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What is already known about this topic?

•	 Family caregiving for persons with dementia is associated with negative outcomes in bereavement.
•	 Negative outcomes are predicted by family caregivers’ preparedness for end-of-life.
•	 Preparedness is modifiable through strategies supporting a palliative approach.
•	 Existing questionnaires used to assess preparedness have limitations.

What this paper adds?

•	 Core concepts of preparedness for end-of-life included managing the situation, fulfilling obligations and adapting to loss.
•	 Indicators of preparedness included engaging in life review, reconciling with the person with dementia, knowing what 

the dying process may be like, communicating about goals and preferences with healthcare professionals and having 
affairs in order.

Caring ahead: Mixed methods development 
of a questionnaire to measure caregiver 
preparedness for end-of-life with dementia
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Abstract
Background: Family caregivers of persons with dementia often feel unprepared for end-of-life and preparedness predicts caregiver 
outcomes in bereavement. Existing questionnaires assessing preparedness have limitations. A multi-dimensional questionnaire 
assessing family caregiver preparedness for the end-of-life of persons with dementia is needed to identify caregivers at risk for 
negative outcomes in bereavement and evaluate the quality of strategies within a palliative approach.
Aim: To develop a multi-dimensional questionnaire titled ‘Caring Ahead’ to assess feelings of preparedness for end-of-life in family 
caregivers of persons with dementia.
Design: A mixed methods, sequential design employed semi-structured interviews, a Delphi-survey and pilot-testing of the 
questionnaire, June 2018 to July 2019.
Setting/population: Participants included five current and 16 bereaved family caregivers of persons with symptoms advanced 
dementia from long-term care homes in Ontario, Canada; and 12 professional experts from clinical and academic settings in Canada, 
Europe, United States.
Results: Interviews generated three core concepts and 114 indicators of preparedness sampling cognitive, affective and behavioural 
traits in four domains (i.e., medical, psychosocial, spiritual, practical). Indicators were translated and reduced to a pool of 73 potential 
questionnaire items. 30-items were selected to create the ‘Caring Ahead’ preparedness questionnaire through a Delphi-survey. Items 
were revised through a pilot-test with cognitive interviewing.
Conclusions: Family caregivers’ feelings of preparedness for end-of-life need to be assessed and the quality of strategies within a palliative 
approach evaluated. Future psychometric testing of the Caring Ahead questionnaire will evaluate evidence for validity and reliability.
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Implications for practice and research

•	 Further research is needed to evaluate psychometrics of the Caring Ahead questionnaire.
•	 Healthcare professionals should assess preparedness to identify caregivers of persons with advanced dementia in need 

of support.
•	 Researchers should design/evaluate interventions to address preparedness core concepts and indicators.

Introduction
Family caregivers of persons with dementia can experi-
ence unique challenges and barriers to accessing care that 
impact their well-being into bereavement.1–3 New demen-
tia and palliative care frameworks aim to address inequi-
ties by promoting the early introduction of a palliative 
approach.4–7 Approximately half of deaths of persons with 
dementia occur in long-term care institutions making 
long-term care the ideal location to introduce a palliative 
approach.7,8

A palliative approach focuses on providing holistic 
care to promote quality-of-life and prepare persons 
with life-limiting illnesses and their families for end-of-
life.9 Guidelines for dementia care often negate aspects 
of care essential to a palliative approach such as end-
of-life management, grief/loss and spiritual care.10,11 
Up to 50% of family caregivers report feeling unpre-
pared for end-of-life and death preparedness predicts 
well-being in bereavement.12–17 Caregiver death pre-
paredness (i.e., readiness for death) can be modified 
through strategies supporting a palliative approach.13–17 
However, outcome measures used to evaluate strate-
gies within a palliative approach are often limited to 
the documentation of resuscitation status.11,18,19 
Assessing preparedness rather, could provide a holistic, 
outcome measure to evaluate the effectiveness of 
strategies.

Caregiver death preparedness is a multi-dimensional, 
dynamic construct that has been defined as a ‘self-per-
ceived cognitive, affective and behavioural quality or 
state to maintain self-efficacy and control in the face of 
loss and death’ (p. 4).20 The Theoretical Framework of 
Preparedness for End-of-Life21 and the Caregiver 
Preparedness for End-of-Life with Dementia model20 
describe preparedness as having medical, psychosocial, 
spiritual and practical domains with underlying cogni-
tive, affective and behavioural traits (see Figure 1). 
Preparedness has been linked to end-of-life conversa-
tions, which supports the assessment of preparedness 
as a holistic outcome measure for strategies supporting 
a palliative approach.20–24

Despite the complexity of preparedness, the con-
struct is often assessed with a single-item or a generic 
questionnaire such as the Preparedness for Caregiving 
Scale.25,26 This is problematic because single-items are 
unidimensional, require abstract-thinking and are 

occasion-specific.27–29 Generic questionnaires are also 
less responsive to detecting change over time than con-
dition-specific questionnaires and do not assess specific 
content and concerns, which reduces face and content 
validity.26–30 In contrast, multi-item, condition-specific 
questionnaires investigate dimensionality, explore vari-
ance in core concepts and individual items and avoid 
occasion-specific effects.27–30 Hence, a multi-item, condi-
tion-specific questionnaire is needed to assess caregiver 
preparedness for end-of-life of persons with dementia 
and act as an outcome measure for strategies supporting 
a palliative approach.

Methods

Aims
In this study we aimed to develop a multi-dimensional 
questionnaire to assess caregiver preparedness for the 
end-of-life of persons with dementia.

Design
This sequential mixed methods study was guided by  
the Instrument Development and Construct Validation 
framework.31 We used three phases (qualitative →  
QUANTITATIVE) to: (1) generate questionnaire items; (2) 
select questionnaire items and (3) evaluate questionnaire 
face validity and response process (Figure 2). The protocol 
was approved by the Hamilton Integrated Research Ethics 
Board (#4503).

Phase 1
Design. A qualitative, interpretive descriptive approach 
was first used to explore core concepts of preparedness 
beyond the surface, identify behavioural indicators and 
generate questionnaire items in summer, 2018.31–35

Population/setting. Purposive and maximum variation 
sampling were used to recruit 16 bereaved caregivers for 
interviews from six long-term care homes in Ontario, 
Canada.32 To minimise researcher intrusion and partici-
pant distress, participants were recruited with the aid of 
partners (e.g., long-term care Director) who acted as 
gatekeepers and asked participants for permission to 
share their contact information with us.36,37 Participants 



770	 Palliative Medicine 35(4)

Figure 1. ‘Caregiver preparedness for end-of-life with dementia’ model.
Source: Reprinted with permission from Durepos et al.20

Loss and Transition

Antecedents Preparedness Attributes: 
Domains and Traits

Consequences

1.	� Living with Grief and 
Burden;

2.	 Illness-related event;

3.	� Advance Care Planning 
& End-of-Life commu-
nication with Care 
Providers;

4.	� Uncertainty about the 
Situation and the Future

1.	 Medical: 
Knowing and recognizing signs of 
decline and dementia, and what 
dying looks like

2.	 Psychosocial: 
Understanding emotions and grief 
responses; 

3.	 Accessing and appraising supports 
and relationships to manage, plan 
and provide care around death

4.	 Practical: 
Organizing legal, financial and 
household affairs and completing 
tasks in advance

5.	 Spiritual: 
Accepting that losses are inevitable 
and imminent
Reflecting on caregiving and finding 
meaning, ‘a silver-lining’
Reconciling, renewing and closing a 
relationship 
Completing the family member’s 
life.

6.	 Cognitive: 
Information and support-seeking, 
problem-based coping

7.	 Affective: 
Emotional-regulation, reframing, 
avoidance/acceptance, emotion-
based coping

8.	 Behavioural: 
Active task completion and          
planning, problem-based coping

1.	 Mental Health and Well-being 
after Death; 

2.	 Adaptation and Adjustment in 
Bereavement;

3.	 Satisfaction with End-of-Life 
care and Quality of Dying for 
the person with dementia

were English-speaking, primarily female (57%), bereaved 
(10 months on average), adult-child caregivers (70%) 
who had cared for a person with dementia living in long-
term care. Participants described persons with dementia 
as having symptoms of late-stage dementia prior to 
death (e.g., difficulty swallowing, frequent infections, 
immobility, incontinence, limited verbalisation and facial 
recognition).1

Data collection. A semi-structured interview guide with 
questions organised around preparedness domains (i.e., 
medical, psychosocial, spiritual, practical preparations) 
was used to conduct in-person or telephone interviews.20,21 

Participants were asked to describe events, activities and 
feelings of preparedness which occurred during the last 
year of the person’s life. Informed, written consent was 
obtained and participants were provided with a list of sup-
portive resources.35–37 Interviews were audio-recorded, 
transcribed and proofed.

Analysis. We followed Braun and Clarke’s (2014) pro-
cess for reflexive thematic analysis. We used an itera-
tive, inductive, data-driven approach to: (1) organise 
the data with surface-level codes; (2) identify behav-
iours perceived as facilitating and indicating caregiver 
preparedness during the year prior to death; (3) search 
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for, define and agree upon overarching themes that 
represented core concepts of preparedness.34 Authors 
independently analysed three transcripts and met 
together to agree upon codes and themes. PD then 
analysed the remaining transcripts extracting partici-
pant quotes as evidence and met frequently with the 
authors to ensure the findings were data-driven.34,35 
We then translated the behavioural indicators and 
facilitators into potential questionnaire items sampling 
preparedness core concepts, domains, and traits based 
on participants’ direct-quotes.20,21,30–32

Phase 2
Design. A cross-sectional Delphi-survey was next com-
pleted to generate consensus and select/revise items for 
the questionnaire in winter, 2019.38,39

Population/setting. Purposive, convenience and maximum 
variation sampling was used to recruit seventeen panelists 
(including five caregivers and 12 professional experts) via 
email to participate in the Delphi-survey. Caregiver panelists 
included participants from Phase 1 who had requested fur-
ther participation and volunteers within the Alzheimer Soci-
ety or Canadian Frailty Network known to the authors 
(response rate 63%). Professional expert panelists were 
reputable academics or clinicians in the field of dementia, 
caregiving and palliative care contacted via publicly availa-
ble emails (response rate 55%).30 A sample of 15–20 partici-
pants has been described as adequate for a Delphi-survey 
and no panelist attrition occurred between rounds.38,39 Car-
egiver panelists were English-speaking, 59 years old on aver-
age, 60% were female, 80% were adult-children of a person 
with dementia, and 60% were bereaved. Expert panelists 
had an average of 20 years of experience (see Table 1).

QUALITATIVE STRAND
July-September 2018

QUANTITATIVE STRAND
February-March 2019

June 2019

Phase 1: Generate questionnaire items
� Qualitative Interpretive design with reflexive thematic analysis
� Semi-structured interviews with 16 bereaved caregivers
� 3 preparedness core concepts and 114 behavioural indicators identified
� Indicators and quotes translated into questionnaire items sampling

preparedness domains, traits, core concepts
� Evidence for face and content validity
� Questionnaire item pool reduced to 73 for the Delphi-survey

Phase 2: Select items
� Delphi-survey with 2-Iterative rounds 
� Online-format with 1 panel of 12 experts; 1 panel of 5 caregivers
� Content Validation Matrix of 24 items selected in the Delphi-survey
� Additional 6 items which met partial selection criteria retained by the 

authors to fill conceptual gaps identified in the Content Validation Matrix
� 30-item questionnaire developed with evidence for face and content 

validity

Phase 3: Evaluate face validity and response process
� Pilot-test and cognitive interview
� Face-to-face questionnaire administration with 3 current caregivers 
� Evidence for face validity, response process and acceptability
� Questionnaire items revised
� Final pen-paper 30-item Caring Ahead questionnaire produced

Figure 2. Mixed methods design: exploratory, sequential quantitative dominant status, instrument-variant design 
(qualitative → QUANTITATIVE).
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Data collection. The survey was piloted with one car-
egiver, one expert nurse researcher and two graduate stu-
dents.38,39 We used LimeSurvey, a secure online survey 
platform to administer the survey with implied consent.40 
In Round 1, panelists rated the importance of items using 
a 7-point Likert scale with anchors (1 = Strongly Disagree, 
7 = Strongly Agree) and suggested changes to item word-
ing.38,39 In Round 2, panelists were provided with the item 
Content Validation Index (CVI), of each panel’s (i.e., expert 
and caregiver) median scores and the original wording of 
revised items. Panelists then provided a dichotomous rat-
ing (rate 0/1) to ‘accept or reject’ items selected based on 
consensus in Round 1 and re-rated items (from 1 to 7) that 
had met partial criteria for consensus. The survey was 
stopped after Round 2 when the item pool was 
reduced.30,38,39

Analysis. Criteria for item selection consensus was 
defined as: CVI ⩾ 0.8 and a median score of ⩾6 from both 
panels. Consensus from both panels equally values per-
spectives and using multiple selection criteria efficiently 
reduces items.38,39 Content analysis of panelist comments 
guided item revision and exclusion.31 Upon completion of 
the Delphi-survey, a draft questionnaire comprised of the 
selected items was compared to a Content Validation 

Matrix to ensure that the questionnaire adequately sam-
pled three core concepts, four domains and four traits of 
preparedness.20,21,30,31,38

Phase 3
Design. A cross-sectional pilot-test and cognitive inter-
view with the developed questionnaire was conducted to 
explore face validity and response process in spring, 
2019.30,31,41,42

Population/setting. Purposive and criterion sampling and 
advertising flyers were used to recruit three current car-
egivers from three long-term care homes in Ontario.30 
Participants were female, between 35 and 68 years old 
and included one spouse and two adult-children. Persons 
with dementia were living in long-term care and were 
described as having symptoms of advanced dementia.1

Data collection and analysis. Participants provided 
informed, written consent for the in-person questionnaire 
pilot-test and cognitive interview. Cognitive interviewing 
is a process whereby participants: complete a question-
naire with an interviewer; explain their interpretation of 
questions (i.e., response process) by ‘thinking-aloud’ and 
make suggestions to increase items’ face validity.30,31,41,42 
A semi-structured interview guide with questions such as, 
‘what does this statement mean to you?’ was followed 
and field notes were recorded to document participants’ 
interpretations and suggestions. Field notes were ana-
lysed through content analysis to categorise and compare 
recommendations.41

Results

Phase 1 Findings
Three core concepts of preparedness emerged from inter-
views with bereaved caregiver participants including: (1) 
managing the situation to meet the needs of the person 
with dementia, (2) fulfilling obligations to meet the moral 
and legal needs of society and (3) adapting to loss to meet 
the emotional needs of the caregiver. One hundred and 
fourteen behaviours perceived as indicating and facilitat-
ing preparedness such as planning, organising, knowing, 
coping and accepting were identified and translated into a 
pool of questionnaire items sampling perceived core con-
cepts, domains and traits of preparedness.20,21 Through 
discussions with one caregiver and one expert (nurse 
researcher in dementia/caregiving) the pool of items was 
subsequently reduced to 73 for the Delphi-survey (see 
Table 2). The ‘psychosocial’ domain label was replaced 
with ‘relationships and personal’ to reduce jargon.30 Items 
were organised according to one primary domain to 
reduce respondents’ cognitive workload and less sensitive 

Table 1. Phase 2 Delphi-survey panelists.

Caregiver panel (n = 5) Mean (SD) N (%)

Age (years) 58.8 (11.2)  
Gender identity Female 3 (60)

Male 2 (40)
Relationship Spouse 1 (20)

Adult child 2 (40)
Adult child in-law 2 (40)

Caregiver status Bereaved 3 (60)
Current 2 (40)

Expert panel (n = 12) Mean (SD) N (%)

Age (years) 49.8 (13.7)  
Gender identity Female 10 (83)

Male 2 (17)
Years of experience 20.2 (12.6)  
Discipline Medicine 2 (17)

Nursing 2 (17)
Psychology 2 (17)
Health research 1 (7)
Social work 2 (17)
Spiritual care 2 (17)
Law 1 (7)

Setting Clinical/community 6 (50)
Academic/research 6 (50)

Country Canada 8 (67)
Europe 1 (8)
USA 3 (25)



Durepos et al.	 773

Ta
bl

e 
2.

 P
ha

se
 1

 fi
nd

in
gs

: P
re

pa
re

dn
es

s i
nd

ic
at

or
s,

 q
uo

te
s a

nd
 p

ot
en

tia
l q

ue
st

io
nn

ai
re

 it
em

s (
n 

= 
73

) s
am

pl
in

g 
pr

ep
ar

ed
ne

ss
 d

om
ai

ns
, t

ra
its

 a
nd

 c
or

e 
co

nc
ep

ts
.

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

M
ed

ic
al

Q
1

In
fo

rm
at

io
n-

se
ek

in
g 

on
 

de
m

en
tia

‘W
e 

w
or

ke
d 

re
al

ly
 h

ar
d 

to
 e

du
ca

te
 o

ur
se

lv
es

 a
bo

ut
 w

ha
t 

w
as

 c
om

in
g 

do
w

n 
th

e 
pi

pe
’

I l
oo

k 
fo

r i
nf

or
m

at
io

n 
to

 u
nd

er
st

an
d 

de
m

en
tia

 in
 th

e 
la

te
r s

ta
ge

s
Be

h
Co

nt
ro

l

Q
2

Kn
ow

in
g 

th
e 

tr
aj

ec
to

ry
 

of
 d

em
en

tia
‘I 

kn
ew

 th
e 

pr
og

re
ss

io
n 

of
 th

e 
di

se
as

e.
 . 

.s
he

 st
op

pe
d 

sw
al

lo
w

in
g’

I f
ee

l c
on

fid
en

t I
 k

no
w

 w
ha

t c
ha

ng
es

 to
 e

xp
ec

t i
n 

th
e 

fu
tu

re
 

as
 m

y 
fa

m
ily

 m
em

be
r’s

 d
em

en
tia

 a
dv

an
ce

s,
 fo

r e
xa

m
pl

e:
 

pn
eu

m
on

ia
, i

nf
ec

tio
ns

, i
nc

re
as

ed
 b

eh
av

io
ur

s o
r d

iff
ic

ul
ty

 e
at

in
g

Co
g

Co
nt

ro
l

Q
3

Kn
ow

in
g 

th
at

 d
em

en
tia

 
is 

in
cu

ra
bl

e
‘It

 is
 p

ar
t o

f t
he

 a
cc

ep
ta

nc
e.

 T
he

re
 is

 n
o 

go
in

g 
ba

ck
, t

he
re

’s
 

no
 c

ur
e’

I u
nd

er
st

an
d 

th
at

 d
em

en
tia

 (i
nc

lu
di

ng
 A

lzh
ei

m
er

’s
) i

s a
 li

fe
-

th
re

at
en

in
g 

(fa
ta

l) 
co

nd
iti

on
 w

ith
 n

o 
cu

re
Co

g
Co

nt
ro

l

Q
4

Kn
ow

in
g 

w
ha

t d
ec

isi
on

s 
m

ay
 b

e 
ne

ed
ed

‘W
e 

w
ou

ld
 n

ot
 re

su
sc

ita
te

 h
er

 b
ec

au
se

 th
at

’s
 n

ot
 w

ha
t s

he
 

w
ou

ld
 w

an
t. 

Bu
t t

he
n 

w
e 

al
so

 d
id

n’
t w

an
t. 

. .
he

r i
n 

pa
in

 in
 

a 
nu

rs
in

g 
ho

m
e 

w
ith

 a
 U

rin
ar

y 
Tr

ac
t i

nf
ec

tio
n 

th
at

 c
ou

ld
 

be
 tr

ea
te

d 
w

ith
 IV

. S
o,

 w
e 

ne
ed

 to
 b

e 
co

ns
ul

te
d 

ea
ch

 ti
m

e 
so

m
et

hi
ng

 c
om

es
 u

p 
so

 w
e 

ca
n 

m
ak

e 
th

at
 d

ec
isi

on
’.

I u
nd

er
st

an
d 

tr
ea

tm
en

t d
ec

isi
on

s I
 m

ay
 n

ee
d 

to
 m

ak
e 

fo
r m

y 
fa

m
ily

 m
em

be
r, 

fo
r e

xa
m

pl
e:

 u
sin

g 
an

tib
io

tic
s,

 in
tr

av
en

ou
s (

IV
) 

flu
id

, t
ra

ns
fe

rr
in

g 
to

 h
os

pi
ta

l, 
tu

be
s f

or
 fe

ed
in

g 
or

 b
re

at
hi

ng

Co
g

Co
nt

ro
l

Q
5

Kn
ow

in
g 

ab
ou

t c
au

se
s 

of
 d

yi
ng

 w
ith

 d
em

en
tia

‘I 
ki

nd
 o

f k
ne

w
. .

 .t
ha

t P
ne

um
on

ia
 is

 a
 c

om
m

on
 th

in
g 

w
ith

 
th

e 
el

de
rly

’
I u

nd
er

st
an

d 
th

at
 d

yi
ng

 fr
om

 a
n 

in
fe

ct
io

n 
lik

e 
pn

eu
m

on
ia

, i
s a

 
na

tu
ra

l w
ay

 to
 d

ie
 fo

r a
 p

er
so

n 
w

ith
 d

em
en

tia
Co

g
Co

nt
ro

l

Q
6

U
nd

er
st

an
di

ng
 m

ed
ic

al
 

in
fo

rm
at

io
n 

pr
ov

id
ed

 
by

 st
af

f

‘T
he

 n
ur

se
s a

nd
 d

oc
to

rs
 w

er
e 

al
so

 v
er

y 
go

od
 a

t d
um

bi
ng

 
th

in
gs

 d
ow

n 
be

ca
us

e 
th

ey
 d

o 
it 

a 
lo

t’
Ca

re
 p

ro
vi

de
rs

 e
xp

la
in

 m
ed

ic
al

 in
fo

rm
at

io
n 

in
 a

 w
ay

 th
at

 I 
ca

n 
un

de
rs

ta
nd

, f
or

 e
xa

m
pl

e:
 p

rin
te

d 
pa

m
ph

le
ts

, f
ac

e 
to

 fa
ce

 
di

sc
us

sio
n

Co
g

Co
nt

ro
l

Q
7

Kn
ow

in
g 

ab
ou

t c
ur

re
nt

 
he

al
th

 st
at

us
‘[S

ta
ff]

 w
er

e 
ve

ry
 fo

rt
hr

ig
ht

 a
bo

ut
 w

ha
t w

as
 h

ap
pe

ni
ng

. .
 . 

an
d 

he
lp

ed
 to

 p
re

pa
re

 u
s e

ve
ry

 st
ep

 o
f t

he
 w

ay
’

I f
ee

l I
 u

nd
er

st
an

d 
m

y 
fa

m
ily

 m
em

be
r’s

 c
ur

re
nt

 st
at

e 
of

 h
ea

lth
, 

fo
r e

xa
m

pl
e:

 th
ei

r s
ta

ge
 o

f d
em

en
tia

Co
g

Co
nt

ro
l

Q
8

Re
co

gn
isi

ng
 d

ec
lin

e
‘I 

sa
w

 th
at

 th
e 

w
ee

k 
or

 tw
o 

be
fo

re
 th

at
 sh

e 
w

as
 e

at
in

g 
le

ss
 

an
d 

le
ss

 a
nd

 h
av

in
g 

a 
ha

rd
er

 ti
m

e 
sw

al
lo

w
in

g.
 . 

.I 
w

as
 so

rt
 

of
 p

re
pa

re
d 

an
d 

kn
ew

 w
ha

t w
as

 g
oi

ng
 to

 h
ap

pe
n’

I r
ec

og
ni

se
 d

ec
lin

e 
in

 m
y 

fa
m

ily
 m

em
be

r’s
 h

ea
lth

, f
or

 e
xa

m
pl

e:
 

ea
tin

g 
le

ss
, l

es
s s

oc
ia

l, 
be

ha
vi

ou
r c

ha
ng

es
 (m

or
e 

or
 le

ss
)

Af
f

Co
nt

ro
l

Q
9

Kn
ow

in
g 

th
e 

pe
rs

on
 

w
ith

 d
em

en
tia

’s
 g

oa
ls

‘K
no

w
 w

ha
t y

ou
r l

ov
ed

 o
ne

s w
ish

es
 a

re
. .

 .’
I f

ee
l c

on
fid

en
t I

 k
no

w
 w

ha
t m

y 
fa

m
ily

 m
em

be
r w

ou
ld

 c
ho

os
e 

fo
r c

ar
e 

if 
th

ey
 c

ou
ld

, f
or

 e
xa

m
pl

e:
 to

 fo
cu

s o
n 

le
ng

th
en

in
g 

lif
e,

 
co

m
fo

rt
/q

ua
lit

y 
of

 li
fe

, o
r a

 c
om

bi
na

tio
n 

of
 b

ot
h

Co
g

O
bl

ig

Q
10

Di
sc

us
sin

g 
go

al
s w

ith
 

st
af

f
‘[S

ta
ff]

 w
er

e 
go

od
 a

t a
sk

in
g 

us
 w

ha
t w

e 
w

an
te

d 
an

d 
gu

id
in

g 
us

 to
 b

e 
re

al
ist

ic
. .

 .r
ig

ht
 fr

om
 th

e 
be

gi
nn

in
g’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
m

y 
fa

m
ily

 m
em

be
r’s

 
w

ish
es

 a
nd

 g
oa

ls 
fo

r t
he

 e
nd

-o
f-l

ife
, f

or
 e

xa
m

pl
e:

 to
 fo

cu
s o

n 
le

ng
th

en
in

g 
lif

e,
 c

om
fo

rt
/q

ua
lit

y 
of

 li
fe

, o
r a

 c
om

bi
na

tio
n 

of
 

bo
th

Be
h

Co
nt

ro
l

Q
11

Di
sc

us
sin

g 
go

al
s w

ith
 

fa
m

ily
‘It

 w
as

 a
 fa

m
ily

 d
ec

isi
on

. .
 .w

e 
de

ci
de

d 
w

e 
w

ill
 tr

ea
t h

im
 

w
ith

 w
ha

te
ve

r h
ap

pe
ns

 in
 th

e 
ho

m
e’

M
y 

fa
m

ily
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
po

ss
ib

le
 tr

ea
tm

en
ts

 o
r g

oa
ls 

fo
r 

ou
r f

am
ily

 m
em

be
r w

ith
 d

em
en

tia
, f

or
 e

xa
m

pl
e:

 p
ro

lo
ng

in
g 

lif
e,

 
tr

an
sf

er
rin

g 
to

 h
os

pi
ta

l, 
fo

cu
sin

g 
on

 q
ua

lit
y 

of
 li

fe
, d

yi
ng

 in
 th

e 
ca

re
 fa

ci
lit

y

Be
h

Co
nt

ro
l

Q
12

Di
sc

us
sin

g 
ca

re
 

pr
ef

er
en

ce
s w

ith
 st

af
f

‘T
he

 h
ea

d 
nu

rs
e 

to
ld

 m
e 

th
at

 u
nl

es
s I

 w
an

te
d 

hi
m

 to
 g

o 
to

 
ho

sp
ita

l t
he

re
 w

as
 n

ot
hi

ng
 th

ey
 c

ou
ld

 d
o 

an
d 

th
at

 if
 h

e 
w

en
t 

to
 h

os
pi

ta
l, 

th
ey

 w
ou

ld
 st

ar
t a

ll 
ki

nd
s o

f i
nt

er
ve

nt
io

ns
, w

hi
ch

 
sh

e 
di

dn
’t 

re
co

m
m

en
d’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
pr

ef
er

en
ce

s a
ro

un
d 

ho
sp

ita
l 

tr
an

sf
er

 fo
r t

re
at

m
en

ts
 if

 is
su

es
 a

ris
e

Be
h

Co
nt

ro
l

 (C
on

tin
ue

d)



774	 Palliative Medicine 35(4)

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

Q
13

Pl
an

ni
ng

 c
ar

e 
to

 m
ee

t 
ne

ed
s w

ith
 st

af
f

‘I 
kn

ew
 w

e 
w

ou
ld

n’
t l

et
 h

im
 b

e 
un

co
m

fo
rt

ab
le

. .
 .’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
a 

pl
an

 fo
r k

ee
pi

ng
 m

y 
fa

m
ily

 
m

em
be

r c
om

fo
rt

ab
le

 in
 h

is/
he

r l
as

t h
ou

rs
, f

or
 e

xa
m

pl
e:

 tr
ea

tin
g 

pa
in

 o
r r

es
tle

ss
ne

ss

Be
h

Co
nt

ro
l

Q
14

Kn
ow

in
g 

th
e 

pr
og

no
sis

‘H
e 

sa
id

, ‘
it 

so
un

ds
 li

ke
 h

e 
is 

pa
lli

at
iv

e’
 a

nd
 it

 w
as

 ju
st

 
re

as
su

rin
g 

to
 h

ea
r t

ha
t’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
ho

w
 lo

ng
 m

y 
fa

m
ily

 
m

em
be

r m
ay

 li
ve

Co
g

Co
nt

ro
l

Q
15

Di
sc

us
sin

g 
co

m
m

un
ic

at
io

n 
pr

ef
er

en
ce

s

‘W
he

ne
ve

r t
he

re
 w

as
 a

ny
 c

ha
ng

e.
 . 

.w
e 

w
er

e 
no

tif
ie

d 
of

 
th

at
. .

 .I
 li

ke
d 

th
at

’
Ca

re
 p

ro
vi

de
rs

 a
nd

 I 
ha

ve
 d

isc
us

se
d 

ho
w

 I 
sh

ou
ld

 b
e 

no
tif

ie
d 

if 
m

y 
fa

m
ily

 m
em

be
r i

s d
yi

ng
, f

or
 e

xa
m

pl
e:

 c
al

l a
ny

tim
e,

 c
al

l o
nl

y 
du

rin
g 

th
e 

da
y

Be
h

Co
nt

ro
l

Q
16

Co
nf

id
en

t i
n 

sk
ill

s t
o 

pr
ov

id
e 

ca
re

‘I 
in

tu
iti

ve
ly

 k
no

w
 w

ha
t p

eo
pl

e 
w

ith
 d

em
en

tia
 n

ee
d.

 . 
.I 

m
ov

ed
 a

 b
ed

 in
to

 h
er

 ro
om

. I
 c

ha
ng

ed
 e

ve
ry

th
in

g 
ar

ou
nd

. 
I g

ot
 a

 la
ve

nd
er

 th
in

g.
 I 

pu
t c

la
ss

ic
al

 m
us

ic
 in

 th
er

e.
 I 

pu
t 

pi
ct

ur
es

 u
p 

th
at

 sh
e 

kn
ew

. I
 ju

st
 m

ad
e 

it 
as

 c
oz

y 
as

 I 
po

ss
ib

ly
 

co
ul

d’

I f
ee

l c
on

fid
en

t t
ha

t I
 c

an
 h

el
p 

ca
re

 fo
r m

y 
fa

m
ily

 m
em

be
r w

he
n 

th
ey

 a
re

 d
yi

ng
, i

n 
th

e 
w

ay
 th

at
 I 

w
ou

ld
 li

ke
Be

h
Co

nt
ro

l

Q
17

Kn
ow

in
g 

ab
ou

t t
he

 
dy

in
g 

pr
oc

es
s

‘P
eo

pl
e 

ne
ed

 to
 k

no
w

 w
ha

t t
o 

ex
pe

ct
. T

he
y’

re
 g

oi
ng

 to
 m

ak
e 

ra
sp

y 
br

ea
th

in
g 

so
un

ds
’

I u
nd

er
st

an
d 

th
e 

pr
oc

es
s o

f d
yi

ng
, f

or
 e

xa
m

pl
e:

 n
oi

sy
 'r

at
tli

ng
' 

br
ea

th
in

g,
 p

al
e 

/ c
oo

l s
ki

n,
 st

op
pi

ng
 e

at
in

g,
 re

st
le

ss
ne

ss
 o

r 
dr

ow
sin

es
s.

Co
g

Co
nt

ro
l

Q
18

Di
sc

us
sin

g 
de

at
h 

lo
ca

tio
n 

w
ith

 st
af

f
‘W

e.
 . 

.ta
lk

ed
 to

 th
e 

nu
rs

in
g 

ho
m

e 
ab

ou
t r

es
us

ci
ta

tio
n.

 . 
.If

 
w

e 
ha

d 
a 

pr
ef

er
en

ce
 it

 w
ou

ld
 h

av
e 

be
en

 to
 p

as
s a

w
ay

 in
 th

e 
nu

rs
in

g 
ho

m
e 

ve
rs

us
 a

 h
os

pi
ta

l s
et

tin
g’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
th

e 
lo

ca
tio

n 
w

he
re

 I 
w

ou
ld

 
lik

e 
m

y 
fa

m
ily

 m
em

be
r’s

 d
ea

th
 to

 o
cc

ur
Be

h
Co

nt
ro

l

Q
19

Di
sc

us
sin

g 
pr

ef
er

en
ce

s 
fo

r d
yi

ng
 (e

.g
., 

pa
in

 
m

an
ag

em
en

t)
 w

ith
 st

af
f

‘I 
di

d 
su

gg
es

t t
o 

[s
ta

ff]
 th

ey
 h

av
e 

a 
co

t o
r s

om
et

hi
ng

. .
 .i

f 
pe

op
le

 w
an

t t
o 

st
ay

. .
 .’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
m

y 
pr

ef
er

en
ce

s f
or

 w
he

n 
m

y 
fa

m
ily

 m
em

be
r i

s d
yi

ng
, f

or
 e

xa
m

pl
e:

 h
av

in
g 

a 
co

t i
n 

th
e 

ro
om

, h
av

in
g 

m
us

ic
, h

av
in

g 
a 

pr
iv

at
e 

ro
om

, n
ot

 w
an

tin
g 

th
em

 to
 

be
 a

lo
ne

, w
an

tin
g 

to
 b

e 
pr

es
en

t o
r n

ot

Be
h

Co
nt

ro
l

Q
20

Gl
ob

al
 m

ed
ic

al
 

pr
ep

ar
ed

ne
ss

O
ve

ra
ll,

 I 
fe

el
 p

re
pa

re
d 

fo
r m

ed
ic

al
 c

ha
ng

es
 w

hi
ch

 m
ig

ht
 o

cc
ur

 
w

he
n 

m
y 

fa
m

ily
 m

em
be

r i
s d

yi
ng

Gl
ob

al
Co

nt
ro

l

Re
la

tio
ns

hi
p/

pe
rs

on
al

 
Q

21
*L

im
ite

d 
su

pp
or

t f
ro

m
 

fa
m

ily
 fo

r c
ar

e
‘S

ur
ro

un
d 

yo
ur

se
lf 

w
ith

 su
pp

or
t. 

. .
W

he
n 

yo
u’

re
 a

lo
ne

 
yo

u’
re

 ju
st

 a
nx

io
us

. .
 .Y

ou
 d

on
’t 

kn
ow

 w
ha

t y
ou

r l
ov

ed
 o

ne
 

is 
go

in
g 

to
 n

ee
d’

I d
o 

no
t f

ee
l I

 w
ill

 re
ce

iv
e 

en
ou

gh
 su

pp
or

t f
ro

m
 fa

m
ily

 a
nd

 
fr

ie
nd

s a
ro

un
d 

m
y 

fa
m

ily
 m

em
be

r’s
 d

ea
th

, f
or

 e
xa

m
pl

e:
 m

ak
in

g 
de

ci
sio

ns
, p

ro
vi

di
ng

 h
an

ds
-o

n 
ca

re

Af
f

Ad
ap

t

 
*R

ev
er

se
 w

or
de

d 
ite

m
 

Q
22

*C
on

ce
rn

 fo
r c

on
fli

ct
s i

n 
ca

re
 w

ith
 fa

m
ily

/f
rie

nd
s

‘E
ve

ry
on

e 
ju

st
 k

in
d 

of
 sh

ie
d 

aw
ay

 fr
om

 th
e 

co
nf

lic
t. 

. .
Fa

m
ili

es
 n

ee
d 

to
 h

av
e 

so
m

e 
gu

id
an

ce
 in

 h
ow

 to
 h

av
e 

th
os

e 
di

ffi
cu

lt 
co

nv
er

sa
tio

ns
’

I e
xp

ec
t t

he
re

 w
ill

 b
e 

co
nf

lic
ts

 (i
.e

., 
di

sa
gr

ee
m

en
ts

) i
n 

m
y 

fa
m

ily
 

ar
ou

nd
 m

y 
fa

m
ily

 m
em

be
r’s

 d
ea

th
Af

f
Ad

ap
t

 
*R

ev
er

se
 w

or
de

d 
ite

m
 

Q
23

Co
nf

id
en

t t
o 

m
ee

t 
ne

ed
s o

f t
he

 p
er

so
n 

w
ith

 d
em

en
tia

‘T
hi

s i
s m

y 
sp

ec
ia

lty
. .

 .w
e 

w
er

e 
ch

ec
ki

ng
 a

ll 
th

e 
bo

xe
s.

 . 
.’

I f
ee

l c
on

fid
en

t i
n 

m
y 

re
sp

on
sib

ili
tie

s f
or

 m
y 

fa
m

ily
 m

em
be

r 
in

 th
ei

r c
ar

e 
fa

ci
lit

y,
 fo

r e
xa

m
pl

e:
 d

ec
isi

on
-m

ak
er

, c
om

pa
ni

on
, 

ha
nd

s-
on

-c
ar

e 
pr

ov
id

er

Af
f

Co
nt

ro
l

 
Q

24
Ad

vo
ca

tin
g 

fo
r t

he
 

pe
rs

on
 w

ith
 d

em
en

tia
‘Y

ou
 h

av
e 

to
 ta

ke
 th

e 
le

ad
er

sh
ip

 ro
le

 a
nd

 b
e 

th
e 

ad
vo

ca
te

’
I a

m
 c

on
fid

en
t t

ha
t I

 c
an

 b
e 

a 
st

ro
ng

 a
dv

oc
at

e 
fo

r m
y 

fa
m

ily
 

m
em

be
r’s

 n
ee

ds
Be

h
Co

nt
ro

l

 (C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Durepos et al.	 775

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

 
Q

25
M

an
ag

in
g 

th
e 

sit
ua

tio
n

‘Y
ou

 k
no

w
 th

at
 m

ea
nt

 a
 lo

t h
av

in
g 

ev
er

yt
hi

ng
 ju

st
 th

e 
w

ay
 

yo
u 

w
an

t i
t. 

. .
it 

co
m

es
 d

ow
n 

to
 b

ei
ng

 a
bl

e 
to

 b
e 

in
 c

on
tr

ol
 

of
 w

ha
t y

ou
 n

ee
d 

an
d 

w
an

t t
ha

t r
ea

lly
 w

as
 im

po
rt

an
t’

I f
ee

l I
 h

av
e 

so
m

e 
co

nt
ro

l o
ve

r t
he

 c
ar

e 
of

 m
y 

fa
m

ily
 m

em
be

r
Be

h
Co

nt
ro

l

 
Q

26
Tr

us
tin

g 
st

af
f w

ith
 c

ar
e

‘T
he

 c
ha

rg
e 

nu
rs

e.
 . 

.h
ad

 h
er

 fi
ng

er
 o

n 
ev

er
yt

hi
ng

’
I f

ee
l c

on
fid

en
t t

ha
t c

ar
e 

pr
ov

id
er

s w
ill

 p
ro

vi
de

 q
ua

lit
y 

en
d-

of
-

lif
e 

ca
re

 fo
r m

y 
fa

m
ily

 m
em

be
r

Af
f

Co
nt

ro
l

 
Q

27
*L

im
ite

d 
co

lla
bo

ra
tio

n 
w

ith
 st

af
f

‘Y
ou

 c
an

’t 
re

ly
 o

n 
th

e 
st

af
f’

I d
o 

no
t f

ee
l s

at
isf

ie
d 

w
ith

 th
e 

re
la

tio
ns

hi
p 

I h
av

e 
w

ith
 m

y 
fa

m
ily

 
m

em
be

r’s
 c

ar
e 

pr
ov

id
er

s
Af

f
Co

nt
ro

l

 
*R

ev
er

se
 w

or
de

d 
ite

m
 

Q
28

Fe
el

in
g 

st
af

f a
re

 
ac

ce
ss

ib
le

‘C
om

m
un

ic
at

io
n 

is 
th

e 
ke

y 
to

 e
ve

ry
th

in
g 

rig
ht

? 
I m

ea
n 

w
he

n 
yo

u 
fe

el
 in

fo
rm

ed
 y

ou
 fe

el
 a

 li
tt

le
 m

or
e 

in
 c

on
tr

ol
’

I f
ee

l c
on

fid
en

t t
ha

t I
 c

an
 sp

ea
k 

to
 c

ar
e 

pr
ov

id
er

s w
he

n 
I w

ou
ld

 
lik

e 
to

Af
f

Co
nt

ro
l

 
Q

29
Fe

el
in

g 
em

ot
io

na
lly

 
su

pp
or

te
d 

by
 st

af
f

‘E
ve

ry
bo

dy
 n

ee
ds

 su
pp

or
t o

f p
eo

pl
e 

ar
ou

nd
 th

em
. .

 .t
he

re
 

w
er

e 
so

m
e 

st
af

f t
he

re
 th

at
 w

er
e 

re
al

ly
 g

oo
d 

at
 li

st
en

in
g 

to
 

m
ys

el
f, 

m
y 

sis
te

r a
nd

 m
y 

w
ife

’

I f
ee

l c
on

fid
en

t t
ha

t I
 w

ill
 re

ce
iv

e 
en

ou
gh

 e
m

ot
io

na
l s

up
po

rt
 

fr
om

 c
ar

e 
pr

ov
id

er
s w

he
n 

m
y 

fa
m

ily
 m

em
be

r i
s d

yi
ng

, f
or

 
ex

am
pl

e:
 b

y 
lis

te
ni

ng
 to

 m
y 

co
nc

er
ns

, p
ro

vi
di

ng
 w

or
ds

 o
f 

co
m

fo
rt

 o
r b

ei
ng

 p
re

se
nt

Af
f

Ad
ap

t

 
Q

30
*F

ee
lin

g 
co

nc
er

n 
ov

er
 

co
nf

lic
ts

 w
ith

 st
af

f
‘T

he
y 

ba
sic

al
ly

 sa
id

, ‘
w

e 
ne

ed
 y

ou
 to

 c
om

e 
pi

ck
 u

p 
yo

ur
 

m
om

’s
 fu

rn
itu

re
’. 

. .
it 

w
as

 re
al

ly
 u

ps
et

tin
g.

 . 
.n

ot
 a

n 
ho

ur
 

af
te

r t
he

 fu
ne

ra
l’

I e
xp

ec
t t

o 
ha

ve
 c

on
fli

ct
 (i

.e
., 

di
sa

gr
ee

m
en

ts
) w

ith
 c

ar
e 

pr
ov

id
er

s 
ar

ou
nd

 m
y 

fa
m

ily
 m

em
be

r’s
 d

ea
th

Af
f

Ad
ap

t

 
*R

ev
er

se
 w

or
de

d 
ite

m
 

Q
31

Ha
vi

ng
 su

pp
or

tiv
e 

re
so

ur
ce

s t
o 

pr
ep

ar
e 

fo
r 

de
at

h

‘[S
ta

ff]
 h

el
pe

d 
to

 p
re

pa
re

 u
s e

ve
ry

 st
ep

 o
f t

he
 w

ay
’

O
ve

ra
ll,

 c
ar

e 
pr

ov
id

er
s a

re
 su

pp
or

tiv
e 

in
 h

el
pi

ng
 m

e 
pr

ep
ar

e 
fo

r 
m

y 
fa

m
ily

 m
em

be
r’s

 d
ea

th
Gl

ob
al

Co
nt

ro
l

 
Q

32
Re

co
gn

isi
ng

 y
ou

r 
em

ot
io

ns
‘I 

th
in

k 
yo

u 
kn

ow
 re

al
ly

 w
e’

re
 in

 a
 q

ui
et

 m
ou

rn
in

g 
ev

en
 

w
he

n 
th

ey
’re

 st
ill

 a
ro

un
d 

at
 th

e 
en

d.
 . 

.I 
th

in
k 

th
at

’s
 

so
m

et
hi

ng
 th

at
’s

 g
oo

d 
fo

r p
eo

pl
e 

to
 k

no
w

’

I r
ec

og
ni

se
 th

at
 I 

m
ay

 b
e 

gr
ie

vi
ng

 b
ef

or
e 

m
y 

fa
m

ily
 m

em
be

r 
w

ith
 d

em
en

tia
 h

as
 d

ie
d

Co
g

Ad
ap

t

 
Q

33
Kn

ow
in

g 
w

ha
t e

m
ot

io
ns

 
to

 e
xp

ec
t

‘I 
w

as
 su

rp
ris

ed
 th

at
 I 

w
as

 so
 g

rie
f s

tr
ic

ke
n 

by
 it

’
I u

nd
er

st
an

d 
th

at
 I 

m
ay

 e
xp

er
ie

nc
e 

st
ro

ng
 e

m
ot

io
ns

 th
at

 a
re

 
no

rm
al

 w
he

n 
m

y 
fa

m
ily

 m
em

be
r d

ie
s,

 fo
r e

xa
m

pl
e:

 in
te

ns
e 

gr
ie

f, 
nu

m
bn

es
s,

 re
lie

f o
r s

ho
ck

Co
g

Ad
ap

t

 
Q

34
Fe

el
in

g 
ca

pa
bl

e 
to

 c
op

e 
w

ith
 e

m
ot

io
ns

‘G
iv

in
g 

in
to

 th
e 

gr
ie

f w
as

 im
po

rt
an

t. 
Al

lo
w

in
g 

m
ys

el
f t

o 
fe

el
 

th
e 

gr
ie

f a
nd

 th
e 

sa
dn

es
s a

nd
 ‘g

o 
in

to
 th

e 
fe

el
in

g’
. .

 .n
ot

 
to

 a
vo

id
 th

e 
fe

el
in

gs
, t

o 
go

 in
 to

 th
em

 a
nd

 to
 g

o 
th

ro
ug

h 
th

em
. .

 .l
et

 m
ys

el
f b

e 
sa

d.
 A

ga
in

, I
 tu

rn
ed

 d
ow

n 
so

 m
an

y 
in

vi
ta

tio
ns

’

I f
ee

l c
on

fid
en

t t
ha

t I
 c

an
 c

op
e 

w
ith

 e
m

ot
io

ns
 (e

.g
., 

gr
ie

f) 
I m

ay
 

ex
pe

rie
nc

e
Be

h
Ad

ap
t

 
Q

35
Ha

vi
ng

 a
cc

es
s t

o 
em

ot
io

na
l s

up
po

rt
‘E

ve
ry

bo
dy

 sh
ou

ld
 ta

ke
 a

dv
an

ta
ge

 o
f c

ou
ns

el
lin

g’
I c

an
 a

cc
es

s a
dd

iti
on

al
 e

m
ot

io
na

l s
up

po
rt

 if
 I 

ne
ed

 to
, f

or
 

ex
am

pl
e:

 fr
om

 a
 su

pp
or

t g
ro

up
 o

r c
ou

ns
el

lo
rs

Af
f

Ad
ap

t

 
Q

36
Re

co
nc

ili
ng

 a
nd

 c
lo

sin
g 

th
e 

re
la

tio
ns

hi
p 

w
ith

 
th

e 
PW

D

‘T
el

l t
he

m
 w

ha
t y

ou
 w

an
t t

o 
te

ll 
th

em
. D

o 
w

ha
t y

ou
 h

av
e 

to
 d

o 
to

 b
e 

fr
ee

 o
f a

ny
 g

ui
lt,

 re
m

or
se

, r
eg

re
t. 

Te
ll 

th
em

 th
e 

tr
ut

h.
 E

ve
n 

if 
yo

u 
do

n’
t t

hi
nk

 th
ey

 c
an

 h
ea

r y
ou

, t
el

l t
he

m
 

th
e 

tr
ut

h.
 . 

.s
ay

 w
ha

t y
ou

 n
ee

d 
to

 sa
y’

I h
av

e 
sa

id
 th

e 
th

in
gs

 I 
ne

ed
ed

 to
 sa

y 
to

 m
y 

fa
m

ily
 m

em
be

r
Be

h
Ad

ap
t

 (C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



776	 Palliative Medicine 35(4)

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

 
Q

37
Ac

ce
pt

in
g 

ch
an

gi
ng

 
re

la
tio

ns
hi

p
‘I 

w
as

 re
ad

y 
to

 le
t t

ha
t g

o’
I f

ee
l p

re
pa

re
d 

to
 le

t g
o 

of
 m

y 
fa

m
ily

 m
em

be
r

Af
f

Ad
ap

t

 
Q

38
Va

lu
in

g 
th

e 
fa

m
ily

 
m

em
be

r’s
 li

fe
‘I 

ha
ve

 a
bs

ol
ut

el
y 

no
 re

gr
et

s.
 . 

.I 
tr

ea
te

d 
he

r l
ik

e 
a 

qu
ee

n’
I a

m
 sa

tis
fie

d 
w

ith
 h

ow
 m

uc
h 

tim
e 

I a
m

 a
bl

e 
to

 sp
en

d 
w

ith
 m

y 
fa

m
ily

 m
em

be
r

Be
h

O
bl

ig

Sp
iri

tu
al

 
Q

39
Ac

ce
pt

in
g 

de
at

h 
is 

im
m

in
en

t
‘S

he
 w

as
 9

3 
so

 I 
re

al
ly

 k
ne

w
 it

 c
ou

ld
 b

e 
an

y 
tim

e’
I h

av
e 

ac
ce

pt
ed

 th
at

 m
y 

fa
m

ily
 m

em
be

r’s
 ti

m
e 

m
ay

 b
e 

sh
or

t
Af

f
Ad

ap
t

 
Q

40
Ac

ce
pt

in
g 

de
at

h 
is 

in
ev

ita
bl

e
‘Y

ou
 k

ne
w

 h
e 

w
as

 g
oi

ng
 to

 d
ie

 y
ou

 ju
st

 d
id

n’
t k

no
w

 w
he

n’
I h

av
e 

ac
ce

pt
ed

 th
at

 I 
ca

nn
ot

 c
ha

ng
e 

m
y 

fa
m

ily
 m

em
be

r’s
 fu

tu
re

Af
f

Ad
ap

t

 
Q

41
*A

vo
id

in
g 

th
in

ki
ng

 
ab

ou
t d

ea
th

‘I 
w

en
t o

n 
th

in
ki

ng
, h

e’
s j

us
t n

ev
er

 g
oi

ng
 to

 d
ie

, I
’m

 n
ev

er
 

go
in

g 
to

 h
av

e 
to

 d
ea

l w
ith

 it
. .

 .I
 ju

st
 ig

no
re

d 
it 

al
l t

he
 ti

m
e 

so
 th

at
 w

he
n 

it 
ac

tu
al

ly
 o

cc
ur

re
d 

I w
as

 in
 sh

oc
k’

I a
vo

id
 th

in
ki

ng
 a

bo
ut

 m
y 

fa
m

ily
 m

em
be

r’s
 d

ea
th

Af
f

Ad
ap

t
 

*R
ev

er
se

 w
or

de
d 

ite
m

 
Q

42
Re

fle
ct

in
g 

on
 c

ar
eg

iv
in

g 
an

d 
fin

di
ng

 p
os

iti
ve

s
‘I 

th
in

k 
yo

u 
ha

ve
 to

 fi
nd

 th
e 

pu
rp

os
e 

an
d 

th
e 

m
ea

ni
ng

 in
 

th
in

gs
 b

ec
au

se
 it

’s
 p

ar
t o

f h
ea

lin
g’

I r
ec

al
l p

os
iti

ve
 m

om
en

ts
 th

at
 o

cc
ur

re
d 

du
rin

g 
m

y 
tim

e 
as

 a
 

ca
re

gi
ve

r
Be

h
Ad

ap
t

 
Q

43
Ac

ce
pt

in
g 

pe
rs

on
al

 
lim

ita
tio

ns
‘I’

ve
 sp

en
t a

 lo
t o

f t
im

e 
fo

rg
iv

in
g 

m
ys

el
f. 

. .
m

y 
sm

ar
t b

ra
in

 
kn

ow
s t

he
re

’s
 n

ot
hi

ng
 m

or
e 

I c
ou

ld
 d

o.
 . 

.I 
di

d 
m

y 
be

st
’

I h
av

e 
ac

ce
pt

ed
 th

at
 I 

ha
ve

 d
on

e 
m

y 
be

st
 a

s a
 c

ar
eg

iv
er

 fo
r m

y 
fa

m
ily

 m
em

be
r

Af
f

Ad
ap

t

 
Q

44
Fi

nd
in

g 
m

ea
ni

ng
 in

 
ca

re
gi

vi
ng

‘I 
ha

ve
 o

nl
y 

gr
at

itu
de

 a
nd

 I 
th

in
k 

ha
vi

ng
 th

e 
ex

pe
rie

nc
e 

of
 

be
in

g 
a 

ca
re

gi
ve

r h
as

 b
ee

n 
go

od
 fo

r m
e,

 re
al

ly
 g

oo
d 

fo
r m

e’
I f

ee
l I

 h
av

e 
gr

ow
n 

as
 a

 p
er

so
n 

th
ro

ug
h 

ca
re

gi
vi

ng
Af

f
Ad

ap
t

 
Q

45
Co

pi
ng

 w
ith

 e
m

ot
io

ns
‘It

 h
el

pe
d.

 . 
.h

av
in

g 
m

y 
fa

ith
. .

 .I
 w

ou
ld

 ta
lk

 to
 G

od
 a

nd
 th

e 
an

ge
ls 

a 
lo

t. 
. .

It 
w

as
 a

 sp
iri

tu
al

 e
xp

er
ie

nc
e.

 Ju
st

 b
ei

ng
 th

er
e 

w
ith

 h
im

 it
 w

as
 so

 p
ea

ce
fu

l. 
. .

.a
nd

 it
 m

ea
nt

 so
 m

uc
h 

ju
st

 to
 

be
 o

ut
sid

e’

I c
an

 p
ra

ct
ic

e 
ac

tiv
iti

es
 w

hi
ch

 h
el

p 
m

e 
to

 fe
el

 a
t p

ea
ce

 if
 I 

w
an

t, 
fo

r e
xa

m
pl

e:
 sp

en
di

ng
 ti

m
e 

in
 n

at
ur

e,
 re

fle
ct

iv
e 

tim
e 

or
 p

ra
ye

r
Be

h
Ad

ap
t

 
Q

46
Fi

nd
in

g 
m

ea
ni

ng
 in

 
de

at
h

‘I 
kn

ew
 sh

e 
w

as
 re

ad
y.

 S
he

 li
ve

d 
a 

go
od

 li
fe

 a
nd

 w
ha

t s
he

 
w

an
te

d 
to

 d
ie

’
I c

an
 m

ak
e 

se
ns

e 
of

 m
y 

fa
m

ily
 m

em
be

r’s
 d

ea
th

Af
f

Ad
ap

t

 
Q

47
Ha

vi
ng

 a
 p

la
n 

to
 fo

llo
w

 
tr

ad
iti

on
s/

pr
ac

tic
es

‘I 
ne

ve
r f

or
go

t a
ny

th
in

g.
 . 

.I 
br

ou
gh

t H
ol

y 
As

h 
ev

er
yd

ay
’

I h
av

e 
a 

pl
an

 to
 h

on
ou

r s
pi

rit
ua

l, 
cu

ltu
ra

l o
r r

el
ig

io
us

 tr
ad

iti
on

s 
th

at
 m

y 
fa

m
ily

 m
em

be
r w

ou
ld

 w
an

t a
ro

un
d 

dy
in

g,
 if

 a
ny

Co
g

O
bl

ig

 
Q

48
Di

sc
us

sin
g 

pl
an

s f
or

 
tr

ad
iti

on
s/

pr
ac

tic
es

 w
ith

 
st

af
f

‘T
he

re
 w

as
 p

re
ss

ur
e.

 . 
.b

ut
 o

ne
 p

er
so

n 
at

 lo
ng

-t
er

m
 c

ar
e 

w
as

 re
al

ly
 g

re
at

 a
t g

et
tin

g 
th

at
 in

 p
la

ce
. .

 .a
 p

rie
st

 th
at

 d
id

 
co

m
e 

an
d 

ga
ve

 m
y 

M
om

 h
er

 L
as

t R
ite

s’

Ca
re

 p
ro

vi
de

rs
 a

nd
 I 

ha
ve

 d
isc

us
se

d 
m

y 
w

ish
es

 fo
r c

ul
tu

ra
l, 

re
lig

io
us

 o
r s

pi
rit

ua
l t

ra
di

tio
ns

 a
ro

un
d 

de
at

h,
 fo

r e
xa

m
pl

e:
 

pr
ay

er
s o

r b
le

ss
in

gs
, o

pe
ni

ng
 a

 w
in

do
w

 fo
r t

he
 sp

iri
t

Be
h

Co
nt

ro
l

 
Q

49
Fe

el
in

g 
sp

iri
tu

al
 su

pp
or

t 
is 

av
ai

la
bl

e
‘T

he
 [s

ta
ff]

 a
sk

ed
 m

e.
 . 

.I 
ha

d 
an

 id
ea

 o
f w

ha
t I

 w
an

te
d.

 I 
br

ou
gh

t t
he

 M
in

ist
er

 in
 th

re
e 

tim
es

. .
 .t

he
 sa

m
e 

M
in

ist
er

 
th

at
 I 

kn
ew

 a
nd

 th
er

e 
w

as
 so

m
e 

co
nt

in
ui

ty
 th

er
e.

 . 
.I 

te
xt

ed
 

hi
m

 a
ll 

th
e 

tim
e’

I h
av

e 
so

m
eo

ne
 to

 a
sk

 fo
r h

el
p 

in
 p

la
nn

in
g 

sp
iri

tu
al

, c
ul

tu
ra

l o
r 

re
lig

io
us

 tr
ad

iti
on

s a
ro

un
d 

de
at

h 
if 

w
an

te
d

Af
f

Ad
ap

t

 
Q

50
Fe

el
in

g 
lif

e 
is 

co
m

pl
et

e
‘I 

kn
ew

 sh
e 

w
as

 re
ad

y.
 S

he
 li

ve
d 

a 
go

od
 li

fe
 a

nd
 w

ha
t s

he
 

w
an

te
d 

to
 d

ie
’

I f
ee

l t
ha

t m
y 

fa
m

ily
 m

em
be

r’s
 li

fe
 is

 c
om

pl
et

e,
 fo

r e
xa

m
pl

e:
 

th
ey

 h
av

e 
no

 u
nf

in
ish

ed
 b

us
in

es
s

Af
f

O
bl

ig

 
Q

51
Fe

el
in

g 
sp

iri
tu

al
ly

 
su

pp
or

te
d

‘I 
w

en
t t

o 
Sy

na
go

gu
e 

th
at

 n
ex

t y
ea

r. 
. .

I s
ai

d 
to

 o
ur

 R
ab

bi
 

th
e 

ot
he

r d
ay

 ‘I
 fe

lt 
di

ffe
re

nt
’. 

. .
 th

is 
ov

er
w

he
lm

in
g 

se
ns

e,
 li

ke
. .

 .I
’m

 th
e 

he
ad

 o
f m

y 
fa

m
ily

. .
 .t

he
re

’s
 ju

st
 th

is 
em

pt
in

es
s’

I h
av

e 
so

m
eo

ne
 to

 ta
lk

 to
 if

 I 
ha

ve
 c

on
ce

rn
s a

bo
ut

 th
e 

m
ea

ni
ng

 
of

 il
ln

es
s,

 d
ea

th
 o

r d
yi

ng
Af

f
Ad

ap
t

 (C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Durepos et al.	 777

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

 
Q

52
Be

lie
vi

ng
 a

 sp
iri

tu
al

 
re

la
tio

ns
hi

p 
w

ith
 th

e 
pe

rs
on

 w
ith

 d
em

en
tia

 
ca

n 
co

nt
in

ue
 a

ft
er

 d
ea

th

‘T
he

ir 
lig

ht
 k

in
d 

of
 li

ve
s i

n 
ev

er
yb

od
y.

 . 
.T

he
re

’s
 p

ro
ba

bl
y 

no
t 

a 
w

ee
k 

th
at

 g
oe

s b
y 

th
at

 so
m

et
hi

ng
 d

oe
sn

’t 
co

m
e 

up
 w

ith
 

m
y 

M
om

 a
s p

ar
t o

f t
ha

t c
on

ve
rs

at
io

n 
st

ill
’

I f
ee

l c
on

fid
en

t t
ha

t I
 c

an
 m

ai
nt

ai
n 

a 
bo

nd
 (i

.e
., 

co
nn

ec
tio

n)
 w

ith
 

m
y 

fa
m

ily
 m

em
be

r a
ft

er
 th

ey
 a

re
 g

on
e,

 if
 I 

w
an

t t
o

Af
f

Ad
ap

t

 
Q

53
Fe

el
in

g 
co

m
fo

rt
ab

le
 

w
ith

 e
xi

st
en

tia
l b

el
ie

fs
‘H

e 
w

as
 a

 b
el

ie
ve

r. 
. .

th
er

e’
s s

om
e 

co
m

fo
rt

 in
 so

rt
 o

f t
he

 
th

ou
gh

t t
ha

t h
e 

fe
lt 

he
 w

as
 g

oi
ng

 to
 p

ro
ba

bl
y 

a 
be

tt
er

 w
or

ld
’

I d
o 

no
t w

or
ry

 a
bo

ut
 w

he
re

 m
y 

fa
m

ily
 m

em
be

r w
ill

 g
o 

w
he

n 
th

ey
 d

ie
, f

or
 e

xa
m

pl
e:

 a
ft

er
lif

e
Af

f
Ad

ap
t

 
Q

54
Pl

an
ni

ng
 w

ay
s t

o 
co

m
pl

et
e 

an
d 

va
lu

e 
th

e 
pe

rs
on

 w
ith

 d
em

en
tia

’s
 

lif
e

‘I 
ha

d 
th

ou
gh

t a
bo

ut
 th

e 
m

em
or

ia
l t

hr
ou

gh
 th

e 
la

st
 y

ea
r. 

. .
I 

ga
ve

 th
e 

Eu
lo

gy
 a

nd
 th

at
 g

av
e 

m
e 

a 
lo

t o
f s

at
isf

ac
tio

n.
 . 

.ju
st

 
w

rit
in

g 
it 

he
lp

ed
 m

e 
fo

cu
s m

y 
fe

el
in

gs
’

I h
av

e 
a 

pl
an

 to
 re

m
em

be
r m

y 
fa

m
ily

 m
em

be
r, 

fo
r e

xa
m

pl
e:

 
ob

itu
ar

y,
 d

on
at

io
n,

 sh
ar

in
g 

th
ei

r b
el

on
gi

ng
s

Be
h

O
bl

ig

 
Q

55
Ac

ce
pt

in
g 

un
ce

rt
ai

nt
y

‘Y
ou

 c
an

’t 
pl

an
 1

00
%

, b
ut

 m
ay

be
 ju

st
 so

m
e 

co
nv

er
sa

tio
ns

 
ar

ou
nd

 w
ha

t y
ou

 m
ay

 e
xp

ec
t a

nd
. .

 .w
ha

t’s
 n

or
m

al
 c

ou
ld

 
he

lp
 p

eo
pl

e’

I h
av

e 
ac

ce
pt

ed
 th

at
 I 

ca
nn

ot
 p

la
n 

ev
er

yt
hi

ng
 fo

r t
he

 fu
tu

re
Af

f
Ad

ap
t

 
Q

56
Be

lie
vi

ng
 y

ou
 c

an
 a

da
pt

 
to

 a
 n

ew
 id

en
tit

y
‘In

 so
m

e 
w

ay
s i

t’s
 a

 re
lie

f. 
. .

I m
ea

n 
m

y 
pu

rp
os

e 
w

as
 th

e 
ki

ds
 

an
d 

I w
or

ke
d.

 . 
.m

ai
nt

ai
n 

a 
ho

bb
y.

 . 
.m

ak
e 

an
 o

bv
io

us
 e

ffo
rt

 
to

 fi
nd

 so
m

et
hi

ng
’

I f
ee

l c
on

fid
en

t t
ha

t I
 c

an
 a

da
pt

 to
 a

 n
ew

 li
fe

 w
ith

ou
t m

y 
fa

m
ily

 
m

em
be

r
Af

f
Ad

ap
t

 
Q

57
*F

ee
lin

g 
lif

e 
w

ill
 h

av
e 

pu
rp

os
e 

af
te

r d
ea

th
‘Y

ou
 w

ak
e 

up
 in

 th
e 

m
or

ni
ng

 a
nd

 y
ou

 d
on

’t 
ha

ve
 a

 p
ur

po
se

. 
W

ha
t d

o 
yo

u 
do

? 
Li

ke
 th

e 
lit

tle
 b

ird
s h

av
e 

le
ft

 th
e 

ne
st

, t
he

 
w

ife
 is

 g
on

e.
 . 

.th
at

’s
 it

. T
ha

t’s
 w

ha
t y

ou
’re

 o
n 

ea
rt

h 
fo

r 
rig

ht
’

I f
ee

l t
ha

t m
y 

lif
e 

w
ill

 h
av

e 
no

 m
ea

ni
ng

 o
r p

ur
po

se
 a

ft
er

 m
y 

fa
m

ily
 m

em
be

r i
s g

on
e

Af
f

Ad
ap

t

 
*R

ev
er

se
 w

or
de

d 
ite

m

 
Q

58
Fe

el
in

g 
sp

iri
tu

al
ly

 
pr

ep
ar

ed
 fo

r d
ea

th
‘I 

w
as

 c
al

lin
g 

Go
d 

to
 ta

ke
 h

er
. S

o 
sh

e 
w

as
 in

 n
o 

m
or

e 
pa

in
. 

Sh
e 

w
ou

ld
 n

ot
 g

o 
hu

ng
ry

. S
he

 w
as

 n
ot

 th
irs

ty
. S

he
 w

as
 in

 
go

od
 h

an
ds

 a
nd

 I 
w

as
 so

 h
ap

py
. .

 . 
.w

he
n 

sh
e 

di
ed

. .
 .I

 fe
lt 

pe
ac

e’

O
ve

ra
ll,

 I 
fe

el
 a

t p
ea

ce
 w

ith
 m

y 
fa

m
ily

 m
em

be
r d

yi
ng

Gl
ob

al
Ad

ap
t

Pr
ac

tic
al

 
Q

59
Ar

ra
ng

in
g 

af
te

r-
de

at
h 

se
rv

ic
es

 fo
r t

he
 b

od
y

‘W
e 

ag
re

ed
 th

at
 w

e 
w

ou
ld

 b
e 

cr
em

at
ed

. .
 .h

av
e 

a 
pl

an
 in

 
pl

ac
e 

th
at

 c
an

 b
e 

ac
te

d 
on

’
I h

av
e 

pl
an

ne
d 

m
y 

fa
m

ily
 m

em
be

r’s
 b

ur
ia

l o
r c

re
m

at
io

n 
w

ith
 se

rv
ic

e 
pr

ov
id

er
s,

 fo
r e

xa
m

pl
e:

 fu
ne

ra
l d

ire
ct

or
, d

ire
ct

-
de

po
sit

io
n 

se
rv

ic
e,

 c
re

m
at

or
iu

m

Be
h

O
bl

ig

 
Q

60
Ar

ra
ng

in
g 

pr
ac

tic
es

 to
 

cl
os

e 
th

e 
pe

rs
on

 w
ith

 
de

m
en

tia
’s

 li
fe

‘I 
ar

ra
ng

ed
 a

 p
ra

ye
r s

er
vi

ce
. .

 .y
ou

 fe
lt 

lik
e 

yo
u 

ha
d 

do
ne

 
rig

ht
 b

y 
he

r. 
. .

an
d 

by
. .

 .y
ou

rs
el

f’
I h

av
e 

pl
an

ne
d 

m
y 

fa
m

ily
 m

em
be

r’s
 fu

ne
ra

l, 
m

em
or

ia
l o

r 
ce

le
br

at
io

n 
se

rv
ic

e,
 if

 w
an

te
d

Be
h

O
bl

ig

 
Q

61
Di

sc
us

sin
g 

af
te

r-
de

at
h 

se
rv

ic
es

 w
ith

 st
af

f
‘[S

ta
ff]

 m
ad

e 
it 

cl
ea

r t
ha

t t
he

y 
ne

ed
ed

 to
 h

av
e 

ar
ra

ng
em

en
ts

 
m

ad
e 

so
 th

at
 c

ou
ld

 b
e 

de
al

t w
ith

 w
he

n 
he

 p
as

se
d.

 T
he

y 
ga

ve
 

us
 a

 c
ou

pl
e 

of
 o

pt
io

ns
 fo

r l
oc

al
 se

rv
ic

e 
pr

ov
id

er
s.

 . 
.I 

w
as

 so
 

th
an

kf
ul

 to
 h

av
e 

th
os

e 
ar

ra
ng

em
en

ts
 in

 p
la

ce
’

Ca
re

 p
ro

vi
de

rs
 in

 th
e 

fa
ci

lit
y 

ar
e 

aw
ar

e 
of

 th
e 

se
rv

ic
es

 p
la

nn
ed

 
fo

r m
y 

fa
m

ily
 m

em
be

r a
ft

er
 d

ea
th

, f
or

 e
xa

m
pl

e:
 fu

ne
ra

l h
om

e/
di

re
ct

-d
ep

os
iti

on

Be
h

Co
nt

ro
l

 
Q

62
Kn

ow
in

g 
ho

w
 to

 c
on

ta
ct

 
fa

m
ily

/f
rie

nd
s a

ft
er

 
de

at
h

‘T
ry

in
g 

to
 g

et
 in

 to
uc

h 
w

ith
 e

ve
ry

bo
dy

. .
 ..

Ho
w

 d
o 

I g
et

 in
 

to
uc

h 
w

ith
 h

er
 fr

ie
nd

s w
ho

 a
re

n’
t o

n 
em

ai
l?

. .
 .I

t w
ou

ld
 

ha
ve

 b
ee

n 
ni

ce
 to

 h
av

e 
a 

lis
t y

ou
 k

no
w

 li
ke

 y
ou

 d
o 

w
he

n 
yo

u 
ha

ve
 a

 b
ab

y 
co

m
in

g?
 B

ut
. .

 . 
pe

op
le

 d
on

’t 
w

an
t t

o 
th

in
k 

ab
ou

t i
t’

I k
no

w
 h

ow
 to

 n
ot

ify
 fa

m
ily

 a
nd

 fr
ie

nd
s w

he
n 

m
y 

fa
m

ily
 

m
em

be
r d

ie
s

Co
g

Co
nt

ro
l

 (C
on

tin
ue

d)

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



778	 Palliative Medicine 35(4)

Do
m

ai
n

Q
ue

st
io

n 
ite

m
Be

ha
vi

ou
ra

l i
nd

ic
at

or
Q

uo
te

Po
te

nt
ia

l i
te

m
Tr

ai
t

Co
re

 
co

nc
ep

t

 
Q

63
*F

ee
lin

g 
co

nc
er

ne
d 

ov
er

 
fa

m
ily

 c
on

fli
ct

 a
ft

er
-

de
at

h

‘W
e 

ha
d 

th
is 

fig
ht

. .
 .a

bo
ut

 g
iv

in
g 

up
 th

e 
At

to
rn

ey
 o

f 
Pr

op
er

ty
. A

nd
 h

e 
di

d 
fin

al
ly

. .
 .I

 o
nl

y 
ha

d 
a 

na
rr

ow
 w

in
do

w
 

to
 se

e 
w

ha
t w

as
 g

oi
ng

 o
n 

w
ith

 h
is 

ac
co

un
ts

. .
 .’

O
ur

 fa
m

ily
 d

oe
s n

ot
 a

gr
ee

 o
n 

ho
w

 o
ur

 fa
m

ily
 m

em
be

r’s
 a

ffa
irs

 
sh

ou
ld

 b
e 

se
tt

le
d,

 fo
r e

xa
m

pl
e:

 fi
na

nc
ia

l, 
es

ta
te

, l
eg

al
Af

f
Ad

ap
t

 
*R

ev
er

se
 w

or
de

d 
ite

m
 

Q
64

Kn
ow

in
g 

ab
ou

t a
ft

er
-

de
at

h 
pr

oc
es

se
s

‘T
he

y 
to

ld
 u

s r
ig

ht
 in

 th
e 

be
gi

nn
in

g.
 . 

.w
e 

gi
ve

 y
ou

 tw
o 

da
ys

 to
 re

m
ov

e 
yo

ur
 c

on
te

nt
s,

 it
 w

as
n’

t o
bn

ox
io

us
 o

r 
an

yt
hi

ng
. .

 .’

I u
nd

er
st

an
d 

th
e 

po
lic

ie
s i

n 
th

e 
ca

re
 fa

ci
lit

y 
fo

r a
ft

er
 m

y 
fa

m
ily

 
m

em
be

r’s
 d

ea
th

, f
or

 e
xa

m
pl

e:
 re

m
ov

in
g 

be
lo

ng
in

gs
, f

in
al

 
pa

ym
en

ts
 a

nd
 ti

m
el

in
e

Co
g

O
bl

ig

 
Q

65
O

rg
an

isi
ng

 le
ga

l a
ffa

irs
‘W

e 
ha

d 
se

tt
le

d 
ou

r w
ill

s s
om

e 
tim

e 
ag

o.
 I 

m
ea

n 
al

l t
he

 
pr

ac
tic

al
 th

in
gs

 h
av

e 
be

en
 d

on
e’

M
y 

fa
m

ily
 m

em
be

r’s
 le

ga
l d

oc
um

en
ts

 a
re

 o
rg

an
ise

d,
 fo

r 
ex

am
pl

e:
 w

ill
, i

ns
ur

an
ce

, b
irt

h 
ce

rt
ifi

ca
te

Be
h

O
bl

ig

 
Q

66
O

rg
an

izi
ng

 fi
na

nc
ia

l 
af

fa
irs

‘A
s m

uc
h 

as
 y

ou
. .

 .a
s t

he
y 

ge
t o

ld
er

, g
et

 a
ll 

th
os

e 
th

in
gs

 in
 

or
de

r. 
Ge

t a
ll 

th
e 

ac
co

un
t n

um
be

rs
, g

et
 a

ll 
th

e 
pa

ss
w

or
ds

. 
Jo

in
 a

ll 
th

e 
ac

co
un

ts
. .

 .s
o 

th
en

 th
er

e’
s n

o 
pr

ob
le

m
s o

r 
iss

ue
s w

ith
 g

et
tin

g 
ac

ce
ss

’

M
y 

fa
m

ily
 m

em
be

r’s
 fi

na
nc

ia
l a

ffa
irs

 a
re

 in
 o

rd
er

 fo
r a

ft
er

-
de

at
h,

 fo
r e

xa
m

pl
e:

 b
an

k 
ac

co
un

ts
, c

re
di

t c
ar

ds
, p

en
sio

n 
pa

ym
en

ts
, p

ro
pe

rt
ie

s o
w

ne
d,

 in
ve

st
m

en
ts

, i
nc

om
e

Be
h

O
bl

ig

 
Q

67
Kn

ow
in

g 
ab

ou
t l

eg
al

 
af

fa
irs

‘W
e 

w
en

t i
n 

an
d 

w
e 

ha
d 

Po
w

er
s o

f A
tt

or
ne

y 
dr

aw
n 

up
 fo

r 
pr

op
er

ty
 a

nd
 fo

r. 
. .

 c
ar

e.
 . 

.th
at

. .
 .t

ur
ne

d 
ou

t t
o 

be
 a

 g
oo

d 
m

ov
e’

I k
no

w
 w

ho
 m

y 
fa

m
ily

 m
em

be
r’s

 p
ow

er
 o

f a
tt

or
ne

y 
is 

fo
r 

fin
an

ce
s a

nd
 c

ar
e

Co
g

O
bl

ig

 
Q

68
Kn

ow
in

g 
w

ho
 to

 c
on

ta
ct

 
fo

r s
up

po
rt

 w
ith

 a
ffa

irs
‘L

uc
ki

ly
, t

he
y 

ha
d 

al
so

 a
n 

ac
co

un
ta

nt
, s

o 
w

e 
w

er
e 

ab
le

 to
 

pu
ll 

so
m

e 
st

uf
f f

ro
m

 th
e 

ac
co

un
ta

nt
. T

he
 a

cc
ou

nt
an

t w
ou

ld
 

fla
g 

so
m

e 
st

uf
f, 

‘w
e 

ne
ed

 th
is,

 th
is 

an
d 

th
is 

to
o 

fo
r t

ax
es

’

I k
no

w
 w

ho
 to

 c
on

ta
ct

 if
 I 

ne
ed

 h
el

p 
m

an
ag

in
g 

m
y 

fa
m

ily
 

m
em

be
r’s

 a
ffa

irs
, f

or
 e

xa
m

pl
e:

 le
ga

l, 
fin

an
ci

al
Af

f
Ad

ap
t

 
Q

69
Kn

ow
in

g 
ho

w
 to

 se
tt

le
 

an
 e

st
at

e
‘T

he
 S

ta
te

 D
ep

ar
tm

en
ts

 a
nd

 T
ru

st
 c

om
pa

ni
es

. .
 .P

eo
pl

e 
ar

en
’t 

ev
en

 a
w

ar
e 

of
 th

at
 st

uf
f. 

. .
th

is 
w

as
 th

e 
fir

st
 ti

m
e 

I’d
 

go
ne

 th
ro

ug
h 

al
l t

ha
t. 

. .
it’

s a
 st

ru
gg

le
’

I u
nd

er
st

an
d 

th
e 

pr
oc

es
s f

or
 se

tt
lin

g 
m

y 
fa

m
ily

 m
em

be
r’s

 e
st

at
e 

af
te

r-
de

at
h,

 fo
r e

xa
m

pl
e:

 n
ot

ify
in

g 
go

ve
rn

m
en

t a
ge

nc
ie

s,
 

cl
os

in
g 

ba
nk

 a
cc

ou
nt

s

Co
g

O
bl

ig

 
Q

70
Fe

el
in

g 
co

nf
id

en
t 

yo
u 

ca
n 

m
an

ag
e 

yo
ur

 
ho

us
eh

ol
d 

af
fa

irs

‘T
o 

ha
ve

 to
 w

or
ry

 a
bo

ut
 y

ou
r f

in
an

ce
s o

n 
to

p 
of

 e
ve

ry
th

in
g 

el
se

 th
at

’s
 ju

st
 a

n 
ad

de
d 

st
re

ss
. .

 .I
 w

as
 fo

rt
un

at
e 

en
ou

gh
 

no
t t

o 
w

or
ry

 a
bo

ut
 a

ny
 o

f t
ha

t’

I f
ee

l c
on

fid
en

t I
 c

an
 m

an
ag

e 
m

y 
pe

rs
on

al
 a

ffa
irs

 a
ft

er
 m

y 
fa

m
ily

 
m

em
be

r i
s g

on
e,

 fo
r e

xa
m

pl
e:

 e
no

ug
h 

m
on

ey
 to

 p
ay

 b
ill

s,
 a

bi
lit

y 
to

 m
ov

e 
ho

m
es

 if
 n

ee
de

d

Be
h

Ad
ap

t

 
Q

71
Fe

el
in

g 
a 

se
ns

e 
of

 
co

nt
ro

l
‘E

ve
ry

 d
ec

isi
on

 I 
m

ad
e,

 it
 ju

st
 fe

lt 
so

 g
oo

d 
th

at
 e

ve
ry

th
in

g 
w

or
ke

d 
ou

t j
us

t t
he

 w
ay

 I 
w

an
te

d’
I f

ee
l i

n 
co

nt
ro

l o
f m

y 
lif

e
Af

f
Co

nt
ro

l

 
Q

72
Pl

an
ni

ng
 fo

r n
ew

 
id

en
tit

y
‘I’

d 
sa

y 
I’m

 in
 tr

an
sit

io
n 

in
 so

m
e 

w
ay

s.
 . 

.tr
yi

ng
 to

 d
ow

ns
ize

’
I a

m
 p

la
nn

in
g 

fo
r m

y 
fu

tu
re

 a
ft

er
 m

y 
fa

m
ily

 m
em

be
r i

s g
on

e
Be

h
Ad

ap
t

 
Q

73
Fe

el
in

g 
pr

ac
tic

al
ly

 
pr

ep
ar

ed
 fo

r d
ea

th
‘W

e 
ha

d 
se

tt
le

d 
ev

er
yt

hi
ng

 y
ea

rs
 a

go
. .

 .e
ve

ry
th

in
g 

w
as

 se
t’

O
ve

ra
ll,

 I 
fe

el
 p

re
pa

re
d 

to
 m

an
ag

e 
m

y 
fa

m
ily

 m
em

be
r’s

 a
ffa

irs
 

af
te

r t
he

y 
ar

e 
go

ne
Gl

ob
al

O
bl

ig

Pr
ep

ar
ed

ne
ss

 tr
ai

ts
. B

eh
: b

eh
av

io
ur

; A
ff:

 a
ffe

ct
iv

e;
 C

og
: c

og
ni

tiv
e;

 c
or

e 
co

nc
ep

ts
; C

on
tr

ol
: m

an
ag

in
g 

th
e 

sit
ua

tio
n,

 m
ai

nt
ai

ni
ng

 a
 se

ns
e 

of
 c

on
tr

ol
; O

bl
ig

: f
ul

fil
lin

g 
ob

lig
at

io
ns

; A
da

pt
: a

da
pt

in
g 

to
 lo

ss
.

In
di

ca
to

rs
 w

er
e 

tr
an

sla
te

d 
in

to
 a

 p
oo

l o
f p

ot
en

tia
l q

ue
st

io
nn

ai
re

 it
em

s t
hr

ee
 b

as
ed

 o
n 

pa
rt

ic
ip

an
t’s

 d
ire

ct
 q

uo
te

s a
nd

 a
im

ed
 to

 a
de

qu
at

el
y 

sa
m

pl
e 

th
e 

pe
rc

ei
ve

d 
th

re
e 

co
re

 c
on

ce
pt

s,
 th

re
e 

un
de

rly
in

g 
tr

ai
ts

 a
nd

 fo
ur

 d
om

ai
ns

 o
f 

pr
ep

ar
ed

ne
ss

.

Ta
bl

e 
2.

 (
Co

nt
in

ue
d)



Durepos et al.	 779

items were positioned at the beginning of the question-
naire to minimise potential distress during the next 
phase.30,42

Phase 2 Findings
Twenty-four questionnaire items met selection criteria in 
the Delphi-survey. A Content Validation Matrix of the 
24-items revealed conceptual gaps, therefore the authors 
retained an additional six items which met partial criteria 
from the item pool.30,31 Hence, a thirty-item questionnaire 
was developed as a result of the Delphi-survey (see Figure 
3 for item flow). Caregiver panelists requested pertinent 
examples be included with items (e.g., aware of changes to 
expect such as problems with swallowing). In contrast, 
expert panelists recommended the deletion of examples 
from items to avoid causing distress (e.g., pneumonia, mov-
ing houses) and the use of ‘softer’ language (e.g., ‘I am con-
fident’ changed to ‘I believe’ (see Supplemental File A).

Phase 3 Findings
During the pilot-test, three current caregiver participants 
reported that the questionnaire content was acceptable 
(not distressing), relevant and applicable and the length was 
appropriate (not burdensome). Based on participants’ 
redundant response process and consistent recommenda-
tions ambiguous items were clarified (Question [Q]2, Q8, 
Q14, Q22, Q28), preferred language was incorporated (Q5, 
Q9) and inclusivity was enhanced (Q7, Q19). Specifically, 
participants recommended adding examples and using uni-
versal direct language to clarify items. The item ‘knowing 
what the dying process may be like’ was revised to clarify 
‘for my family member with dementia’ (Q8). Examples were 
added to clarify changes to expect as dementia progresses 
such as ‘swallowing, eating difficulties’ (Q2).

In terms of language, the words ‘wishes’ was preferred 
over the word ‘goals’ (Q5) and the words ‘has died’ per-
ceived as more appropriate and direct than the words ‘is 

‘

Items generated from qualitative interviews
(N=114)

Round 1 Items (n=73)
� Rate Item Importance

Results
� Met criteria (n=27)
� Met partial criteria (n=21)

Round 2 (N=48)
� Accept or Reject Items (n=27)
� Re-Rate Item Importance (n=21)

Results
� Met criteria (n=24)
� Met partial criteria (n=9)

Items Excluded (n=25)
� No criteria met

(n=18)
� Redundant

(n=7)

Items Excluded (n =15)
� No criteria met

(n=9)
� Redundant

(n=6)

Content Validation Matrix
� Met criteria (n=24)
� Items meeting partial criteria maintained

for conceptual adequacy and content
validity (n=6)

Results
� Final Questionnaire n=30

Items excluded through
discussion

� Redundant
(n = 41)

Items Excluded (n =3)
� Redundant

Figure 3. Phase 2 Delphi-survey item flow.
Source: Moher et al.43
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gone’ (Q9). Participants explained that many persons with 
dementia were cognitively unaware or ‘gone’ for years 
before death, making this an inappropriate euphemism. 
Participants did not all identify with the examples of tradi-
tions so ‘personal traditions’ was added (Q19), and lastly 
the reference to ‘my family’ was revised to ‘important peo-
ple in my family member’s life’ (Q7) to be more inclusive 
(see Table 3 for final revised questionnaire items).

Discussion

Main findings
The purpose of this mixed methods study was to develop 
a multi-dimensional, condition-specific questionnaire to 
assess preparedness for end-of-life in family caregivers of 
persons with dementia. Core concepts and indicators of 
preparedness were identified and items selected, revised 

Table 3. Phase 3 findings: final questionnaire items (n = 30).

Medical preparations (n = 9)

1 I believe I understand my family member’s current health status.
2 I believe I know what changes to expect as dementia advances, for example: swallowing, eating difficulties.
3 I understand I may be faced with decisions such as: transferring to hospital, treating infections.
4 I believe I know what treatments my family member would choose.
5 *I have shared my family member’s wishes with health care providers, for example: focusing on living longer, 

maximising comfort.
6 *Health care providers and I have discussed our end-of-life care preferences for my family member, for example: 

location, pain management.
7 I have discussed end-of-life care preferences with the important people in my family member’s life, for example: 

friends, family.
8 *I have learned what the dying process may be like for my family member.
9 I understand that dementia (and Alzheimer’s) is a condition that leads to death.

Relationships and personal preparations (n = 8)

10 I believe I can carry out my responsibilities, for example: decision-maker, companion, advocate.
11 I would like to be more involved in planning care with health care providers.
12 I accept that I am doing my best for my family member.
13 I have someone to go to for emotional support about my family member’s health.
14 *I understand what my grief process may be like after my family member has died.
15 *I worry that disagreements will make my family member’s death more difficult, for example: with family, friends, 

health care providers.
16 I am making the most of my time with my family member, for example: by saying what I need to say to them.
17 *I am helping my family member with activities they would want near end-of-life, for example: seeing old friends.
18 I am spending time reflecting on my family member’s life, for example: by sharing stories.

Spiritual preparations (n = 5)

19 I have a plan to honour traditions or practices my family member would want, for example: personal, cultural, 
spiritual, religious.

20 I have discussed our family’s practices or traditions with health care providers, for example: privacy, prayers, opening 
a window.

21 *I have someone I can talk to about the meaning of illness or dying.
22 I worry about having purpose in my life after my family member has died.
23 *I am practicing activities which give me strength such as: spending time in nature.

Practical preparations (n = 6)

24 My family member’s affairs are in order, for example: decision-maker, will, banking, credit cards, insurance.
25 I have someone I can contact if I need help managing my family member’s affairs.
26 I know how to notify family and friends when my family member dies.
27 After-death services are arranged for my family member such as: burial or cremation.
28 I believe I can manage my personal affairs after my family member has died, for example: finances, housing.
29 I am aware of after-death policies I will need to follow, for example: moving belongings in long-term care.
30 I am thinking about memorials appropriate for our family such as: gathering, funeral, celebration, private time.

Bolded words were revised based on the pilot-test and cognitive interviews.
*Indicates items met partial criteria for selection in the Delphi-survey and were retained from the pool by the authors to adequately address all 
preparedness core concepts, domains and traits.
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and piloted through three study phases to develop the 
‘Caring Ahead’ questionnaire. The final questionnaire 
included 30-items translated from preparedness indica-
tors and participant quotes. Questionnaire items are 
organised in four domains: medical, relationships/per-
sonal, spiritual and practical; aim to sample three core 
concepts: managing the situation, fulfilling obligations 
and adapting to loss; and three traits of preparedness: 
cognitive, affective and behavioural.

Limitations
Study limitations included the small sample size in the 
Delphi-survey compared to other Delphi-studies which have 
reported sample sizes over 50.44 The Delphi-survey response 
rate (57%) was also lower than the recommended 70% and 
could result in response bias and instability.30,38,39 However, 
response stability has been demonstrated in Delphi-surveys 
with approximately 20 respondents, and mental health 
studies often have smaller sample sizes with adequate sta-
bility reported.38,39 The sample small of caregivers (n=3) 
recruited to pilot-test the questionnaire in Phase 3 of this 
study was less than the suggested sample size of five partici-
pants for cognitive interviewing and questionnaire develop-
ment studies and is therefore a limitation.41 However, 
demographic variability amongst the participants and 
redundancy in item responses were demonstrated, which 
suggests reliability in the questionnaire item response pro-
cess.30,31,35 Future studies will evaluate questionnaire psy-
chometrics with 200 caregivers to align with sample sizes in 
the majority of instrument development studies.45

Study participants were primarily female and white, 
which may influence the transferability of the question-
naire to caregivers of other genders, cultures/races. 
Similar sample demographics have been reported in 
other instrument development studies including the 
Caregiver Grief Scale46 and the Carer Support Needs 
Assessment Tool47 which suggests this is a common phe-
nomenon. Targeted recruitment of diverse participants 
in future studies is needed to explore transferability, sex 
and gender-based analysis.48 Lastly, persons with 
dementia were living in long-term care and were 
described by participants as having symptoms of 
advanced dementia. Therefore, further research is 
needed to explore the transferability (i.e., acceptability, 
content and face validity) of the questionnaire for car-
egivers of persons with early stages of dementia or out-
side of long-term care.

What this study adds
New insight into indicators and core concepts of prepared-
ness was gleaned through this study that helped to pro-
duce the Caring Ahead questionnaire with current evidence 
for face and content validity. These findings should assist 

healthcare professionals and researchers to assess caregiv-
ers’ feelings of preparedness, identify caregivers in need of 
support, design and evaluate strategies aligned with a pal-
liative approach. However, future research is needed to 
evaluate questionnaire psychometrics (i.e., content, con-
struct, predictive validity and reliability) in a larger sample 
and with different populations.

Unique preparedness indicators described by partici-
pants in this study such as: fulfilling rituals/traditions, 
facilitating life completion and reconciling with persons 
with dementia highlight the importance for healthcare 
professionals and researchers to explore all areas of pre-
paredness and not focus narrowly on the medical domain. 
Preparedness indicators identified in this study also 
reflected problem and emotion-focused coping behav-
iours (e.g., learning/knowing, planning, organising) that 
have been previously reported as facilitating feelings of 
preparedness for death.49-51 Evidence exists for associa-
tions between coping behaviours such as emotional-sup-
port, acceptance, problem-focused coping included as 
indicators on the Caring Ahead questionnaire and positive 
mental health outcomes (e.g., reduced depression and 
anxiety).52 Therefore, the Caring Ahead questionnaire 
may predict caregiver outcomes in bereavement.

Sensitive strategies to minimise intrusion and distress 
were used to recruit and retain participants in this study 
such as gatekeeping (i.e., person known to potential partici-
pants asks for permission to share contact information with 
researchers) and providing question examples for the inter-
view/Delphi/pilot-test.36,37 Similar strategies should be 
employed by researchers and healthcare professionals 
administering the questionnaire in the future. The Serious 
Illness Conversation guide for example, recommends that 
healthcare professionals plan ahead for serious discussions 
and (1) assess the person’s level of knowledge; (2) ask for 
permission to discuss the future/serious illness and (3) 
ascertain information preferences.53

Insight into the language preferences of caregivers and 
experts related to dying was also gained from this study. 
Euphemisms are defined as language substitutions, 
replacements or social safeguards to soften words that 
are considered taboo or harsh.54 While, multiple experts 
in the Delphi-survey suggested items needed to be ‘sof-
tened’ or less harsh, caregivers perceived that euphe-
misms (e.g., is gone) impeded item clarity. Euphemisms 
have been reported as: obscuring the truth, contributing 
to miscommunications, paternalistic and used to avoid 
end-of-life discussions.54–57 Healthcare professionals’ use 
of clear language such as ‘imminent death’, ‘dying’ and 
‘end of life’ is associated more often with a malignant 
diagnosis and with the involvement of palliative care pro-
viders.55 Hence, caregivers of persons with dementia may 
be more at risk of experiencing miscommunications which 
reduce preparedness for death. Healthcare professionals 
and researchers should therefore communicate with 
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universal terms such as ‘dying’ and ‘end-of-life’ in order to 
normalise and not obscure approaching death.

Conclusion
The 30-item ‘Caring Ahead’ questionnaire which aims to 
assess caregiver preparedness for death in dementia was 
developed in this study. This questionnaire aims to reflect 
the multi-dimensional nature of preparedness with items 
sampling underlying traits, domains and core concepts. 
Evaluation of the questionnaire with current caregivers of 
persons with dementia living in long-term care is currently 
underway. Once tested, this questionnaire can be used by 
healthcare professionals, researchers and policy-makers 
to identify family caregivers with limited areas of prepar-
edness and as a holistic outcome measure for strategies 
supporting a palliative approach.
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