

y 
bo

di
es

A
dv
an
ce
d

(n
o	
ob
je
ct
iv
e	
sc
or
es
	

pr
ov

id
ed

)

Re
si

de
nt

ia
l c

ar
e 

ho
m

e 
(D
em
en
tia
	s
pe
ci
fic
)

Po
or

M
ur
ph
y,
	G
ra
y,
	e
t	a
l.	
(2

01
0)

U
K

n =
 3
1

A
ge
:	R
an
ge
	5
4–
90

N
ot
	re
po
rt
ed
,	b
ut
	a
s	
be
lo
w
.

O
rig

in
al

ly
 a

ss
es

se
d 

by
 

st
af

f:
10
	‘e
ar
ly
-	s
ta
ge
	

de
m

en
tia

’, 1
1 

‘m
od

er
at

e 
st

ag
e 

de
m

en
tia

’, 1
0 

‘la
te

 
st

ag
e 

de
m

en
tia

’

Pr
iv

at
e 

fa
m

ily
 h

om
e

Re
si

de
nt

ia
l c

ar
e 

ho
m

e
Sh

el
te

re
d 

ho
us

in
g 

w
ith

 
w

ar
de

n

M
od

er
at

e

M
ur
ph
y	
et
	a
l.	
(2
00
7a

) r
ep

or
tin

g 
on

 th
e 

sa
m

e 
st

ud
y 

as
 

M
ur
ph
y,
	G
ra
y,
	e
t	a
l.	
(2

01
0)

A
s	
ab
ov
e

A
s	
ab
ov
e,
	p
lu
s:

Se
x:
	M
	(9
);	
F	
(2
2)

23
%
	m
ix
ed
-	t
yp
e	
de
m
en
tia

19
%
	A
lz
he
im
er
's	
di
se
as
e

10
%
	m
ul
ti-
	in
fa
rc
t	d
em
en
tia

6%
	v
as
cu
la
r	d
em
en
tia

6%
	K
or
sa
ko
ff
's	
sy
nd
ro
m
e

35
%
	u
ns
pe
ci
fie
d

A
s	
ab
ov
e,
	p
lu
s:

Su
bs
eq
ue
nt
	C
D
S	

ra
tin

gs
:

9 
ea

rly
,

13
 m

od
er

at
e,

9 
la

te

A
s	
ab
ov
e

A
s	
ab
ov
e

M
ur
ph
y	
et
	a
l.	
(2
00
7b

) r
ep

or
tin

g 
on

 th
e 

sa
m

e 
st

ud
y 

as
 

M
ur
ph
y,
	G
ra
y,
	e
t	a
l.	
(2

01
0)

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

(C
on
tin
ue
s)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



6 of 22  |     COLLINS et al.

St
ud

y
Lo

ca
tio

n

Pa
rt

ic
ip

an
t c

ha
ra

ct
er

is
tic

s

Li
vi

ng
 s

itu
at

io
n

St
ud

y 
qu

al
ity

 ra
tin

g
D

em
og

ra
ph

ic
s

D
ia

gn
os

is
Se

ve
rit

y

M
ur
ph
y	
an
d	
O
liv
er
	(2

01
3)

U
K

Pw
D

:
n =
 1
8

Se
x:
	M
	(1
0)
;	F
	(8
)

A
ge
:	M
ea
n	
77
 ye
ar
s	
(6
0–
86
)

C
ar

er
:

n =
 1
8

Se
x:
	M
	(5
);	
F	
(1
3)

A
ge
:	6
9 
ye
ar
s	
(4
4–
89
)

D
em

en
tia

3 
ea

rly
,

13
 m

od
er

at
e,

2 
la

te
 s

ta
ge

Pr
iv

at
e 

fa
m

ily
 h

om
e

M
od

er
at

e

M
ur
ph
y,
	O
liv
er
,	a
nd
	C
ox
	(2

01
0)

 
re

po
rt

in
g 

on
 th

e 
sa

m
e 

st
ud

y 
as
	M
ur
ph
y	
an
d	
O
liv
er
	(2

01
3)

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e,
	p
lu
s:

Se
ve

rit
y 

st
ag

es
 w

er
e 

de
te

rm
in

ed
 b

y 
sc

or
es

 o
n 

th
e 

C
D

S.

A
s	
ab
ov
e

A
s	
ab
ov
e

O
liv
er
	e
t	a
l.	
(2

01
0)

 re
po

rt
in

g 
on

 
th

e 
sa

m
e 

st
ud

y 
as

 M
ur

ph
y 

an
d	
O
liv
er
	(2

01
3)

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

A
s	
ab
ov
e

W
ill
ia
m
so
n	
(2

01
0)
*

U
K

n =
 2
2

Se
x:
	M
	(1
3)
;	F
	(9
)

A
ge
:	N
ot
	s
ta
te
d

N
ot
	s
ta
te
d

Su
bj

ec
tiv

el
y 

de
sc

rib
ed

Re
si

de
nt

ia
l c

ar
e 

ho
m

es
Pr

iv
at

e 
fa

m
ily

 h
om

e
M

od
er

at
e

N
ot

e:
 T

he
 C

D
S 

ra
tin

g 
w

as
 d

ev
el

op
ed

 d
ur

in
g 

th
e 

pr
oj

ec
t b

ut
 th

e 
or

ig
in

al
 s

ta
ff

 ra
tin

gs
 w

er
e 

us
ed

 in
 th

e 
da

ta
 a

na
ly

si
s.

A
bb
re
vi
at
io
ns
:	B
IM
S,
	B
rie
f	I
nt
er
vi
ew
	fo
r	M
en
ta
l	S
ta
tu
s;
	C
D
S,
	C
om
m
un
ic
at
io
n	
D
iff
ic
ul
tie
s	
Sc
al
e	
(M
ur
ph
y	
et
	a
l.,
	2
00
7a
);	
M
M
SE
,	M
in
i-	M
en
ta
l	S
ta
te
	E
xa
m
in
at
io
n;
	P
w
D
,	p
eo
pl
e	
w
ith
	d
em
en
tia
.

*T
hi
s	
st
ud
y	
al
so
	in
cl
ud
ed
	a
	p
os
ta
l	s
ur
ve
y	
an
d	
fo
cu
s	
gr
ou
p.
	N
o	
de
ta
ils
	o
f	p
ar
tic
ip
an
ts
	o
r	o
ut
co
m
es
	s
pe
ci
fic
al
ly
	w
ith
	re
sp
ec
t	t
o	
de
m
en
tia
	s
ev
er
ity
	w
er
e	
pr
es
en
te
d;
	c
on
se
qu
en
tly
,	n
o	
in
fo
rm
at
io
n	
fr
om
	th
is
	p
ar
t	

of
 th

e 
st

ud
y 

w
as

 in
cl

ud
ed

.

TA
B

LE
 1
 
(C
on
tin
ue
d)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  7 of 22COLLINS et al.

Godwin,	2014) drew on an explicit theoretical framework. We did 
not	exclude	any	study	based	on	quality.	See	Table	S2	for	QATSDD	
scores	(Sirriyeh	et	al.,	2012).

3.3  |  Specific tools and methods used to facilitate 
communication

Three specific approaches based on the use of pictures or symbols to 
facilitate	conversations	were	identified:	Talking	Mats,	Augmentative	
and	Alternative	Communication	(AAC)	Flexiboard	and	a	preference	
sorting template. Table 2 summarises findings about effectiveness 
of the tools.

The Talking Mats tool was used in the two studies by Murphy and 
colleagues	(Murphy	et	al.,	2007a, 2007b;	Murphy,	Gray,	et	al.,	2010; 
Murphy & Oliver, 2013; Oliver et al., 2010)	and	in	Williamson	(2010). 
Talking Mats involves placing picture symbols on a textured mat as 
a	 conversation	 progresses.	 Pre-	defined	 symbols	 represent	 topics	
being discussed, options related to the topic and a visual scale for 
the	participants	to	indicate	their	feelings.	A	tablet	version	(Murphy	
& Ewing, 2018) is available but the report describing its use did not 
meet inclusion criteria. Statistical analyses suggested that Talking 
Mats were more effective in facilitating communication than alter-
native methods. Use of Talking Mats made it possible to identify im-
portant	indices	of	quality	of	life	among	people	with	severe	dementia	
living	in	care	homes	(Williamson,	2010).

AAC	Flexiboard	(Fried-	Oken	et	al.,	2012)	is	a	touch-	sensitive	de-
vice that can be programmed with pictures, personal photographs, 
2D and 3D symbols, digitised speech and/or vocabulary overlays. It 
supports	use	of	AAC	as	a	strategy	to	aid	word	finding	and	language	
production	 (Fried-	Oken	et	 al.,	2015). Improvement in communica-
tion	was	achieved	using	this	tool	(Fried-	Oken	et	al.,	2012).

The	 third	 picture-	based	 approach	 (Burshnic	 &	
Bourgeois, 2022) involved using a preference sorting template to 
support	participants	in	answering	questions	about	how	important	
various activities were to them. Participants were given a poster 
board containing three sorting boxes labelled ‘Very important’, 
‘Somewhat	 important’	 and	 ‘Not	 important’.	 For	 each	 question	
participants were given a card containing a photograph of the ac-
tivity with a written caption describing the activity. Participants 
were asked to place each card in one of the three boxes to com-
municate their answer. This was compared with giving partici-
pants a printed list of the three sorting options and asking them 
to say how important the activity was. While participants were 
able to provide clear answers in both conditions, there were sig-
nificantly	fewer	requests	for	clarification	when	using	the	prefer-
ence sorting template.

Two	studies	used	methods	that	were	not	picture-	based.	One	in-
volved developing an individualised communication strategy for the 
person with dementia based on analysis of a preliminary interview. 
The	communication	strategy	sets	out	the	methods	and	techniques	
that facilitate or inhibit communication for the given individual 
(Acton	 et	 al.,	 2007). This yielded positive benefits, but the study 

involved	 only	 two	 people.	 The	 other	 non-	picture–based	 method	
involved	using	a	consultation	ballot	to	obtain	participants'	opinions	
(Godwin,	2014).

3.4  |  Utility of the tools

These tools and methods were assessed regarding their availability 
and ease of use; see the summary of advantages and disadvantages 
in Table 3.

Each	of	 the	five	tools	 is	suitable	 for	use	 in	one-	to-	one	conver-
sations	 with	 people	 with	 moderate-	to-	severe	 dementia.	 Talking	
Mats, the preference sorting template, and the ballot method were 
all effective in eliciting specific responses. They may therefore be 
more useful for research purposes than individualised communica-
tion	prescriptions	and	the	AAC	Flexiboard,	which	aimed	primarily	to	
encourage social conversation. While the ballot method is limited to 
obtaining responses about one specific topic, Talking Mats, the pref-
erence	sorting	method	and	 the	AAC	Flexiboard	all	 allow	 for	more	
nuanced responses about multiple topics.

A	key	strength	of	the	preference	sorting	and	ballot	methods	is	
accessibility; researchers can create these tools themselves at low 
cost. The other tools are less accessible due to the cost of purchas-
ing	the	tool	in	the	case	of	Talking	Mats	and	the	AAC	Flexiboard,	or	
the time and expertise needed to generate and use individualised 
communication	 prescriptions.	 Another	 strength	 of	 the	 preference	
sorting and ballot methods is that minimal training in their use is re-
quired.	 In	 contrast,	 training	 is	 recommended	 for	Talking	Mats	and	
training sessions are run by the providers for additional cost. For 
the	AAC	Flexiboard,	 in-	house	 training	 in	 setting	 up	 and	using	 the	
different	features	would	be	required.	The	tool	with	the	highest	re-
quirement	 for	 specialist	 skills	 is	 the	 individualised	 communication	
prescription method.

While each of the tools is suitable for use with people who 
have	moderate-	to-	severe	dementia,	a	major	strength	of	the	three	
picture-	based	 tools	 is	 that	 they	do	not	 require	 speech	or	writing	
ability. They may also prove useful where people with dementia 
do not share a common language with the researcher. However, 
their	use	does	require	sufficient	visual	acuity	to	see	the	images	and	
sufficient manual dexterity to place the symbols. Individualised 
communication prescriptions are suitable for people who commu-
nicate verbally, and can be used regardless of visual acuity, mobility 
or manual dexterity issues. The ballot method can also be easily 
adapted to accommodate different sensory, mobility and manual 
dexterity needs.

Regarding	ease	of	use,	communication	using	picture-	based	tools	
takes longer than standard conversations and people with dementia 
may need training to become familiar with these tools. While this 
may be feasible in a research context, it might limit use in busy care 
settings. Ensuring that pictures are representative across individuals, 
environments and cultures is another challenge and, while person-
alised	 images	can	be	 incorporated,	these	are	effortful	to	obtain.	A	
strength of the ballot and individualised communication prescription 

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



8 of 22  |     COLLINS et al.

TA
B

LE
 2
 
Q
ua
nt
ita
tiv
e	
ou
tc
om
es
	re
po
rt
ed
	in
	th
e	
in
cl
ud
ed
	s
tu
di
es
.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

A
ct
on
	e
t	a
l.	
(2
00
7)

Tw
o 

in
te

rv
ie

w
s:

In
te
rv
ie
w
	1
—
15
 m
in
	in
te
rv
ie
w
	a
na
ly
se
d	
to
	d
ev
el
op
	

an
 in

di
vi

du
al

is
ed

 c
om

m
un

ic
at

io
n 

pr
es

cr
ip

tio
n.

In
te

rv
ie

w
 2

—
us

in
g 

th
e 

in
di

vi
du

al
is

ed
 p

re
sc

rip
tio

n 
ge

ne
ra

te
d 

fr
om

 fi
rs

t i
nt

er
vi

ew

D
iff

er
en

ce
s 

be
tw

ee
n 

In
te

rv
ie

w
 1

 a
nd

 2
1.

 t
ot

al
 n

um
be

r o
f p

ar
tic

ip
an

ts
’ w

or
ds

,
2.

 a
ve

ra
ge

 o
f p

ar
tic

ip
an

ts
’ w

or
ds

 p
er

 to
pi

c
3.

 t
ot

al
 n

um
be

r o
f t

op
ic

s 
ne

ed
ed

 to
 s

us
ta

in
 th

e 
in

te
rv

ie
w

 b
et

w
ee

n 
in

te
rv

ie
w

 1
 a

nd
 in

te
rv

ie
w

 2
.

Al
l p

ar
tic

ip
an

ts
:

To
ta

l n
um

be
r o

f w
or

ds
N
o

A
ve
ra
ge
	w
or
ds
	p
er
	to
pi
c

Ye
s	
(p
 <
 .0
5)

To
ta

l n
um

be
r o

f t
op

ic
s

Ye
s	
(p
 <
 .0
5)

D
iff
er
en
ce
	b
y	
lo
w
	(2
–5
),	
m
ed
iu
m
	(1
4–
19
),	
or
	h
ig
h	

(2
4–
25
)	M
M
SE
	s
co
re
s

N
o

Pa
rt

ic
ip

an
ts

 w
ith

 lo
w

 M
M

SE
 sc

or
es
	(n

=2
):

To
ta

l n
um

be
r o

f w
or

ds
Ye

s

A
ve
ra
ge
	n
um
be
r	o
f	w
or
ds
	p
er
	to
pi
c

Ye
s

Pe
rc

en
ta

ge
 o

f t
op

ic
s

Ye
s

To
ta

l n
um

be
r o

f t
op

ic
s

Ye
s

Bu
rs

hn
ic

 a
nd

 
Bo
ur
ge
oi
s	
(2

02
2)

Tw
o	
in
te
rv
ie
w
s	
us
in
g	
cr
os
s-
	ov
er
	m
et
ho
d	
1 
w
ee
k	

ap
ar

t. 
Pa

rt
ic

ip
an

ts
 w

er
e 

as
ke

d 
ab

ou
t 

pr
ef

er
en

ce
s 

us
in

g 
tw

o 
se

ts
 o

f p
re

fe
re

nc
e 

qu
es
tio
ns
	(B
as
ed
	o
n	
M
D
S	
3.
0	
an
d	
PE
LI
-	N
H
).	

St
an

da
rd

 fo
rm

at
 u

se
d 

pr
ef

er
en

ce
 ra

tin
g 

te
m

pl
at

e 
on

ly
; S

up
po

rt
ed

 c
on

di
tio

n 
us

ed
 

pr
ef

er
en

ce
 ra

tin
g 

te
m

pl
at

e 
pl

us
 p

rin
te

d 
ph

ot
og

ra
ph

s 
ac

co
m

pa
ni

ed
 b

y 
te

xt
ua

l c
ap

tio
ns

1.
	P
re
fe
re
nc
e	
co
ns
is
te
nc
y	
(v
er
y,
	s
om
ew
ha
t,	
or
	n
ot
	

im
po
rt
an
t)	
in
	re
sp
on
se
	to
	p
re
fe
re
nc
e	
qu
es
tio
ns
	

(e
.g
.,	
H
ow
	im
po
rt
an
t	i
s	
it	
to
	y
ou
	to
	e
xe
rc
is
e?
)	

be
tw
ee
n	
st
an
da
rd
	v
s	
su
pp
or
te
d	
fo
rm
at
	(1
 w
ee
k	

ap
ar

t)
2.

 D
iff

er
en

ce
s 

in
 u

tt
er

an
ce

 ty
pe

 b
et

w
ee

n 
st
an
da
rd
	v
s	
su
pp
or
te
d	
fo
rm
at
	(1
 w
ee
k	
ap
ar
t)

3.
 P

ro
ce

du
ra

l f
id

el
ity

Ef
fe
ct
	o
f	c
on
di
tio
n	
(s
up
po
rt
ed
	v
s.
	s
ta
nd
ar
d)

Pr
ef

er
en

ce
 c

on
si

st
en

cy
N
o

U
tt

er
an

ce
 ty

pe

A
sk
in
g	
fo
r	c
la
rif
ic
at
io
n

Ye
s	
(p
 <
 .0
1)

A
ck
no
w
le
dg
em
en
ts
	(e
.g
.,	
“I	
en
jo
y	
it”
	ra
th
er
	th
an
	a
	

pr
ef

er
en

ce
N
o

El
ab
or
at
io
n	
by
	p
ar
tic
ip
an
t	(
e.
g.
,	g
oe
s	
in
to
	a
	re
la
te
d	

st
or

y)
N
o

O
ff
-	t
op
ic
	u
tt
er
an
ce
s

N
o

Pr
oc

ed
ur

al
 fi

de
lit

y
N
o

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  9 of 22COLLINS et al.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

Fr
ie
d-
	O
ke
n	

et
	a
l.	
(2

01
2)

Pi
lo

t 1
—
10
-	m
in
	c
on
ve
rs
at
io
ns
	w
ith
	a
nd
	w
ith
ou
t	

pe
rs
on
al
is
ed
	A
A
C	
bo
ar
ds

Pi
lo

t 2
—

Pa
rt

ic
ip

an
ts

 w
er

e 
ra

nd
om

ly
 a

ss
ig

ne
d 

to
	o
ne
	o
f	t
he
	s
ix
	s
ym
bo
l-	t
yp
e/
vo
ic
e	
ou
tp
ut
	

co
nd
iti
on
s	
(p
rin
t	a
lo
ne
,	2
D
	s
ym
bo
ls
	+

 p
rin

t, 
3-
	D
	s
ym
bo
ls
	+

 p
rin

t; 
al

l w
ith

 a
nd

 w
ith

ou
t 

vo
ic

e 
ou

tp
ut

)

In
de
pe
nd
en
t	v
ar
ia
bl
es
—
A
A
C	
su
pp
or
t,	
sy
m
bo
l	

ty
pe

, a
nd

 v
oi

ce
 o

ut
pu

t
So

ci
al

 c
om

m
un

ic
at

io
n 

fr
am

ew
or

k
Pi

lo
t 1

:
D

ep
en

de
nt

 v
ar

ia
bl

es
:

1.
	N
um
be
r	o
f	u
tt
er
an
ce
s

2.
	P
er
ce
nt
	o
f	f
la
g	
co
lla
te
ra
l	(
pe
rc
en
t	o
f	a
ll	

ut
te

ra
nc

es
 th

at
 in

cl
ud

ed
 fl

ag
 c

ol
la

te
ra

l)
3.
	P
er
ce
nt
	o
f	e
xp
la
na
to
ry
	c
ol
la
te
ra
l	(
pe
rc
en
t	o
f	a
ll	

ut
te

ra
nc

es
 th

at
 in

cl
ud

ed
 e

xp
la

na
to

ry
 c

ol
la

te
ra

l)
4.
	P
er
ce
nt
	o
f	o
ne
-	w
or
d	
ut
te
ra
nc
es

5.
	N
um
be
r	o
f	r
ef
er
en
ce
s	
to
	A
A
C	
de
vi
ce
	(i
f	

pr
es

en
t)

Pi
lo

t 2
:

D
ep

en
de

nt
 v

ar
ia

bl
es

:
a.
	
N
um
be
r	o
f	t
ar
ge
te
d	
w
or
ds
	u
se
d

b.
 

Pe
rc

en
t o

f t
ar

ge
te

d 
w

or
ds

 u
se

d
c.

 
Pe

rc
en

t o
f r

el
at

ed
 w

or
ds

Pi
lo

t 1

A
cr
os
s	
th
e	
fiv
e	
de
pe
nd
en
t	v
ar
ia
bl
es

A
A
C	
su
pp
or
t	v
s	
N
o	
A
A
C

N
o

D
iff
er
en
t	s
ym
bo
l	t
yp
es
	(p
rin
t,	
2D

+
pr

in
t, 

3D
+

pr
in

t)
N
o

U
se
	o
f	v
oi
ce
	o
ut
pu
t	u
se
d	
w
ith
	A
A
C

Ye
s	
(p
 <
 .0
10
)

Pi
lo

t 2

A
A
C	
su
pp
or
t	e
va
lu
at
ed
	b
y	
co
m
pa
rin
g	
co
nt
ro
l,	
pr
im
ed
	

co
nt
ro
l,	
pr
im
ed
	A
A
C	
(p
ai
rw
is
e	
co
m
pa
ris
on
s)

N
o.

 T
ar

ge
te

d 
w

or
ds

Pr
im
ed
	A
A
C	
vs
	c
on
tr
ol

Ye
s	
(p
 <
 .0
29
)

Pr
im
ed
	A
A
C	
vs
	p
rim
ed
	c
on
tr
ol

Ye
s	
(p
 =
 .0
32
)

C
on

tr
ol

 v
s 

pr
im

ed
 c

on
tr

ol
N
o

Pe
rc

en
t o

f t
ar

ge
te

d 
w

or
ds

Th
e 

pe
rc

en
t o

f t
ar

ge
te

d 
w

or
ds

 w
as

 s
ig

ni
fic

an
t

Ye
s	
(p
 <
 .0
24
)

Pr
im
ed
	A
A
C	
vs
	c
on
tr
ol

Ye
s	
(p
 <
 .0
13
)

Pr
im
ed
	A
A
C	
vs
	p
rim
ed
	c
on
tr
ol

Ye
s	
(p
 <
 .0
27
)

C
on

tr
ol

 v
s 

pr
im

ed
 c

on
tr

ol
N
o

Pe
rc

en
t o

f a
ll 

re
la

te
d 

w
or

ds
:

Th
e 

ef
fe

ct
 o

f c
on

di
tio

n
N
o

G
od
w
in
	(2

01
4)

C
on

su
lta

tio
n 

w
ith

 e
ve

ry
 re

si
de

nt
 to

 s
ee

k 
th

ei
r 

co
lo

ur
 p

re
fe

re
nc

es
 u

si
ng

 a
 b

al
lo

t.
N
um
be
r	o
f	v
ot
es
	fo
r	e
ac
h	
co
lo
ur
	c
ho
ic
e

Re
si

de
nt

s’ 
vo

te
s:

Bl
ue
	1
0;
	R
ed
	5
;	Y
el
lo
w
	4
.7
5;
	M
au
ve
	3
.7
5;
	O
ra
ng
e	
3.
5

St
af

f v
ot

es
:

M
au
ve
	8
.5
;	O
ra
ng
e	
4.
83
;	Y
el
lo
w
	2
.8
3;
	B
lu
e	
1;
	R
ed
	

0.
83

To
ta

l:
Re
d	
5.
8;
	O
ra
ng
e	
8.
3;
	Y
el
lo
w
	7
.6
;	B
lu
e	
11
.0
;	M
au
ve
	

12
.2
5;
	D
on
't	
m
in
d	
2.
0;
	T
ot
al
	4
7.
0

Ye
s	
(P
ar
tic
ip
an
ts
	m
ad
e	
a	

ch
oi

ce
)

TA
B

LE
 2
 
(C
on
tin
ue
d)

(C
on
tin
ue
s)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



10 of 22  |     COLLINS et al.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

M
ur
ph
y,
	G
ra
y,
	

et
	a
l.	
(2

01
0)

4	
to
pi
cs
	(a
ct
iv
iti
es
,	p
eo
pl
e,
	e
nv
iro
nm
en
t,	
se
lf)
	

w
er

e 
di

sc
us

se
d 

un
de

r 3
 in

te
rv

ie
w

 c
on

di
tio

ns
:

(1
)	U
ns
tr
uc
tu
re
d	
C
on
ve
rs
at
io
n:
	th
e	
re
se
ar
ch
er
	

as
ke

d 
pa

rt
ic

ip
an

ts
 to

 te
ll 

he
r a

bo
ut

 e
ac

h 
to

pi
c.

(2
)	S
tr
uc
tu
re
d	
co
nv
er
sa
tio
n:
	d
iff
er
en
t	o
pt
io
ns
	fo
r	

ea
ch

 to
pi

c 
w

er
e 

di
sc

us
se

d 
in

 tu
rn

(3
)	T
al
ki
ng
	M
at
s:
	v
is
ua
l	s
ym
bo
ls
	re
pr
es
en
tin
g	

th
e 

to
pi

cs
 a

nd
 o

pt
io

ns
 w

er
e 

cr
ea

te
d 

an
d 

pa
rt

ic
ip

an
ts

 w
er

e 
as

ke
d 

to
 p

la
ce

 th
es

e 
un

de
r 

a	
vi
su
al
	s
ca
le
	to
	in
di
ca
te
	th
ei
r	f
ee
lin
gs
	(e
.g
.,	

ha
pp

y,
 n

ot
 u

ns
ur

e,
 u

nh
ap

py
)

a.
 

Ef
fe

ct
iv

en
es

s 
fr

am
ew

or
k 

of
 fu

nc
tio

na
l 

co
m

m
un

ic
at

io
n.

 T
he

 v
id

eo
 re

co
rd

in
gs

 o
f t

he
 

in
te

rv
ie

w
s 

w
er

e 
co

de
d;

 th
e 

fo
llo

w
in

g 
fo

ur
 

co
m

m
un

ic
at

io
n 

in
di

ca
to

rs
 w

er
e 

ra
te

d 
on

 a
 

5-
	po
in
t	s
ca
le
	fr
om
	0
(n
ev
er
)	t
o	
4	
(a
lw
ay
s)
:

1.
	T
he
	p
ar
tic
ip
an
t's
	u
nd
er
st
an
di
ng
	o
f	t
he
	o
pt
io
ns
	

pr
es
en
te
d	
–	
ba
se
d	
on
	v
er
ba
l	a
nd
	n
on
-	v
er
ba
l	

re
sp

on
se

s 
pe

rs
ev

er
at

io
n

2.
 E

ng
ag

em
en

t o
f t

he
 p

ar
tic

ip
an

t w
ith

 th
e 

in
te

rv
ie

w
er

 a
nd

 th
e 

ta
sk

3.
 T

he
 a

m
ou

nt
 o

f t
im

e 
du

rin
g 

th
e 

in
te

rv
ie

w
 th

at
 

th
e	
co
nt
en
t	o
f	t
he
	p
ar
tic
ip
an
t's
	c
om
m
un
ic
at
io
n	

w
as

 ‘o
n 

tr
ac

k’
4.
	t
he
	in
te
rv
ie
w
er
's	
un
de
rs
ta
nd
in
g	
of
	th
e	

pa
rt
ic
ip
an
t's
	v
ie
w
s

b.
 

in
st

an
ce

s 
of

 p
er

se
ve

ra
tio

n 
ac

ro
ss

 th
e 

3 
in

te
rv

ie
w

 c
on

di
tio

ns
.

c.
	
Pr
op
or
tio
n	
of
	ti
m
e	
sp
en
d	
en
ga
ge
d	
in
	‘o
n-
	

ta
sk

’ b
eh

av
io

ur
s 

fo
r e

ac
h 

of
 th

e 
3 

in
te

rv
ie

w
 

co
nd

iti
on

s.
d.

 
Ti

m
e 

ta
ke

n 
fo

r e
ac

h 
of

 th
e 

3 
in

te
rv

ie
w

 
co

nd
iti

on
s.

a.
 

O
ve

ra
ll 

co
m

m
un

ic
at

io
n 

ef
fe

ct
iv

en
es

s 
sc

or
es

:

M
od

er
at

e-
 st

ag
e:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
1)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
1)

La
te

- s
ta

ge
a

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
1)

b.
 

In
st

an
ce

s 
of

 p
er

se
ve

ra
tio

n

M
od

er
at

e-
 st

ag
e:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

La
te

- s
ta

ge
a

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

c.
	
‘O
n-
	ta
sk
’	b
eh
av
io
ur
s:

M
od
er
at
e-
	st
ag
e:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

N
o

La
te

- s
ta

ge
a

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

d.
 

tim
e:

M
od

er
at

e-
 st

ag
e:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
N
o

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
01
)

La
te

- s
ta

ge
a

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
01
)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
01
)

no
te

: s
ig

ni
fic

an
t r

es
ul

ts
 

in
di

ca
te

 c
on

ve
rs

at
io

ns
 

us
in

g 
ta

lk
in

g 
m

at
s 

to
ok

 
lo

ng
er

.

TA
B

LE
 2
 
(C
on
tin
ue
d)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  11 of 22COLLINS et al.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

M
ur
ph
y	
et
	a
l.	
(2
00
7a

) 
re

po
rt

in
g 

on
 th

e 
sa

m
e 

st
ud

y 
as

 
M
ur
ph
y,
	G
ra
y,
	

et
	a
l.	
(2

01
0)

A
s	
ab
ov
e

A
s	
ab
ov
e,
	p
lu
s:

a.
 

In
di

vi
du

al
 in

di
ca

to
rs

 w
ith

in
 th

e 
ef

fe
ct

iv
en

es
s 

fr
am

ew
or

k

a.
 

In
di

vi
du

al
 in

di
ca

to
rs

 w
ith

in
 th

e 
ef

fe
ct

iv
en

es
s 

fr
am

ew
or

k

Pa
rt

ic
ip

an
t u

nd
er

st
an

di
ng

M
od

er
at

e-
 st

ag
e

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

La
te

- s
ta

ge
:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 =
 .0
51
)Y
es
	(p
 =
 .0
51
)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

En
ga

ge
m

en
t

M
od

er
at

e-
 st

ag
e

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

La
te

- s
ta

ge

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 =
 .0
51
)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

N
o

O
n 

tr
ac

k

M
od

er
at

e-
 st

ag
e

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

La
te

- s
ta

ge
:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

Re
se

ar
ch

er
 u

nd
er

st
an

di
ng

:

M
od

er
at

e-
 st

ag
e:

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
1)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

Ye
s	
(p
 <
 .0
5)

La
te

- s
ta

ge

Ta
lk

in
g 

M
at

s 
vs

 S
tr

uc
tu

re
d 

C
on

ve
rs

at
io

n
Ye
s	
(p
 <
 .0
5)

Ta
lk

in
g 

M
at

s 
vs

 U
ns

tr
uc

tu
re

d 
C

on
ve

rs
at

io
n

N
ob

TA
B

LE
 2
 
(C
on
tin
ue
d)

(C
on
tin
ue
s)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



12 of 22  |     COLLINS et al.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

M
ur
ph
y	
et
	a
l.	
(2
00
7b

) 
re

po
rt

in
g 

on
 th

e 
sa

m
e 

st
ud

y 
as

 
M
ur
ph
y,
	G
ra
y,
	

et
	a
l.	
(2

01
0)

A
s	
ab
ov
e

A
s	
ab
ov
e

N
o	
qu
an
tit
at
iv
e	
da
ta
	re
po
rt
ed
	in
	th
is
	a
rt
ic
le
	b
ut
	a
s	

ab
ov

e.
N
o	
qu
an
tit
at
iv
e	
da
ta
	

re
po

rt
ed

 in
 th

is
 a

rt
ic

le
 

bu
t a

s 
ab

ov
e.

M
ur

ph
y 

an
d 

O
liv
er
	(2

01
3)

D
ya

ds
 d

is
cu

ss
ed

 fo
ur

 to
pi

cs
 u

nd
er

 tw
o 

co
nd

iti
on

s.
To

pi
cs

:
a.
	
Pe
rs
on
al
	c
ar
e	
(w
as
hi
ng
,	g
et
tin
g	
dr
es
se
d)

b.
	
G
et
tin
g	
ar
ou
nd
	(w
al
ki
ng
,	d
riv
in
g)

c.
	
H
ou
se
w
or
k	
(c
oo
ki
ng
,	l
au
nd
ry
)

d.
	
A
ct
iv
iti
es
	(L
is
te
ni
ng
	to
	m
us
ic
,	r
ea
di
ng
	a
	b
oo
k)
.

C
on

di
tio

ns
:

1.
 T

al
ki

ng
 M

at
s:

 th
e 

to
pi

cs
 a

nd
 o

pt
io

ns
 w

er
e 

co
nv

er
te

d 
in

to
 s

ym
bo

ls
. D

ya
ds

 p
la

ce
d 

th
es

e 
un

de
r t

he
 v

is
ua

l s
ca

le
 to

 in
di

ca
te

 if
 th

e 
pe

rs
on

 
w

ith
 d

em
en

tia
 w

as
 ‘m

an
ag

in
g’

, ‘
ne

ed
ed

 
as

si
st

an
ce

’, o
r ‘

no
t m

an
ag

in
g’

.
2.

 U
su

al
 c

om
m

un
ic

at
io

n 
m

et
ho

ds
: t

he
 re

se
ar

ch
er

 
pr

es
en

te
d 

ea
ch

 o
pt

io
n 

ve
rb

al
ly

 a
nd

 c
ou

pl
es

 
w

er
e 

as
ke

d 
to

 d
is

cu
ss

 if
 th

e 
pe

rs
on

 w
ith

 
de

m
en

tia
 w

as
 ‘m

an
ag

in
g’

, ‘
ne

ed
ed

 a
ss

is
ta

nc
e’

, 
or

 ‘n
ot

 m
an

ag
in

g’
.

D
ep

en
de

nt
 v

ar
ia

bl
es

:
a.

 
Le

ve
l o

f i
nv

ol
ve

m
en

t i
n 

ea
ch

 ty
pe

 o
f 

di
sc

us
si

on
.

b.
 

Le
ve

ls
 o

f s
at

is
fa

ct
io

n 
w

ith
 e

ac
h 

ty
pe

 o
f 

di
sc

us
si

on

Ta
lk

in
g 

M
at

s 
vs

. u
su

al
 c

om
m

un
ic

at
io

n 
m

et
ho

ds

a.
 

In
vo

lv
em

en
t i

n 
di

sc
us

si
on

Ye
s	
(p
 <
 .0
1)

b.
 

Sa
tis

fa
ct

io
n 

w
ith

 d
is

cu
ss

io
n:

Ye
s	
(p
 <
 .0
1)

Ta
lk

in
g 

M
at

s:
In

vo
lv

em
en

t f
am

ily
 c

ar
er

s 
vs

 p
eo

pl
e 

w
ith

 d
em

en
tia

Ye
s	
(p
 <
 .0
5)

M
ur

ph
y,

 O
liv

er
, 

an
d	
C
ox
	(2

01
0)

 
re

po
rt

in
g 

on
 

th
e 

sa
m

e 
st

ud
y 

as
 M

ur
ph

y 
an

d 
O
liv
er
	(2

01
3)

A
s	
ab
ov
e

A
s	
ab
ov
e,
	p
lu
s

Ta
lk

in
g 

M
at

s 
vs

 U
su

al
 C

on
ve

rs
at

io
n

Ef
fe

ct
iv

en
es

s 
co

di
ng

 fr
am

ew
or

k:
1.

 E
ff

ec
tiv

en
es

s

(a
)	P
ar
tic
ip
an
t's
	u
nd
er
st
an
di
ng
	o
f	t
op
ic
	fo
r	

di
sc

us
si

on
O

ve
ra

ll 
ef

fe
ct

iv
en

es
s 

sc
or

e
Ye
s	
(p
 <
 .0
5)

(b
)	P
ar
tic
ip
an
t's
	e
ng
ag
em
en
t	w
ith
	p
ro
ce
ss

In
di

vi
du

al
 e

ff
ec

tiv
en

es
s 

in
di

ca
to

rs

(c
)	T
he
	a
m
ou
nt
	o
f	t
im
e	
du
rin
g	
th
e	
in
te
rv
ie
w
	

th
at
	th
e	
co
nt
en
t	o
f	t
he
	p
ar
tic
ip
an
t's
	

co
m

m
un

ic
at

io
n 

w
as

 ‘o
n 

tr
ac

k’

a)
 P

ar
tic

ip
an

t u
nd

er
st

an
di

ng
:

N
o

(d
)	R
es
ea
rc
he
r's
	u
nd
er
st
an
di
ng
	o
f	p
ar
tic
ip
an
t's
	

vi
ew

s
b)

 P
ar

tic
ip

an
t e

ng
ag

em
en

t:
Ye
s	
(p
 <
 .0
5)

(e
)	P
ar
tic
ip
an
t's
	c
on
fid
en
ce
	le
ve
l	i
n	
re
sp
on
di
ng

c)
 P

ar
tic

ip
an

t o
n 

tr
ac

k:
N
o

d)
 R

es
ea

rc
he

r u
nd

er
st

an
di

ng
:

N
o

e)
 P

ar
tic

ip
an

t c
on

fid
en

ce
 in

 re
sp

on
di

ng
:

N
o

(2
)	A
dd
iti
on
al
	a
sp
ec
ts
	o
f	e
ff
ec
tiv
e	
co
m
m
un
ic
at
io
n

(2
)	A
dd
iti
on
al
	a
sp
ec
ts
	o
f	e
ff
ec
tiv
e	
co
m
m
un
ic
at
io
n

Pe
rs

ev
er

at
io

n
Pe

rs
ev

er
at

io
n

Ye
s	
(p
 <
 .0
5)

TA
B

LE
 2
 
(C
on
tin
ue
d)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  13 of 22COLLINS et al.

St
ud

y
Co

m
m

un
ic

at
io

n 
m

et
ho

d
Ev

al
ua

tio
n 

of
 d

at
a

Su
m

m
ar

y 
of

 re
su

lts

Pr
im

ar
y 

ou
tc

om
e

Im
pr

ov
em

en
t i

n 
co

m
m

un
ic

at
io

n 
ou

tc
om

es

O
liv
er
	e
t	a
l.	
(2

01
0)

 
re

po
rt

in
g 

on
 

th
e 

sa
m

e 
st

ud
y 

as
 M

ur
ph

y 
an

d 
O
liv
er
	(2

01
3)

A
s	
ab
ov
e

A
s	
in
	M
ur
ph
y	
an
d	
O
liv
er
	(2

01
3

N
o	
qu
an
tit
at
iv
e	
da
ta
	re
po
rt
ed
	in
	th
is
	a
rt
ic
le
	b
ut
	a
s	
in
	

M
ur
ph
y	
an
d	
O
liv
er
	(2

01
3

N
o	
qu
an
tit
at
iv
e	
da
ta
	

re
po

rt
ed

 in
 th

is
 a

rt
ic

le
 

bu
t a

s 
in

 M
ur

ph
y 

an
d 

O
liv
er
	(2

01
3.

W
ill
ia
m
so
n	
(2

01
0)

To
	d
et
er
m
in
e	
qu
al
ity
	o
f	l
ife
	in
di
ca
to
rs
.

1.
 P

rim
ar

y 
re

se
ar

ch
 to

 g
at

he
r t

he
 v

ie
w

s 
of

 p
eo

pl
e 

w
ith

 m
or

e 
se

ve
re

 d
em

en
tia

 u
si

ng
 a

n 
ad

ap
te

d 
Ta

lk
in

g 
M

at
s

2.
 P

os
ta

l s
ur

ve
y

3.
 C

on
su

lta
tio

n 
w

ith
 k

ey
 s

ta
ke

ho
ld

er
s,

 in
cl

ud
in

g 
pe

op
le

 w
ith

 d
em

en
tia

 a
nd

 fa
m

ily
 c

ar
er

s.

Re
sp

on
se

s 
to

 T
al

ki
ng

 M
at

s 
pi

ct
ur

e 
ca

rd
 e

xe
rc

is
e 

an
d 

su
rv

ey
.

A
na
ly
se
s	
in
te
rv
ie
w
	a
nd
	fo
cu
s	
gr
ou
ps
	to
	id
en
tif
y	

w
he

n 
pa

rt
ic

ip
an

ts
 m

en
tio

ne
d 

fa
ct

or
s 

th
at

 
af
fe
ct
ed
	th
ei
r	q
ua
lit
y	
of
	li
fe
	e
.g
.,	
up
se
tt
in
g,
	

en
jo

ym
en

t).
Q
ua
lit
y	
of
	li
fe
	in
di
ca
to
rs
	w
ei
gh
te
d	
ac
co
rd
in
g	
to
	

ho
w

 im
po

rt
an

t t
he

y 
w

er
e 

to
 th

e 
pa

rt
ic

ip
an

t 
(c
on
te
nt
,	f
re
qu
en
cy
).

To
p	
5	
m
os
t	f
re
qu
en
t	q
ua
lit
y	
of
	li
fe
	in
di
ca
to
rs
	

id
en

tif
ie

d 
as

 ‘v
er

y 
im

po
rt

an
t’

M
os
t	i
m
po
rt
an
t	(
to
p	
5)
	q
ua
lit
y	
of
	li
fe
	in
di
ca
to
rs
	fo
r	

th
os
e	
in
	c
ar
e	
ho
m
e	
(s
ev
er
e	
de
m
en
tia
):

1.
	N
ic
e	
pl
ac
e	
to
	li
ve

2.
 S

om
eo

ne
 to

 ta
lk

 to
3.

 F
ee

lin
g 

fit
 a

nd
 w

el
l

4.
 H

av
in

g 
a 

la
ug

h
5.

 F
ee

lin
g 

sa
fe

 a
nd

 s
ec

ur
e

Ye
s	
(q
ua
lit
y	
of
	li
fe
	in
di
ca
to
rs
	

ob
ta

in
ed

)

A
bb
re
vi
at
io
ns
:	A
AC
,	a
ug
m
en
ta
tiv
e	
an
d	
al
te
rn
at
iv
e	
co
m
m
un
ic
at
io
n;
	M
M
SE
,	M
in
i-	M
en
ta
l	S
ta
te
	E
xa
m
in
at
io
n;
	M
D
S	
3.
0,
	m
in
im
um
	d
at
a	
se
t,	
ve
rs
io
n	
3	
(S
al
ib
a	
&
	B
uc
ha
na
n,
	2
00
8)
;	P
EL
I-
	N
H
,	p
re
fe
re
nc
es
	fo
r	

ev
er
yd
ay
	li
vi
ng
	in
ve
nt
or
y,
	n
ur
si
ng
	h
om
e	
ve
rs
io
n	
(C
ur
yt
o	
et
	a
l.,
	2
01
6;

 V
an

 H
ai

ts
m

a 
et

 a
l.,

 2
01

2)
.

a Be
lo

w
 th

e 
au

th
or

s 
st

at
ed

 e
ff

ec
tiv

en
es

s 
le

ve
l.

b A
ut
ho
rs
	s
ta
te
	m
ar
gi
na
lly
	s
ig
ni
fic
an
t	(

p =
 .0
66
).

TA
B

LE
 2
 
(C
on
tin
ue
d)

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



14 of 22  |     COLLINS et al.

TA
B

LE
 3
 
A
dv
an
ta
ge
s	
an
d	
di
sa
dv
an
ta
ge
s	
of
	th
e	
to
ol
s	
an
d	
m
et
ho
ds
	id
en
tif
ie
d	
in
	th
e	
in
cl
ud
ed
	s
tu
di
es
.

St
ud

y
To

ol
D

es
cr

ip
tio

n
Po

te
nt

ia
l a

dv
an

ta
ge

s
Po

te
nt

ia
l d

is
ad

va
nt

ag
es

A
ct
on
	e
t	a
l.	
(2
00
7)

Pr
es

cr
ib

ed
 in

te
rv

ie
w

U
til

is
ed

 p
re

lim
in

ar
y 

in
te

rv
ie

w
 to

 d
ev

el
op

 a
nd

 
pr

od
uc

e 
an

 in
di

vi
du

al
is

ed
 c

om
m

un
ic

at
io

n 
st

ra
te

gy
. P

re
sc

rib
ed

 in
te

rv
ie

w
 la

te
r 

us
ed

 a
nd

 c
om

m
un

ic
at

io
n 

ef
fe

ct
iv

en
es

s 
co

m
pa

re
d 

w
ith

 fi
rs

t i
nt

er
vi

ew
.

•	
Pe
rs
on
-	c
en
tr
ed
,	u
ni
qu
e	
fo
r	e
ac
h	
in
di
vi
du
al

• 
M

or
e 

fle
xi

bl
e 

w
ith

 c
on

ve
rs

at
io

n,
 n

ot
 

co
ns

tr
ai

ne
d 

by
 im

ag
es

 o
r s

ym
bo

ls
•	
Lo
w
er
	lo
ng
-	t
er
m
	c
os
t	i
m
pl
ic
at
io
n

•	
H
ig
h	
le
ve
l	o
f	s
ki
ll	
re
qu
ire
d	
to
	g
en
er
at
e	
a	
pr
es
cr
ib
ed
	

in
te

rv
ie

w
•	
H
ig
h	
le
ve
l	o
f	s
ki
ll	
re
qu
ire
d	
to
	im
pl
em
en
t	a
nd
	a
na
ly
se
	

pr
es

cr
ib

ed
 in

te
rv

ie
w

Bu
rs

hn
ic

 a
nd

 
Bo
ur
ge
oi
s	
(2

02
2)

Pr
in

te
d

ph
ot
og
ra
ph
s	
fr
om
	G
oo
gl
e	

Im
ag

es
™

 w
ith

 te
xt

ua
l 

ca
pt

io
ns

al
on

g 
w

ith
 p

rin
te

d,
 

pr
ef

er
en

ce
 ra

tin
g 

te
m

pl
at

e

Va
lid

at
ed

 p
rin

te
d 

ph
ot

og
ra

ph
s 

w
ith

 c
ap

tio
ns

 
w

er
e 

us
ed

 a
s 

pr
om

pt
s 

to
 a

id
 o

r s
tim

ul
at

e 
pr

ef
er

en
ce

 ra
tin

g 
of

 s
oc

ia
l c

on
ta

ct
, 

pe
rs

on
al

 d
ev

el
op

m
en

t a
nd

 le
is

ur
e 

ac
tiv

iti
es

.
A
	te
m
pl
at
e	
co
m
pr
is
in
g	
pr
in
te
d	
te
xt
	ra
tin
g	

pr
ef
er
en
ce
s	
w
as
	a
ls
o	
us
ed
.	(
1 

=
 V
er
y	

im
po
rt
an
t;	
2 

=
 S
om
ew
ha
t	i
m
po
rt
an
t;	

3 
=
 N
ot
	im
po
rt
an
t)

• 
C

os
t e

ff
ec

tiv
e

• 
Ea

sy
 to

 o
bt

ai
n 

im
ag

es
•	
N
o	
st
af
f	t
ra
in
in
g	
re
qu
ire
d

• 
Re

la
tiv

el
y 

ea
sy

 fo
r p

ar
tic

ip
an

ts
 w

ith
 fe

w
er

 
re
qu
es
ts
	fo
r	c
la
rit
y	
an
d	
le
ss
	g
oi
ng
	o
ff
	to
pi
c

•	
G
oo
d	
fo
r	o
ne
-	t
o-
	on
e	
co
nv
er
sa
tio
ns
	a
nd
	

ga
in

in
g 

in
di

vi
du

al
 p

re
fe

re
nc

es
.

•	
G
oo
d	
fo
r	d
iff
er
en
t	l
ev
el
s	
of
	v
er
ba
l	a
bi
lit
y	

in
cl

ud
in

g 
th

os
e 

w
ith

 m
or

e 
se

ve
re

 d
em

en
tia

•	
G
en
er
ic
	p
ic
tu
re
s	
m
ay
	b
e	
le
ss
	e
ff
ec
tiv
e	
th
an
	p
er
so
na
lly
	

re
le

va
nt

 p
ic

tu
re

s
• 

Po
te

nt
ia

lly
 m

or
e 

ef
fe

ct
iv

e 
if 

pa
rt

ic
ip

an
ts

 a
re

 g
iv

en
 

op
po

rt
un

ity
 to

 p
ra

ct
ic

e 
pr

io
r t

o 
ob

ta
in

in
g 

pr
ef

er
en

ce
s

• 
In

 th
is

 s
tu

dy
 p

re
fe

re
nc

e 
ra

tin
gs

 w
er

e 
lim

ite
d 

to
 th

re
e 

op
tio

ns
 a

nd
 th

er
ef

or
e 

su
bt

le
 p

re
fe

re
nc

es
 a

re
 li

ke
ly

 to
 b

e 
m

is
se

d
• 

Po
te

nt
ia

lly
 a

 s
m

al
le

r s
am

pl
e 

co
ul

d 
be

 in
cl

ud
ed

 in
 th

e 
re

se
ar

ch

Fr
ie
d-
	O
ke
n	

et
	a
l.	
(2

01
2)

A
A
C	
Fl
ex
ib
oa
rd

Th
e 

to
ol

 u
se

s 
a 

co
m

bi
na

tio
n 

of
 im

ag
es

, 
ph

ot
og

ra
ph

s,
 a

nd
 3

D
 s

ym
bo

ls
 th

at
 

ar
e 

pe
rs

on
al

 to
 th

e 
pa

rt
ic

ip
an

t a
nd

 
ob

ta
in

ed
 fr

om
 fa

m
ily

 c
ar

er
s 

pr
io

r t
o 

th
e 

co
nv

er
sa

tio
n 

ta
ki

ng
 p

la
ce

.

• 
Ef

fe
ct

iv
e 

in
 in

cr
ea

si
ng

 le
ve

l o
f c

on
ve

rs
at

io
n

• 
St

im
ul

i u
se

d 
so

 c
an

 b
e 

ta
ilo

re
d 

to
 in

di
vi

du
al

 
e.

g.
 o

bt
ai

ne
d 

fr
om

 fa
m

ily
 c

ar
er

s
• 

Su
ita

bl
e 

fo
r t

ho
se

 w
ith

 v
is

ua
l i

m
pa

irm
en

ts
• 

St
im

ul
i m

ay
 a

ct
 a

s 
a 

m
em

or
y 

ai
d

• 
C

os
t i

m
pl

ic
at

io
ns

• 
Re

gi
st

er
ed

 p
ro

du
ct

•	
Tr
ai
ni
ng
	re
qu
ire
d

• 
Pa

rt
ic

ip
an

ts
 n

ee
d 

sp
ec

ifi
c 

tr
ai

ni
ng

 w
ith

 p
ro

du
ct

 to
 a

ch
ie

ve
 

ef
fe

ct
iv

e 
co

m
m

un
ic

at
io

n
• 

Po
te

nt
ia

lly
 a

 s
m

al
le

r s
am

pl
e 

co
ul

d 
be

 in
cl

ud
ed

 in
 th

e 
re

se
ar

ch
• 

U
se

 o
f v

oi
ce

 o
ut

pu
t m

ay
 im

pe
de

 c
on

ve
rs

at
io

n

G
od
w
in
	(2

01
4)

A
ct
iv
ity
	b
as
ed

D
iff

er
en

t m
et

ho
ds

 c
ou

ld
 b

e 
us

ed
 b

ut
 th

is
 

ex
am
pl
e	
us
ed
	a
	b
al
lo
t-
	ba
se
d	
sy
st
em
	to
	

ga
ug

e 
op

in
io

n 
of

 w
al

l c
ol

ou
r.

• 
Ef

fe
ct

iv
e 

in
 o

bt
ai

ni
ng

 o
pi

ni
on

 o
n 

a 
sp

ec
ifi

c 
to

pi
cU

se
fu

l f
or

 la
rg

er
 o

bj
ec

tiv
e 

e.
g.

 
pr

ef
er

en
ce

s 
an

d 
ch

oi
ce

s
•	
A
cc
es
si
bl
e	
m
et
ho
d	
fo
r	r
es
ea
rc
he
rs
	a
nd
	

pr
ac

tit
io

ne
rs

• 
M

or
e 

pr
ep

ar
at

io
n 

ne
ed

ed
 to

 d
ev

el
op

 a
nd

 d
es

ig
n

• 
M

ay
 b

e 
m

or
e 

re
si

st
an

ce
 fr

om
 re

si
de

nt
ia

l c
ar

e 
m

an
ag

em
en

t 
an

d/
or

 fa
m

ily
 c

ar
er

s
• 

M
ay

 e
xc

lu
de

 s
om

e 
re

si
de

nt
s

•	
C
au
tio
n	
re
qu
ire
d	
to
	o
bt
ai
n	
ro
bu
st
	re
se
ar
ch
	o
ut
co
m
es

• 
Po

te
nt

ia
lly

 m
or

e 
ch

al
le

ng
in

g 
fo

r o
bt

ai
ni

ng
 c

om
pl

ex
 a

nd
 

su
bt

le
 m

ea
ni

ng
, p

re
fe

re
nc

es
, a

nd
 e

m
ot

io
ns

M
ur
ph
y,
	G
ra
y,
	

et
	a
l.	
(2

01
0)

; 
M

ur
ph

y 
et
	a
l.	
(2
00
7a

); 
M

ur
ph

y 
et
	a
l.	
(2
00
7b

); 
M

ur
ph

y 
an

d 
O
liv
er
	(2

01
3)

; 
M

ur
ph

y,
 O

liv
er

, 
an
d	
C
ox
	(2

01
0)

; 
O
liv
er
	e
t	a
l.	
(2

01
0)

; 
W
ill
ia
m
so
n	
(2

01
0)

Ta
lk

in
g 

M
at

s
Pr
e-
	de
si
gn
ed
	s
ym
bo
ls
	re
pr
es
en
tin
g	
th
em
es
	

or
 a

ct
iv

iti
es

 a
re

 p
la

ce
d 

by
 p

ar
tic

ip
an

ts
 

at
 s

pe
ci

fic
 p

oi
nt

s 
on

 a
 b

oa
rd

 o
r m

at
 to

 
in

di
ca

te
 g

en
er

al
 a

nd
 e

m
ot

io
na

l f
ee

lin
gs

 
ab

ou
t a

 s
pe

ci
fic

 s
ub

je
ct

.

• 
Ef

fe
ct

iv
e 

in
 g

au
gi

ng
 o

pi
ni

on
 fr

om
 p

ar
tic

ip
an

ts
• 

In
cr

ea
se

s 
fe

el
in

gs
 o

f e
ng

ag
em

en
t, 

in
te

ra
ct

io
n,

 
an

d 
sa

tis
fa

ct
io

n 
in

 p
ar

tic
ip

an
ts

• 
Sp

ec
ifi

c 
sy

m
bo

ls
 c

an
 b

e 
cr

ea
te

d 
fo

r d
iff

er
en

t 
pa

rt
ic

ip
an

ts
 e

.g
. c

ul
tu

ra
lly

 a
pp

ro
pr

ia
te

• 
Pi

ct
ur

es
 m

ay
 a

ct
 a

s 
a 

m
em

or
y 

ai
d

• 
C

os
t i

m
pl

ic
at

io
ns

• 
Re

gi
st

er
ed

 p
ro

du
ct

•	
Tr
ai
ni
ng
	re
qu
ire
d

• 
Pa

rt
ic

ip
an

ts
 n

ee
d 

to
 b

e 
fa

m
ili

ar
 w

ith
 p

ro
du

ct
 to

 s
tim

ul
at

e 
ef

fe
ct

iv
e 

co
m

m
un

ic
at

io
n

•	
Pr
e-
	de
fin
ed
	s
ym
bo
ls

• 
Sy

m
bo

ls
 c

an
 b

e 
to

o 
si

m
pl

e 
to

 c
on

ve
y 

co
m

pl
ex

 m
ea

ni
ng

s 
an

d 
em

ot
io

ns
• 

Sy
m

bo
ls

 c
an

 b
e 

co
ns

tr
ue

d 
as

 c
hi

ld
is

h 
or

 in
ap

pr
op

ria
te

• 
Le

ss
 e

ff
ec

tiv
e 

fo
r p

eo
pl

e 
w

ith
 s

ev
er

e 
de

m
en

tia
• 

Li
m

ite
d 

to
 th

os
e 

w
ith

 g
oo

d 
ey

es
ig

ht
 a

nd
/o

r h
an

d 
de

xt
er

ity
• 

Ti
m

e 
co

ns
um

in
g

• 
Po

te
nt

ia
lly

 a
 s

m
al

le
r n

um
be

r o
f p

ar
tic

ip
an

ts
 c

ou
ld

 b
e 

in
cl

ud
ed

 in
 th

e 
re

se
ar

ch
• 

Po
te

nt
ia

lly
 m

or
e 

co
gn

iti
ve

ly
 d

em
an

di
ng

 th
an

 a
 s

im
pl

e 
co

nv
er

sa
tio

n 
an

d 
re

gu
la

r b
re

ak
s 

sh
ou

ld
 b

e 
co

ns
id

er
ed

 17483743, 0, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/opn.12594, W

iley O
nline L

ibrary on [12/12/2023]. See the T
erm

s and C
onditions (https://onlinelibrary.w

iley.com
/term

s-and-conditions) on W
iley O

nline L
ibrary for rules of use; O

A
 articles are governed by the applicable C

reative C
om

m
ons L

icense



    |  15 of 22COLLINS et al.

methods	 is	 that	 they	 require	no	prior	 training	 for	 the	person	with	
dementia.	 However,	 while	 collating	 ballot	 materials	 requires	 rela-
tively little effort on the part of the researcher, the opposite is true 
for developing and implementing individualised communication 
prescriptions.

3.5  |  Skills and techniques for facilitating 
communication

Although	 the	 included	 studies	 were	 diverse,	 thematic	 synthesis	
identified	several	techniques	applied	in	the	research	to	support	the	
use of the specific tools. Five themes were identified, and these are 
described below; see Table 4 for a summary with supporting partici-
pant	quotes.

3.5.1  |  Ensuring	communication	is	individual	and	
person-	centred

All	 authors	 emphasised	 the	 importance	 of	 focusing	 on	 the	 indi-
vidual	and	being	person-	centred.	Getting	to	know	the	person	prior	
to	 holding	 a	 research	 interview	 facilitates	 and	 develops	 two-	way	
interactions	 (Murphy	et	al.,	2007a). This can be achieved by using 
personal	and	relevant	images	and	symbols	(Fried-	Oken	et	al.,	2012). 
Other	techniques	include	gathering	information	prior	to	a	research	
interview	 by	 observing	 the	 person	 (Godwin,	2014) and/or talking 
to	 family	and	staff	carers	 (Fried-	Oken	et	al.,	2012;	Godwin,	2014; 
Murphy et al., 2007a;	Murphy,	Gray,	et	al.,	2010), and ensuring all 
methods	and	resources	are	appropriate	to	the	 individual's	age	and	
background	 (Fried-	Oken	 et	 al.,	 2012).	 Adaptations	 to	 pictures,	
symbols or sounds are needed to overcome visual, physical or cog-
nitive	 challenges	 (Fried-	Oken	et	 al.,	2012;	Godwin,	2014; Murphy 
et al., 2007a; Williamson, 2010); see Table 3. Limiting the number 
of	options	or	choices	presented	can	also	be	beneficial	 (Burshnic	&	
Bourgeois, 2022)	and	researchers	can	start	with	general	questions	
and	follow	up	with	more	specific	questions	or	prompts	to	confirm	
the	answer.	Ensuring	that	the	research	questions	relate	to	topics	the	
participant finds interesting is important for securing engagement 
(Fried-	Oken	et	al.,	2012).

3.5.2  | Managing	external	influences

Social or external influences can affect the outcome of a research 
interview. Making assumptions about people should be avoided 
(Williamson,	 2010) and any preconceptions should be acknowl-
edged	 and	 addressed	 (Godwin,	 2014). For example, where resi-
dents with dementia participated in a consultation on potential 
colour schemes within the care home, almost all contributed, 
contrary	 to	 the	 expectation	 of	 managers	 that	 only	 25%	 of	 resi-
dents would provide appropriate responses, but because the re-
sult of the vote went against management wishes, the residents 

were	overruled.	This	demonstrates	both	the	under-	acknowledged	
potential of people with dementia to express opinions on topics 
which have significance for them and the way in which the as-
sumptions and preferences of others can impact on these opinions 
being	 sought	and	 implemented	 (Godwin,	2014). More subtle and 
implicit influences could also affect how participants responded. 
For example, one participant became increasingly agitated during a 
research interview because a member of the care home staff with-
held his cigarettes, leading to the interview being terminated early 
(Murphy	et	al.,	2007a).

3.5.3  |  Engaging	others

Engaging others in supporting the research can help facilitate the 
research process generally and communication during research 
interviews in particular. In one study, dementia service providers, 
care home staff and family members assisted with recruitment 
and	consent	processes	 (Murphy	et	al.,	2007a) and in another they 
provided	 personal	 resources	 such	 as	 family	 photographs	 (Fried-	
Oken et al., 2012).	 Burshnic	 and	 Bourgeois	 (2022) had generic 
photographs selected by researchers validated by a panel of five 
older people to ensure that each photograph was congruent with 
the	preference	being	assessed.	Advisory	groups	supported	project	
design	in	three	studies	(Murphy	et	al.,	2007a; Murphy et al., 2010; 
Williamson, 2010), adding robustness to research outcomes; see 
Table S2. Family members or care staff can offer comfort and famili-
arity	if	present	during	research	interviews	(Godwin,	2014; Murphy 
et al., 2007a; Williamson, 2010). However, such situations need to 
be handled sensitively to avoid family members or staff dominating 
the interview.

3.5.4  |  Creating	a	structure	for	the	interview

A	clear	structure	enables	participants	to	follow	a	conversation	and,	
from a research point of view, enhances consistency in reporting 
(Fried-	Oken	 et	 al.,	2012). Structuring the conversation during the 
research interview could involve for example a greeting, an intro-
duction and familiarisation with topics and tools, conversational 
questions	and/or	prompts	and	concluding	 statements	 (Fried-	Oken	
et al., 2012). In this approach, consideration should be given to fa-
cilitating communication throughout the interview and not just in 
the	 section	 where	 the	 specific	 research	 questions	 are	 addressed	
Williamson	(2010).	Having	research	questions	based	around	topics	
with which the participant is comfortable should support engage-
ment	(Fried-	Oken	et	al.,	2012). Practice conversations could be used 
to	develop	the	 interview	structure	 (Acton	et	al.,	2007; Burshnic & 
Bourgeois, 2022). Communication, however, should be flexible and 
fluid,	allowing	for	breaks	when	required	(Acton	et	al.,	2007;	Fried-	
Oken et al., 2012). It is important to be flexible with time allocation, 
to adjust this as necessary and to know when to terminate the inter-
view	(Murphy	et	al.,	2007a).
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TA B L E  4 Communication	techniques	identified	from	the	included	studies.

Themes Examples of supporting statements

Technique	(Theme):	Ensuring	conversation	is	individual	and	person-	centred

•	 Getting	to	know	the	person
• Identify communication needs beforehand
• Individualism
• Offers opportunity for person to express opinion
•	 Person-	centred
•	 Adaptive	strategies	and	tools
•	 Appropriate	for	individual	e.g.	methodology,	consent	process,	

resources, environment

‘This initial visit was also important in allowing the researcher to obtain background 
information about the person with dementia and their family carer and offered 
time for the researcher and participants to get to know each other’	(Murphy	
et al., 2010,	p.	18).

‘It is so difficult to tell [my wife] what I think when I cannot remember the words, 
the pictures could help me a lot’.	(Murphy	et	al.,	2010, p. 23; Murphy & 
Oliver, 2013,	p.	177;	Oliver	et	al.,	2010, p. 30).

‘The interviewer should be prepared to change the images used in the symbols if an 
individual with dementia misinterprets the picture’	(Murphy	et	al.,	2007a, p. 19).

‘Visual aids and assistance from person- centred, empathic staff, maximised 
responses from residents’	(Godwin,	2014).

‘I considered this individual approach likely to be more successful than trying to 
engage people with severe levels of dementia (and some of whom would probably 
be hearing impaired) in a group discussion’	(Godwin,	2014, p. 104).

‘It must be emphasised that communication is a two- way process. Consequently, 
staff must be given the time, skills, and motivation to talk with people with 
dementia, to record their views and to feed these back into everyday living 
choices and care plans’	(Murphy	et	al.,	2007a,	p.	63,	2007b).

‘In an effort to reduce cognitive load with preference rating, the PELI- NH Likert 
scale (see Introduction) was reduced from five options to three: Very Important, 
Somewhat Important, and Not Important. Categorising preferences on a 3- point 
scale has been used successfully in previous studies examining preference 
assessment in dementia’	(Burshnic	&	Bourgeois,	2022,	p.	652).

Technique	(Theme):	Managing	external	influences

•	 Assumptions	made	of	people	with	dementia
•	 Social	hierarchy	(reduced	personhood	or	value)	-		Towards	

people with dementia
•	 Social	hierarchy	(reduced	personhood	or	value)	-		Towards	staff
• Social or infrastructure influences
• Using valid method of communication
• Implications of not communicating with people with 

dementia
•	 Challenges	of	including	people	with	moderate-	to-	

severe dementia in research e.g. ethical and consenting 
considerations

•	 Negative	involvement	of	family	during	conversation
•	 Negative	Involvement	of	others	(care	staff,	care	managers,	

researchers, other residents) during conversation
•	 Negative	role	of	family	regarding	conversation/interview
•	 Negative	role	of	others	(health	staff,	managers)	regarding	

conversation/interview
• Challenge of implementing research or new practice

‘Despite low managerial expectations, all [people with dementia] were consulted 
and a majority expressed an opinion’	(Godwin,	2014, p. 112).

‘It would be nice if a lot of people had more understanding and appreciate what 
you have got…like I was in town the other Saturday and this other lady started 
laughing because the way I was trying to struggle to talk and that started to make 
me feel uncomfortable and I thought if only she understood, then perhaps she 
would not stand there and laugh’	(Williamson,	2010, p. 21).

‘How another person reacts to you can make you very unhappy’	(Williamson,	2010, 
p.	17).

Technique	(Theme):	Engaging	others

• Positive role of family prior to conversation
•	 Positive	role	of	others	(health	staff,	managers)	prior	to	

conversation
• Positive involvement of family during conversation
•	 Positive	involvement	of	others	(care	staff,	care	managers,	

researchers, other residents) during conversation
• Use of dementia advisory group/patient and public 

involvement

‘One [participant] did not say any words during the first interview. Prescription 
development included chart review for any clues to his communication abilities, 
consultation with the staff about demographic information, and likes and dislikes’ 
(Acton	et	al.,	2007, p. 42).

‘Family members approved all symbols and often provided photographs or other 
materials for the 2D and 3D symbols’	(Fried-	Oken	et	al.,	2012, p. 222).

‘We could use it [Talking Mats] with the grandchildren, like a game but one that I can 
play too’.	(Murphy	et	al.,	2010, p. 23).

‘…unhappy to be left alone with the researcher who stopped the interview after 
one topic. The remaining three Talking Mats topics (and the two conversation 
interviews) were conducted with her family present to reassure her’	(Murphy	
et al., 2007a, p. 29).

‘The researchers selected photographs from Google Images™ and validated the 
stimuli by interviewing a panel of five older adults (3 females; 2 males), residing in 
an assisted living community’	(Burshnic	&	Bourgeois,	2022,	p.	652).
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3.5.5  |  Facilitation	skills

The skills considered important for facilitating research communi-
cation	included	the	ability	to	demonstrate	empathy	(Godwin,	2014) 
and	 support	 dignity	 (Murphy,	 Gray,	 et	 al.,	 2010). Researchers 
need	to	observe	carefully	(Godwin,	2014),	recognise	participants'	
characteristics and behaviour, identify and interpret both verbal 
(Fried-	Oken	 et	 al.,	 2012; Murphy et al., 2007a)	 and	 non-	verbal	
(Burshnic	&	Bourgeois,	2022;	Godwin,	2014; Murphy et al., 2007a; 
Murphy,	Gray,	 et	 al.,	2010) communications and adapt the inter-
view accordingly.

While verbal recordings of interviews allow for detailed inter-
pretation,	analysis	and	validation	of	conversation	outcomes	(Acton	
et al., 2007; Burshnic & Bourgeois, 2022;	Fried-	Oken	et	al.,	2012; 
Murphy et al., 2007a;	Murphy,	Gray,	et	al.,	2010; Williamson, 2010), 
the use of video recordings provides added benefits by allowing 
identification	 and	 analysis	 of	 non-	verbal	 communication	 (Acton	
et al., 2007;	Fried-	Oken	et	al.,	2012; Murphy et al., 2007a; Murphy 
et al., 2010),	but	must	be	used	non-	invasively.

4  |  DISCUSSION

To our knowledge this is the first review exploring tools, methods 
and	techniques	used	to	support	inclusion	of	people	with	moderate-	
to-	severe	 dementia	 in	 research	 by	 eliciting	 their	 views,	 perspec-
tives and preferences. This review identified several tools: Talking 
Mats,	 AAC	 Flexiboard,	 a	 preference	 sorting	 template	 with	 cap-
tioned generic photographs, development of personalised com-
munication strategies and a consultation ballot. Thematic synthesis 
identified	 a	 set	 of	 five	 skills	 and	 techniques	 employed	 in	 the	 re-
search to support the use of the specific tools and which research-
ers can draw upon in planning and conducting research interviews: 
ensuring	conversations	are	individual	and	person-	centred,	manag-
ing external influences, engaging others, creating structure and 
facilitation skills.

Research	 including	 people	with	moderate-	to-	severe	 dementia	
has tended to concentrate on communication practices that stim-
ulate general conversation, increase engagement and social inter-
action	(Swan	et	al.,	2018). This review goes beyond this to identify 

Themes Examples of supporting statements

Technique	(Theme):	Creating	a	structure	to	the	conversation

• Conversation including based around topics or themes
• Structured conversation including reconfirmation, order by 

complexity

‘…a greeting, introduction to the topic, introduction to the	[Augmentative	and	
Alternative	Communication]	device (if present), posing of questions and 
comments to prompt conversation about the selected topic, and closing 
grammar’	(Fried-	Oken	et	al.,	2012, p. 223).

‘Talking Mats framework allowed them time and space to have their say, and helped 
to organise and structure their conversation with the person with dementia for 
whom they cared’	(Murphy	et	al.,	2010,	p.	38).

‘At the start of each interview, the researcher read from a script to ensure 
administration fidelity. The script informed residents of the purpose and 
procedures of the interview’	(Burshnic	&	Bourgeois,	2022,	p.	652).

Technique	(Theme):	Facilitating	the	conversation

•	 Acknowledging	participant	characteristics
•	 Audio	and	voice	recording
• Communication styles
•	 Experience	and	confidence	is	required
• Importance of providing time
•	 Need	for	innovative	approaches
•	 Non-	verbal	communication
• Reminiscence
• Role of observation
• Use of empathy
• Verbal cues of communication

‘I think it would be nice if people gave you the courtesy of time to finish what you are 
trying to say… so communicating I think it is very important but [I] think it is nice 
if people give the benefit’	(Williamson,	2010, p. 20).

‘care assistants involved in the research and I would use observation of body 
language to supplement our interpretation of any speech’	(Godwin,	2014, p. 
106).

‘Using visual aids, observation, activity, and non- verbal communication achieved 
higher than expected participation’	(Godwin,	2014, p. 115).

‘Interviews were audio recorded with a digital recording device (Olympus WS- 852) 
to collect data on what residents said in response to preference questions’ 
(Burshnic	&	Bourgeois,	2022,	p.	651).

‘When assessing understanding, it is important to take into account both verbal 
(speech and other vocalisations) and nonverbal (eye contact, gesture, facial 
expression and body posture) responses’	(Murphy	et	al.,	2007a, p. 31).

‘Talking Mats clearly encouraged the participants with dementia to engage more in 
the discussions about managing daily living. This was demonstrated by changes in 
body language and the level of interaction with family carers and the researcher’ 
(Murphy	et	al.,	2010,	p.	28).

‘If the resident acknowledged the preference (e.g. “I enjoy that.”), but did not 
provide a rating, the researcher inquired further (e.g. “Is it very, somewhat 
or not important?”) while pointing to the list or sorting mat’	(Burshnic	&	
Bourgeois, 2022,	p.	653).

TA B L E  4 (Continued)
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tools,	methods	 and	 techniques	 that	 could	be	utilised	 to	 elicit	 the	
views,	 perspectives	 and	 preferences	 of	 people	 with	 moderate-	
to-	severe	dementia	 in	 research	studies.	The	 tools	 identified	were	
mostly based on using pictures and symbols, often accompanied 
by	textual	captions	or	labels,	to	augment	communication	(Burshnic	
& Bourgeois, 2022;	Godwin,	2014; Murphy et al., 2007a; Murphy, 
Gray,	 et	 al.,	 2010; Murphy & Oliver, 2013; Oliver et al., 2010; 
Williamson, 2010). Images can be effective external memory 
aids	 (Phillipson	 &	 Hammond,	 2018) and, with care, can convey 
complex	concepts	 such	as	quality	of	 life	 and	elicit	personal	opin-
ions	(Bilodeau	et	al.,	2019; Collins et al., 2022; Williamson, 2010). 
However, pictures and symbols need to be clear and free from 
confusion or misinterpretation and should not appear childish 
(Collins	et	al.,	2022;	Mackenzie	et	al.,	2011). One way to address 
some of these challenges is to use, where available, suitable per-
sonal	pictures,	photographs	or	objects	 (Bayles	&	Tomoeda,	2014; 
Fried-	Oken	 et	 al.,	2012),	 which	may	 require	 less	 cognitive	 effort	
(Brandão	et	al.,	2014; McKelvey et al., 2010). Indeed, Burshnic and 
Bourgeois	(2022) suggested that personally relevant images would 
have	 encouraged	 more	 in-	depth	 conversations	 than	 the	 generic	
photographs used in their study. However, it may be difficult to ob-
tain suitable personal pictures or objects, and this might not always 
be feasible in a research context.

The	picture-	based	Talking	Mats	and	AAC	Flexiboard	tools	were	
considered	effective,	but	with	 limitations	 (Fried-	Oken	et	al.,	2012; 
Murphy et al., 2007a;	 Murphy,	 Gray,	 et	 al.,	 2010; Murphy & 
Oliver, 2013).	 They	 may	 not	 be	 appropriate	 for	 some	 (Macer	
et al., 2009; McKillop & Wilkinson, 2004) and effectiveness for peo-
ple	with	more	severe	dementia	remains	unclear	(Collins	et	al.,	2022). 
It	could	be	argued	that	if	people	with	moderate-	to-	severe	dementia	
need to be trained to use these tools, a simpler tool should be de-
signed. Development of personalised communication strategies to 
use	 in	 interviews	appears	promising	 (Acton	et	al.,	2007) but more 
evidence is needed regarding effectiveness. It is important to ac-
knowledge	the	resources	required	to	adopt	these	kinds	of	methods	
in research studies, and the challenges of gathering information from 
samples large enough to yield reliable data.

While the review demonstrates that various tools, methods and 
techniques,	often	including	the	use	of	pictures	and	symbols,	can	be	
used to facilitate and stimulate conversations in research interviews, 
the	evidence-	base	is	limited.	It	does	not	provide	strong	evidence	for	
any of the specific tools reviewed, and nor does it provide a basis 
for recommending any one tool. Each tool has advantages and dis-
advantages, and its suitability in any given situation may depend on 
several factors, including the abilities of the participants, capability 
and training of the researchers and cost.

Alongside	 reviewing	 specific	 tools,	 we	 have	 drawn	 together	
knowledge	about	 the	 skills	 and	 techniques	 that	 can	be	useful	 for	
facilitating	 communication	 with	 people	 who	 have	 moderate-	to-	
severe dementia, and these may also be relevant for other groups 
of people where effective communication presents challenges. 
This offers useful guidance for researchers and practitioners which 

is supported by evidence from other sources. First, taking time 
to get to know the person, build rapport and set up as much of 
a	 two-	way	exchange	as	possible	 is	 essential	 (Alsawy	et	 al.,	2020; 
Brooker & Latham, 2015; Clare et al., 2008b; Collins et al., 2022; 
Williams et al., 2020). Second, researchers must acknowledge and 
avoid assumptions and manage any possible influences that could 
have a negative effect on communication. Researchers may need 
to	overcome	negative	expectations	held	by	others	 in	the	person's	
environment who may not understand the potential for participa-
tion and who may assume the person is unable to contribute and 
feel they are protecting the person from something that is too chal-
lenging. Third, enabling positive relationships between the partic-
ipant	and	others	can	facilitate	conversations	 (Alsawy	et	al.,	2017; 
Wray, 2020).	People	with	moderate-	to-	severe	dementia	may	appre-
ciate the guidance and security others provide, as long as this does 
not	 limit	 the	person's	 ability	 to	offer	 views	 and	opinions	 (Alsawy	
et al., 2020). Fourth, having a structure, particularly using themes 
based on topics familiar to the person with dementia at the present 
time,	helps	facilitate	and	focus	the	research	interview	(Wray,	2020). 
Finally,	researchers	need	to	acquire	and	employ	facilitation	skills	to	
aid	conversation	flow,	respond	appropriately	to	participants'	needs	
and wishes, allow sufficient time for participants to respond and 
have the understanding and confidence to delay or terminate the 
interview. Skills in understanding and interpreting both verbal and 
non-	verbal	communications	are	vital.	Evidence	from	sources	outside	
this review suggests that without sufficient proficiency, communi-
cation attempts can be misinterpreted as murmurings or ramblings, 
and	non-	verbal	cues	may	be	missed,	and	hence	care	should	be	taken	
to	avoid	these	pitfalls	(Clare	et	al.,	2012;	Clare,	Quinn	et	al.,	2014; 
Hughes, 2013;	Quinn	et	al.,	2014; Round et al., 2014).

While researchers may face challenges in recruiting people with 
moderate-	to-	severe	dementia,	securing	informed	consent	and	find-
ing effective ways to elicit their views, the inclusion of people with 
moderate-	to-	severe	dementia	in	the	studies	covered	by	this	review	
demonstrates that it is feasible. With appropriate support, peo-
ple	with	moderate-	to-	severe	dementia	can	engage	 in	 the	research	
process	(Bilodeau	et	al.,	2019) and their opinions and views can be 
included	(Mann	&	Hung,	2019; Ries et al., 2017). Including their per-
spective in research will enrich understanding of their preferences 
and	needs	and	the	resulting	evidence	will	better	equip	carers,	prac-
titioners and service providers to meet these needs, with potential 
to	enhance	well-	being	and	quality	of	life.

4.1  |  Limitations

This review has some limitations. One important consideration is the 
difficulty of determining from study reports a clear understanding of 
the stage or severity of dementia among the participants. Dementia 
stage and severity were reported in various ways and sometimes in 
the form of subjective evaluations. Therefore, it is not possible to 
precisely specify the cognitive ability of all participants. In addition, 
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some studies included a small number of people with mild dementia, 
presenting challenges for interpretation of results.

Because of our focus on tools that have been assessed for use 
with	people	who	have	moderate-	to-	severe	dementia,	we	may	have	
missed other tools that, while designed for people with mild or more 
severe	 dementia,	 could	 be	 suitable	 for	 people	 with	 moderate-	to-	
severe dementia, either in their current form or following adaptation. 
Some	communication	tools	designed	for	people	with	early-	stage	de-
mentia	may	be	suitable	for	people	with	moderate-	to-	severe	demen-
tia, but as their use with people with more severe dementia has not 
been reported, they were not included here.

We	did	not	exclude	studies	based	on	quality.	Study	quality	was	
generally only moderate, reflecting the exploratory nature and lim-
ited	scope	of	the	studies	and	the	small	sample	sizes.	Future	research	
using more rigorous designs may yield more robust evidence. There 
was only one study scoring slightly lower than the rest that fell into 
the	low	quality	range;	this	presented	a	distinct	approach	to	captur-
ing	 participants'	 perspectives	 rather	 than	 contributing	 to	 a	 wider	
evaluation of a given tool, and hence its retention did not affect the 
evaluation of other approaches.

5  |  CONCLUSIONS AND IMPLIC ATIONS

This review has examined currently available tools and methods 
for facilitating communication that could support the inclusion of 
people	 with	 moderate-	to-	severe	 dementia	 in	 research	 and	 ena-
bling them to contribute their opinions and views. We identified a 
small number of structured tools, mostly based on using pictures 
and symbols to augment communication, designed to facilitate and 
stimulate conversation during research interviews. The study de-
signs, tools and outcome measures were heterogeneous including 
variability	in	interview	content,	duration	and	frequency.	Combined	
with	 the	 variability	 in	 quality,	 limited	 sample	 sizes	 and	 limited	
confidence in statistical analysis of the studies, outcomes or con-
clusions, evidence was limited and there was no basis for recom-
mending	any	one	specific	 tool.	All	 the	 tools	have	some	potential	
utility, and researchers may select a specific approach based on 
the context, on the capabilities of researchers and participants, 
and on the resources available. Regardless of the specific com-
munication method used, it is vital to ensure that participation in 
research is tailored to individual capabilities and needs. We also 
identified	 a	 set	 of	 general	 skills	 and	 techniques	 that	 researchers	
can employ to support inclusion of this group in research, and that 
are also highly relevant for practitioners. By deploying these skills 
when	engaging	with	people	who	have	mild-	to-	moderate	dementia,	
researchers can promote engagement and ensure the experience 
of participation is positive.
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