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Figure 2
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Fig. 4 Defining the Irreversik

Acceptable Level of Function

"As long as | can recognize famil

and communicate with them
my quality of life Is acceptable”

100% Health

Preserve Life
Infensive care, CPR,

Loss | tube feeding

) S S T
Function | Relieve Suffering Unacceptable Level of Function
\ Pallative Care “When | can no longer recognize
No CPR, No Tube Feeding family or communicate with them and my
Death condition is irreversible - | consicer this an

unacceptable loss of function”
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Let Me Decide has 2 co
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Let Me Decide Advan
1. Summary of Patien

In my CURRENT state of
became seriously ill | wou




Let Me Decide Advan
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Palliative

* Only measures that ¢
minimize pain; e.g. |




Limited

* |V therapy may be

e X-Ray examination
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* Do not admit to ICl
| ilate (e:
urgery)
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Intensive

* Transfer patient to |
* Ventilate patient if ne




Cardiac £

No CPR:

Make no attempt to
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Irish public’s awareness of end-of-life

Terminology Know a Know a Heard of but
great deal | fair know
s (%) amount nothing (%)

(%)

Advance directive 1 2 13 13 “
Living Will 10 15 28 15

DNR order 13 16 32 13 25

CPR 17 34 49 11 9

Post-mortem

J McCarthy et al. J Med Ethics 2010 36: 454-458




Who do Irish Healthcare professionals
want to decide for them? 2012

80
7t
60 -

50 -

40 -

W Legally
® who should L§

Family Doctor Doctor & Other Don't know
Family

Only 26% of Irish HCPs correct as to who Iegally decides (n—474)
Of the docotrs, only 35% of correct (n=165) j.._&. - .
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Use of Advanced Directives ( | )

If unable to communicate,

how important would having
an advance directive indicating
level of care be to you ?
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Importance of Control
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say in deciding treatment discuss treatment w / physician
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PATIENT CASE SCENA§

— 84yrs old

— Living in rsing home
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You are the d
What woulc

e Palliative, Limited, Sursg

-

or no CPR?




Individual Countries : No Directive
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Nurse’s Treatment Options : No Directive




Nurse’s CPR Options : No Directive
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Most Important Factors
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Ethical  Patient Dr's Hosptial
Concern Wishes  Religion Costs




What do we know abo
Directiy

* Number surveyed: n =959

— Doctors, Nurses, Allied Healtk




CPR and Tube feeding {
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CPR and Tube feedi
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Age, Gender & Discipli

HONG KONG | IRELAND ISRAEL ITALY Us
(n=157%) (n=186%) (n=141%) (n=261%) | (n=344%*)
Age
< 35 years 81% 53% 58% 23% 20%
> 35 years 11% 44% 40% 77% 79%
I Gender
Male 17% 6% 13% 30% 4%
- |Female 81% 89% 87% 70% 96%
' Discipline
General 77% 61% 61% 88% 76%
Specialist 17% 32% 34% 12% 22%
Other 0% 4% 1% 0% 2%
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If this was your patient
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If this was your Father
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If this was your self
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Palliative / Limited
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% Choosing Surgical/Intensive vs Pallig
for 3 Case Scenarios: Your Patient
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% Who would perform CPE
Scenarios: Your Patien:




Conclusi

e Treatment varied wide
countries

* Treatment varied wic
professi |




KEY POINTS

* Interesting differences in p
when presented with the
patient, parent and self.

* |rish nurses opted for ‘palli
' Interparts |

Intensive’ treatment ¢

N
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~ A Systematic
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RCT: Prospective Econon

Mean Cost per Resident (S)
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Deaths and Di
Retrospective and Prg

12 Month Retrospectiy,

Variable LMD Contra
Homes Home
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Hospitalizat
Retrospective and Prg

12 Month Retrospectiy,

Variable LMD Contr
Homes Home

Number of - 635

lospitalization
mean Hospitalizations
per patient)




First Irish Edition

_

LETME

Prof. D. William Molloy

Funded by the Irish Hospice Foundation/Atlantic Philanthropies






Aim: To evaluate the systemati
LMD-ACP programme in threg

Design: Two year before/afte
evaluation (Qualitative and Q&

Sample: Three Nursing Hom




Why palliative ca

e Evidence that ACC _



Baseline data on I

* Profile of home questi
e Baseline residents’ de
Iliative Care ec




Baseline Data

* Suggests high satisfaction with care received
— Some really good initiatives (easily copied)

* Low level of advance care planning
— Usually left until person is dying

Of those who died in LTC
— 8-11% were transferred in last 3/12,
» Of these 56% died within 2/52 of return to LTC
* 6-22% died in hospital

— Local study suggests 14-37% of transfers inappropriate
or avoidable

— Potentially burdensome or unwanted ...... plan ahead!

A\




Let Me Decide -

e Introduction to Ad
Directives




Let Me Decide — P;
Educse

* General palliative care

e Aimed at
| sessions for nurs




Let Me Decidg

— Different legislation
ACDs and medical d

acking capc



Decision Tree for Implementing “Let Me Decide™

I Nurse approaches Resident regarding ‘Let e Decide” I

. w
| Resident Interested in Let Me Decide | I No interest in LMD

l

| STEP 1 — Use SMMSE to assess Cognition |

-
-l

w w w
SMMSE Score SMMSE Score SMMSE Score =
I 10-20 =20-30 <10
IEprore;‘ Interview further I - — ¢ — -
Explain Study & Obtain COMSENT from Resident I
Resident lacks L . -
capaaiiyto | STEP 2 — EDUCATE Resident regarding LMD |
complete Let L
Me Decide [ STEP 3 — Use SIACAD to assess CAPACITY |
w
+> e
SIACAD il SIACAD
Score =15 SIACAD Scaore Score <10
10-15
- ¢
| RE-educate resident regarding LMD | Resident LACKS capacity

Resident HAS capacity to
complete Let We Decide ACD

to complete
Let WMe Decide

= | siAcAD is RE-administered |

r ! I
~ : Score =15 I Score 10-15 | I Score <10 I_>

3

Doctor decides whether resident has

capacity to complete Let Me Decide
w -

A
|

Competent Resident [nscuss End-of-Life care with
completes Let We next-of-kin /Resident

Ask Next-Of-Kin for -

Decide ACD

CONSENT to l
participate in Study

‘End-Of-Life Decisions Care Plan
l for Person Lacking Capacity’ is
| drawn up and signed off by Doctor




Advance care planni
Care Directi

* Following implementation, over 50%
of-life care plan in place (advance ca
end-of-life care plans for those with

ACDs/EOL Care Plans completed (%) ,‘
/ 1, 120 Beds N=68/120 (57%)

2. 97 Beds N=58/97 (60%)

3. 79 Beds N=39/79 (50%)

\\v .



Compliance

e Despite the high prevale
|mpa|rment at least 109



Staff s

Before (n=87)

* 50% had no palliative training

* 40% would fident about
i issues with




Qualitative Evalu;

* Focus groups were conducted

s asked to describe ‘L
— I

on
B9
o IR
clarlty—s":‘s% peace § S
OPainless =S supportive—3
= Q)a S completeness
g o Directive Posita
S Sa vancey o lf cAYelve
W > Carehacerty orwar
o) . dworl( onvenient
A< min essentia

Let



Codes

implementing advance care planning

Drirecting care

Implementation of the programme

Enhancing communication

Changing care culture

Essential for practice

Care planning for the future
Fear of unknown
Support from research team

Pathway for difficult conversations

Mormalising death
Building relationships
Composed care environment

Benefits
challenges
. o . Resounce Intensive Tirme and Effort
Reviewing and updating
Education/training Train the trainer model
Elended approach and simulations
MDT approach Role of senior nurse and managers

Recommendations

Getting everyone involved




“l think it has made end of life care in

Demonstrating the significance of
implementing ACP/ACDs

These observation by staff have been
confirmed by quantitative data

LMD has enhanced practice

LMD enhanced communication and
normalised death — one resident even
thanked staff for giving them the dignity

to decide.

Benefits of the programme have extended
to reducing family distress and creating a
sense of preparedness at end of life



QODD -

e Before (n=104)

* Did you get to spend time with relative i
Yes 100 (96%

Overall there was little change in
quality of care provided or quality of
death and dying

J".

“.... completed the
advance care directive on
mums behalf which | am
sure helped the doctors
and nurses decide on
appropriate care"/



Staff perception
experi

Symptom Staff Nurse (n=15) Healthcare assistant Kappa value (95% | P-value
(n=15) Cl)
Pain 28.6% 71.4% ) .28 (-.03-.
Nausea 10.0% o .29 (-.19{:
SOB 45.5% 5.5% | .63 (.17-
Cough 33.3% .57 (.08-
- - Seizure p
constant
9.1% 0.0%
ion 0.0% 16.7%
iarrhoea '40.0% 40.0%
Agitati 3% 44.4%
outh 35.7% 57.1%
ea 50.0%
e 46.2% 53.8% .54 (.09-.99)
ecre 71.4% .84 (.53-1.00)
T m experience at end of life s
ms
global r.
ed th

| an

= tot




Challenges to |

RESULTS

Challenges and bamers to implementation
Key challenges identified during the implementation process are outlined in Box 1:

Box 1 Key challenges identified in implementing advance care planning

A

Difficulties for management in releasing staff for training

Reluctance of staff to take ownership ofthe ACF process, seeing it as a role for
management

Lack of staff confidence and experience with ACF and ACDs

Lack of adequate time to deliver ACF to residents and their families

Difficulties educating residents with cognitive impairment

Failure of other healthcare professionals to recognise completed ACF forms.

FE

O 00O




Informal Fe

Recently, an intensive care specialist offered us her views on the usefulness of
introducing ACP to LTC residents:

“As clinicians working in infensive care, we all too offen see the result of the lack of
clear directives in nursing home patients, whereby wholly inappropriate treatments -
ventilation, dialysis, surgery are undertaken on people with no hope of retum to
even the baseline function they had before the acute iliness. We offen spend days
talking to famiies and primary care physicians, to negotiate some kind of death with
digrnity in these circumstances, and withdrawal of invasive and futile therapies. In
fact, a large part of our job is to manage dying and the expectations of families and

doctors.

“The sensitive and supportive way you guided us through the Advance Care e T
Directive decision-making process 15 greatly appreciated by all of us and by mother b
in particular (spouse of resident). Although my mother found some of the \
conversations difficult, she accepts it had to be done and that if was a good idea fo
get something in writing signed off"

Justto say thanks for including us n the let me decide project. We recently had 2 young man admitted whao had 4 cardiac arrests and subsequently suffered brain damage. We did his end of e care plan on
admission, He deteriorated rapidly one day and thankfully had a dignified and peaceful death, His family were relieved, even though initally they were a bit taken aback at the prospect of him not being resusciated -
cansidering he had survived 4 previous attempts!

It certainly the way to go and has been a tremendous help to us in caring for peaple &t the end of theirfe,

Thanks again



Future k

HRB application €350,000

. Large randomised pilot (parallel-arm ¢
whereby the control converts to active

6 homes recruited and matched baset
randomly assigned to groups

Collaboration

partners in different
ng in the community now.




Educational |

e Let Me Decide Book
* Training program on t
' credit
e Decide translz




Key publication

Cornally N, Weathers E, Coffey A, Daly E
perception of end-of-life experience (SP
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