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Outline

e Assessing capability for economic evaluation

e |CECAP measures for use at end of life
e |[CECAP-SCM
* |CECAP-CPM

e Evidence for use of the ICECAP-SCM in hospice
settings
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Assessing capability for
economic evaluation
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Choices in palliative care

We Support B
Mental Health Awareness &

Hospice Care
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Palliative radiation
for bone metastases

Approx cost £1§OO
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Palliative radiation
for bone metastases

= 1 stairlift
(£1500)

Approx cost £1§OO

bristol.ac.uk



= 1.75 weeks respite
care (E800/week)
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= 1.75 weeks respite
care (E800/week)

Palliative radiation
for bone metastases

= 1 stairlift
(£1500)

Hospice Care

V4

= 8 days of day
hospice care
(£180/day)
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Making difficult choices: the UK context

N I C National Institute for
Health and Care Excellence
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Making difficult choices: the UK context

N I C National Institute for
Health and Care Excellence

Improving health and social
care through evidence-

based guidance
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Evidence... & value

N ' C National Institute for
- Health and Care Excellence

e rF = M Zorginstituut Nederland
-y u‘;,:‘\\

CADTH 5dence IQWIG .

and Efficiency in Health Care
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Economic analysis

Cost — — Benefit
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Economic analysis

Cost — — nDeing

bri S‘[’_Ol aAc.u k Joanna Coast: Using the ICECAP measures to assess capability at the end of life



The Mail Online — June 9t 2014

Dying cancer patient left to
wait on trolley
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The Mail Online — June 9t 2014

The value of care?

Dying cancer patient left to
wait on trolley
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The Mail Online — June 9t 2014

‘conventional CEA underestimates the value
of care in the face of death’

(Menzel et al, 1999

Dying cancer patient left to
wait on trolley
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MailOnline -7

‘conventional CEA underestimates the value
of care in the face of death’

(Menzel et al, 1999

Dying cancer patient left to wait
on trolley

Ahospital today launched an investigation after a cancer patient was left waiting on a
frolley for 16 hours shortly before she died.
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Goals of end of life care

“Helps all those with advanced, progressive, incurable illness to live as well
as possible until they die.

It enables the supportive and palliative care needs of both patient and
family to be identified and met throughout the last phase of life and into
bereavement.

It includes management of pain and other symptoms and provision of
psychological, social, spiritual and practical support.”

(National Council for Palliative Care)
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Focus groups on end of life decision making

(" 6E69: I'd argue that the N

quiding principle should be

need... and compassion. If I
were a policy maker I'd be

\_ looking at that<

6C3: ... [families] haven’t always
got the support ... sometimes it’s
not enough, it’s not enough at
all

6E68: ...end of life care’s
different from everything else
in that you’re not making a
person better, you're just
making a person comfortable
and happy...
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Possible evaluative spaces
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Possible evaluative spaces

UTILITY:
pleasure
obtained from
receiving the
care
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Possible evaluative spaces

HEALTH:
improvements in
morbidity and mortality

UTILITY:
pleasure
obtained from
receiving the
care
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Possible evaluative spaces

HEALTH:
improvements in
morbidity and mortality

UTILITY:
pleasure
obtained from
receiving the
care

CAPABILITY:
what you are able to do or be
e.g. ability to make
preparations
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ICECAP measures for use
at end of life
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Economic analysis for palliative care

e Capability as a broad
evaluative space that
captures all the
consequences that are
relevant

* |CECAP Supportive Care
Measure (ICECAP-SCM)

e |CECAP Close Person
Measure (ICECAP-CPM)

Joanna Coast: Using the ICECAP measures to assess capability at the end of
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ICECAP development — all versions

 Phase 1: in-depth interviews to generate conceptual attributes
for measures, analysed using constant comparative methods

e Phase 2: semi-structured interviews to check attributes and
develop meaningful wording for measures

* Phase 3: valuation using best-worst scaling amongst general
population

* Phase 4: assessment of feasibility, validity, reliability, sensitivity
to change
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In depth interview to
uncover what is important
to the informant

Identify issues for Interview
further exploration analysis

Are conceptual
attributes fully
defined?
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Semi-structured interview to

/ explore lay terms for measure \
Identify issues for Interview
further exploration analysis

Is lay terminology for
the measure defined?

YES

Attribute description complete
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5o VAT I
ICECAP Supportive Care ]
Measure (ICECAP-SCM) KFCN
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Methods

* First phase

* 23 Interviews with those at various stages along dying trajectory
* explored what informants felt was important about end of life care,
dying and death
 Second phase
* repeat interviews with 12 informants
e checked attributes & generated wording

e Third Phase

e Best-worst scaling with 6020 members of general public
* 10% suffering from a life-limiting illness
* 40% had experienced a close bereavement in previous two years
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ICECAP-SCM - example attributes

* Dignity — maintaining your dignity and self-respect

['ve got my self-respect, she [carer] doesn’t stand there if I'm
having a shower and all that, she just makes sure the windows

are covered ... we all want our self-respect no matter who we
are (Female, 68, PC)

* Choice- having a say in decisions that affect your life and care

I don’t want to be kept alive if I'm not fit enough to enjoy it
(Female, 81, RC)
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ICECAP-SCM - opportunity for a good death

1. Having a say (Your ability to influence where you would like to live or be cared for,
the kind of treatment you receive, the people who care for you)

2. Being with people who care about you (Being with family, friends or caring
professionals

3. Physical suffering (Experiencing pain or physical discomfort which interferes with
your daily activities)

4. Emotional suffering (Experiencing worry or distress, feeling like a burden)

5. Dignity (Being yourself, being clean, having privacy, being treated with respect,
being spoken to with respect, having your religious or spiritual beliefs respected)

6. Being supported (Having help and support)

7. Being prepared (Having financial affairs in order, having your funeral planned, saying
goodbye to family and friends, resolving things that are important to you, having
treatment preferences in writing or making a living will)
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ICECAP-SCM - health

1. Having a say (Your ability to influence where you would like to live or be cared for,
the kind of treatment you receive, the people who care for you)

2. Being with people who care about you (Being with family, friends or caring
professionals

3. Physical suffering (Experiencing pain or physical discomfort which interferes with
your daily activities)

4. Emotional suffering (Experiencing worry or distress, feeling like a burden)

5. Dignity (Being yourself, being clean, having privacy, being treated with respect,
being spoken to with respect, having your religious or spiritual beliefs respected)

6. Being supported (Having help and support)

7. Being prepared (Having financial affairs in order, having your funeral planned, saying

goodbye to family and friends, resolving things that are important to you, having
treatment preferences in writing or making a living will)
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ICECAP-SCM - care

1. Having a say (Your ability to influence where you would like to live or be cared for,
the kind of treatment you receive, the people who care for you)

2. Being with people who care about you (Being with family, friends or caring
professionals

3. Physical suffering (Experiencing pain or physical discomfort which interferes with
your daily activities)

4. Emotional suffering (Experiencing worry or distress, feeling like a burden)

5. Dignity (Being yourself, being clean, having privacy, being treated with respect,
being spoken to with respect, having your religious or spiritual beliefs respected)

6. Being supported (Having help and support)

7. Being prepared (Having financial affairs in order, having your funeral planned, saying

goodbye to family and friends, resolving things that are important to you, having
treatment preferences in writing or making a living will)
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ICECAP-SCM - broader capabilities

1. Having a say (Your ability to influence where you would like to live or be cared for,
the kind of treatment you receive, the people who care for you)

2. Being with people who care about you (Being with family, friends or caring
professionals

3. Physical suffering (Experiencing pain or physical discomfort which interferes with
your daily activities)

4. Emotional suffering (Experiencing worry or distress, feeling like a burden)

5. Dignity (Being yourself, being clean, having privacy, being treated with respect,
being spoken to with respect, having your religious or spiritual beliefs respected)

6. Being supported (Having help and support)
[7. Being prepared (Having financial affairs in order, having your funeral planned, saying}

goodbye to family and friends, resolving things that are important to you, having
treatment preferences in writing or making a living will)
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ICECAP-
SCM
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ABOUT YOUR WELL-BEING

Please place a tick (v') in ONE box in EACH group below, to indicate which statement

best describes your situation at the moment. For each group please tick one box only.

Please remember to tick one box only.

1) Having a say - Your ability to influence where you would like to live or be cared for, the kind of
treatment you receive, the people who care for you

| can make decisions that | need to make about my life and care most of the time [

| can make decisions that | need to make about my life and care some of the time | *

| can make decisions that | need to make about my life and care only a little of the time | *
| can never make decisions that | need to make about my life and care | *

5) Dignity - Myoun-l toing dean, hang privacy. being ¥oeated with respoct, being spoken 1o
rospoct, Naving your religious or spiiual beflleds respected

| can maintain my dignity and self-respact most of the time | *
| can mantan my dgnity and sef-respect some of the time

| can maintain my dgnity and sef-respect only a little of the time | *
| can never mantain my dgnity and self-respect

2) Being with people who care about you — Being with family, friends or caring professionals
If  want to, | can be with people who care about me most of the time [ ]

If I want to, | can be with people who care about me some of the time

If | want to, | can be with people who care about me only a little of the time

If I want to, | can never be with people who care about me

3
2
1

6) Being supported - Haviog help ans sppon
| am able to have the help and supporet that | nead most of the time
1 am able 1o have tha help and suppoet that | nead some of the time
1 am able 10 have the help and support that | need only a lttle of the time
| am never able 1o have the help and support that | need

3) Physical suffering — Experiencing pain or | discomfort which interf

with your daily activities

| always experience significant physical discomfort .

| often experience significant physical discomfort -

| sometimes experience significant physical discomfort -
| rarely experience significant physical discomfort -

7) Being prepared — Huving firancist atiairs in ordar, haning your funeral pinnmed, sirying goodbye 1o
family st Inends, resciving things that are Importact 1o you, having trestment
profecorcen in wiitng o making o hang wil

| have had the opportunity 1o make most of the preparations | want (o make y
I hawve had the opportunity to make some of the preparations | want to make | *|

| have only had the opportunity to maka a few of the preparations | want 1o make -
1 have not had the opportunity to make any of the preparations | want to make [ ']

4) Emotional suffering - E

ing worry or di: feeling like a burden)

| always experience emotional suffering -

| often experience emotional suffering

| sometimes experience emotional suffering ‘
| rarely experience emotional suffering .

Thank you for your help

Suttton & Coast, Palliative Medicine,
2014; 28:151-157.
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Estimating a score: SCM

No capability on all attributes: value O
A little capability on all attributes: value 0.373

A lot of capability on all attributes: value 0.706
Full capability on all attributes: value 1

0.3
0.25 -
5 0.2
g X
s 0.15
Q
v
a 01
g 0.05
0
e love & hysical | emotional
: ove physical | emotiona T
choice affection | suffering | suffering dignity siipport | prepared
@1 -0.017 -0.003 0.034 | -0.03 -0.033 0.017 0.032
m2 0.033 0.072 0.048 -0.022 0.039 0.116 0.087
W3 0.086 0.142 0.064 -0.002 0.115 0.187 0.114
M4 0.128 0.181 0.108 0.039 0.166 0.241 0.137

Huynh et al, Soc
Sci Med, 2017;
189:114-128.
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No capability on all attributes: value O
A little capability on all attributes: value 0.373

He a-]-th importance A lot of capability on all attributes: value 0.706

........................................................................................................................ Fu” Capablllty On a” attl’lbuteS Value l
0.3
0.25
-
-§ 0.2
S 0.15
O
v
a 01
g 0.05
0
s love & hysical | emotional
: ove physical | emotiona T
choice affection | suffering | suffering dignity siipport | prepared
@1 -0.017 -0.003 0.034 -0.03 | -0.033 0.017 0.032
m2 0.033 0.072 0.048 | -0.022 0.039 0.116 0.087
W3 0.086 0.142 0.064 _—-0.002 0.115 0.187 0.114
m4| 0128 | 0.181 0.108 0.166 | 0.241 | 0.137 ,i
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No capability on all attributes: value O
A little capability on all attributes: value 0.373

MOSt important R A lot of capability on all attributes: value 0.706

........................................................................................................................ Fu” Capablllty On a” att”butes Value l
0.3
0.25 | —_ -
B
3 0.2
= 0.15
O
v
a 01
g 0.05
0
-0.05 - 7
Spearen love & physical | emotional dignity el (asaced
affection | suffering | suffering g PP IR
@m1| -0.017 -0.003 0.034 -0.03 | -0.033 0.017 0.032
m2 0.033 0.072 0.048 | -0.022 0.039 0.116 0.087
m3 0.086 0.142 0.064 | -0.002 0.115 0.187 0.114
m4| 0128 |( 0181 )| 0108 | 0039 | 0166 | 0241~y 0137
- & — — Y
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Methods

* First and second phases combined

e 27 interviews with those bereaved for between 7 and 24 months OR
currently caring for a person at the end of life

e guestions about the participant and their relationship to the
decedent

» experiences of end of life care and bereavement

* Later interviews checked coverage of the attributes, explored possible
wording and tested drafts of the measure with participants

* Third Phase
e Preliminary values: deliberative methods with 38 members of public
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Communication: illustrative quotes

CDX5: “but what I feel end of life care should be is firstly: communication
with family and telling you what’s going on and telling you what can be
done”

CDX7: “no, nobody talked, nobody said anything clearly...but maybe we
should have gone to ask, but trying to find people sometimes is a nightmare,
trying to find people to talk to, of any sort of seniority that knows the...you

know I'm not being rude about more ancillary staff but who know, you know
how ill she 1s or what’s going on.”
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ICECAP-CPM

* Communication with those providing care services.
* Privacy and space

* Practical support Y ;
* Emotional support ®@®¢N

* Preparing and coping
 Emotional distress

Canaway et al, Palliative Medicine, 2017;
31(1):53-62.
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End of Life Impact

THINKING ABOUT YOUR EXPERIENCE, PLEASE TICK (v') ONE BOX FOR EACH GROUP WHICH BEST
DESCRIBES YOUR SITUATION

1. Communication with those providing care services (e.g. doctors, nurses and

carers). This includes things like:

e being able to get information about the person’s health and care;

e being able to have a say in the care that the person receives;

e Dbeing able to ask questions, have them answered and have views respected;
e being able to have rapport with those providing care.

A. | have been able to have good communication all of the time.................... O
B. | have been able to have good communication most of the time................. O
C. I have been able to have good communication some of the time................ O
D. I have been able to have good communication a little of the time............ O
E. | have been able to have good communication none of the time................ O

bristol.ac.uk



End of Life Impact

THINKING ABOUT YOUR EXPERIENCE, PLEASE TICK {v') ONE BOX FOR EACH GROUP WHICH BEST

DESCRIBES YOUR SITUATION

cams) ﬂm lmlu:lnlhnc;llh
®  teing able tu gt formation atout the person'’s hesith and cane;

o having been atée b have 358y In the care that the persam receres

o bwirg altle 1 ask guestioon, have Yhem snymsered s Save vierws smpecied:
o being al esse with thase providng cane

310 services (@ 8. doctors, nursas and

A | have baen abie 1o hive good comamunication gl of the time.,

& | have been able to have good commusrication most of the teme_

C. I hawe boen 3bke ta have good communication gome of the Time,

0.1 have been able to have gocd communication g [Rtie of the time.

£ I have bewn able 10 have good communication aong of the tirve

EEEE

2 Privacy and Space. This includes thirgs lke:
*  having been alie to have tme with the peson In prvate (e.g 3 priote room o
husgita)
o hawing besn abie 10 be in 4 peacefyl location with pleasant fecdties;
*  having been atie 10 be with 15 dying peson it the end of ther [fe

AL have beon 355 to have privacy and space gllof the time ..

B I have Deen abla 10 have privacy and space moge of tha Time

C I have deen able to have privacy and space some of the time

D, ) have been able to have privacy and space a liftig of the time___

£ have been plile 10 hive privscy 4nd space nong of the time

memmbfmmmm

turying Neks, Sk Fromm social services ue hags from famiy.
o hwing abbe 1o gat practical wpport from emgtoyws sch as ime off st seeded;
o being able to gat practital soeort with beregverment trocesses and desling with the
pecon's affary

haning been alie 10 Ret Sractical support and feid anh the Care of the 2eowon, such

A | have bean fully able to got practical support..

B | have been mostly able to pet practical suppoet

€| hawve been someshat oble to get practical support.

D1 have bewn mostly unable ro got practical support.

ol A

E lmwbﬁomwmwmuwl_

Copyright © QOM) Almtar Canawyy, Mareth Al Lanats, Prifp Singhoen, Cara Ralley snd joaens Coast

4. Emotional Support. This includes things fke:
o berg able to get emotonal support throogh tamily, frisnds or colleaguey;
©  Doing abis 20 get wentonal Wppott through other seevions inCludng Chartws snd

resfigion ¥ appscable.
A hiree been fully sbie to get ! suppont
81 have been mosthy abile to get 18 Sappore

C. 1 have beer: somewhat abie to get emotional support ..

O 1 have been mestly urabie to g=t w8l support

EEEEE

£ | have been completely unabile to get emotonal suppert. .

5. Preparing and Coping. This includes things lke;
o being prepaced for the person’s death;
o having I persun’s post-Beredvernent Bfars and Rowial arangements s otdet;
o Deing free from gult and regrets.

A | have been fully able to prepace for and cope with, the porsan’s death... ...
8. | have bean mostly able *0 propare foe, and cope wath, the person’s death. ...
C. | have besn somewhat able 1o prepare for, and cope with, the person's death._
O | havo been mostly unable to prepare for, and cope wah, the persca’s death. ...
£ ! have been completely unable o prepare for, and cope with, the person’s daath

EEEE R

things like baing free from emotional distress resulting from:
® ypeing the persan in pain and dacomiurt;
o se2ing the loss of dignaty, of 8 lack of respect given t0 the person;
® abwing o lack of care and attenton gaven 10 the Beeson.

A. | have bean fully able to be tree from emations distress.....
8 1 have beer: mustly able to be free from emotional distress ...
C. 1 have beor somewhat.able to be free from emotional distress......

£ | have been completely unable 1o e free from emotional distress,

O 1 have been mastly unable to be free rom emotions| distress |

[1111]

6. Emotional Distress to you, felated to the condition of the persan. This inclides

Thank you for your help with this research

Copyrignt © (2014) Alastar Canaway, Hareth Ak fanabl. PNAD Knghoen, Cara Dabey snd Joaans Coast




ICECAP-CPM preliminary value set

CPM Value Set
-

li:}.D

0.35
0.3
0.25
o.2
0.15

M level| 1

M level| 2

||I II II II II s
. I- I- I- I- M level 4
"ﬁ"’ 1;','3' ":"’ ..;ﬁ:' ‘;’

M level 5

0.0

o] e 2
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ICECAP-CPM preliminary value set

M evel 1
M level 2
M level 3
M level 4

M level 5
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Who/how many close persons?

‘-
&

Informant's
daughtar

(decedent's
granddaughter)

Canaway et al, PharmacoEconomics,
2019;37(4):573-583..
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Who/how many close persons?

On average, eight
close-persons
included

linformant's
_8rother

Ndecedent’s son)

''''''

Typically, there
were four within
the inner circle
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Evidence for use of the
ICECAP-SCM 1in hospice
settings
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Qualitive/thinkaloud study of feasibility

Patient/CP
identified HCPs

* Receiving care through .0:
the hospice P
« Sufficiently well to be
able to provide L
informed consent & 'n'
participate PY
s Wishing to participate ® e °
< Able to communicate in L « ©

the English language ®
Patient Identified
L Close person (CP)
] o
°o®
Hospice Inpatient Unit w Introduced study and provided
. Research nurse : .
Hospice Day Case identified patient information sheet.
Researcher contact and consent.

Community
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Think aloud

Introductory

demographic

guestions

* Age

 Marital status

* Family
circumstances

* Religion

Warm-up to ‘think
aloud’

* How many windows
are in your house?

* Who have you seen
today?

« Satisfaction with life
guestion

Randomly
allocated 3 scales
for think aloud

« ICECAP-SCM

- ICECAP-A
- EQ5D-5L

* Prompted to ‘think
aloud’

Interviews audio-recorded - lasted approx. 30 mins

bristol.ac.uk
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Semi-structured
Interview

* Errors/struggles
» Scale completion
* Preference

» Aftercare




Methods: Think aloud

‘Think aloud’ with semi-
structured interviews with
patients, close persons,
health professionals (n=72)

[Struggle]
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Error scoring

* Few errors in ICECAP-SCM completion (n=10),
Support Preparation

compared to ICECAP-A (n=12) and EQ5D-5L (n=16),
despite having more attributes

* |CECAP-SCM: g g
e ‘Support’ error free 0 1
* ‘Preparation’ had most errors
_ 0 1
(n=4)

0 2

“That’s a difficult one... We haven’t got the funeral
planned, because my wife won’t talk about it. She won’t > 5

talk about how she’ll manage with the money... She don’t

want to know” (PT27)
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Positive perceptions of ICECAP-SCM

“I think they were all pretty straightforward... |
think [the ICECAP-SCM] with me everything was  (x (OUECTION

applicable to my situation” (PT02) ~ ?‘,ISSU ESg
“It seems like a better choice than the other ~ <~ %Z] E/* ﬂ(p )
two, because, it’s more about me, what I’'m » N{W % M‘ ,Iﬁ
really like (PT26) = s @ -
.~ oo oh s
“That [ICECAP-SCM] tells you more about what , =~ ® 5\ @, »
Y] . ” \‘ K) / 3
I’'m going through, that does” (PT27) - £7 \ x\“‘ /
V7 ‘\“% Omp kK \ d.J
| suppose that one r.eaflly [ICECAP-SCM], | n m P /,:KQ =
found easier” (PT22)
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Using 1n practice: Day Hospice Study

e Capability approach: e Standard ‘health’
ICECAP-SCM approach: EQ-5D-5L
* Choice * Mobility
* Love & affection e Self-care
* Physical suffering e Usual activities
* Emotional suffering e Anxiety/depression
* Dignity * Pain/discomfort
* Support
o Preparation Mitchell et al. BMC Palliative Care

(2020) 19:119

bristol.ac.uk



Little change in outcome at 4 weeks

* Centre 3 had largest
numbers included (n=22)
* Health change -0.03
e Capability change +0.03
* Very small numbers...

e But shows that different

perspectives on outcome | Aoy v —
can give different answers — WWW. IRwpossIbilities

bristol.ac.uk




To conclude...

 |nterventions at the end of life need /
to be evaluated to aid decision
making about what should be done

e Capability provides one option for H'S (OMMXO

evaluating the benefits of intervention

 going beyond health =<

* |CECAP measures can be used to capture impacts on those at end of
life, and those close to them

* Good evidence on feasibility of use
* Limited evidence as yet on validity, reliability, responsiveness to change

Joanna Coast: Using the ICECAP measures to assess capability at the end of

bristol.ac.uk life
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