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47,000 people living
with dementia
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The majority will die in either acute hospitals or
PSyC h E L long-term care facilities

‘Consultaion Uslsan Peychiatry| de Siun 2014, Dempsey, Dowling et al. 2015, Reyniers, Deliens et al. 2015
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Background Background

Needs in advanced dementia include

* Needs unrecognised
* Impaired speech and swallow

* Atrisk of inappropriate ¢ Gait impairment
prescription of * Incontinence
antipsychoti . .
HEESYEONE * Loss of appetite, weight, muscle mass
* Pain
* Vulnerable to burdensome + Dvspnoea
interventions at end of life ysp X X
s * Behavioural and Psychological Symptoms of
+ ?Increased mortality Dementia (BPSD)

McCarthy, Addington-Hall et al. 1997, Mitchell, Teno et al. 2009, Hughes, Jolley et al. 2007, Birch
and Draper 2008

Background Background

At end of life people with dementia receive
different care
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Cognitive disability

* Pain under-treated Culture

More likely to have invasive procedures
Spiritual concerns neglected
High levels of unmet needs amongst carers

Less likely to be referred for specialist palliative
care input

Difficulty knowing when end of life is near

Poor awareness among carers and clinicians of the life-
limiting nature of dementia

:ond:willi:ms 1935.:"'5?250!;;9991 Morrison and Siu 2000, Sampson, Gould et al. 2006, Hughes, Jolley et al. 2007, Birch and Draper 2008, Ryan, Gardiner et al. 2012, Regan, Kearney
lennings, Froggatt et al. et al. 2013, Brecher and West 2016
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Background

# HosPice
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THE IRISH NATIONAL DEMENTIA STRATEGY

Building
Consensus
for the Future

“Palliative Care should...be considered as having
arole...from point of diagnosis through the
trajectory of illness, to end of life and
bereavement support for family members”

“Regular assessments of palliative care needs
should be conducted by staff providing care to
people with dementia”

End of Life Care Planning and Information
Handover Amongst Dementia Patients Awaiting

Long Term Care

ST. JAMES'S
HOSPITAL

PsychEL

Consitation Liison Peychiay

Objectives

* Identify whether a palliative approach to EOLC
planning is considered amongst dementia patients
awaiting nursing home care

* Assess the quality of handover information on
diagnosis and EOLC plan at key clinical transition
points

Methods

Acute SJH Admission

Hollybrook Lodge Ni

Admission

Retrospective case note review

All patients with dementia admitted to HL from SJH to

await nursing home care x 1 year

Palliative Care Needs Assessment Guidance and 2004 NICE

ursing Home
Admission

Results

201 Admissions
to Hollybrook

1 68normal
— cogaition

133 with cognitive
impairment

| ——

122 awaiting
nursing home

115 with
dementia

guideline
Reason for Admissionto SJH
aGenMed
aFals
aUrosepsis
=Resp
aStroke
Female 70% "oensu
=0rtho
9 Haom-Rad-On
Male 30% oy aone
Mean age 83.7 years Recorded Diagnoses

(range 62-98)

94% admitted from home

Dementia
& Cognitive Impairment
= Aizheimer's
= Vascular
uLewy Body
uMixed
= Parkinson's
Other




EOLC Planning SJH

Mean Length of Stay 112.4 days
(range 6-758 days)

=Yes
mNo

EoLC Patient  Goalsof Care Ceilngs of _ Preferred  Preferred  Practical  Spirtual Family
Discussion  Involved  Establshed ~_ Care  Placeof Care  Placeof lssues Meeting
scussed  Discussed _ Death

Discussed

Needs
Considered

Resuscitation Status documented in 27%

Results

24 patients (21%) were re-admitted to SJH from HL:
Falls 30%
Respiratory Failure 30%
General Medical 21%
Others 19%

13 patients (11%) died following admission to HL
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EOLC Planning HL

EoLC Patient  Goals of Care Cellings of _ Preferred
Discussion  Involved  Established ~_ Care  Place of Care  Place of Issues Needs Mesting
Discussed  Discussed

Resuscitation status documented in 28.7%

Mean length of stay 102 days (range 1-477 days)

aYes

aNo

Proferred  Practical  Spiritual Farmily

Death Considered
Discussed

Communication at Transition Points

SIH > HL
120

100

=Yes
%0 mNo

Cogritive Status ~ EOLC plan Resus Status

HL -> Nursing Home (n=98)
120

100

60 =Yes
=No

Cognitive Status ~ EOLC plan Resus Status

Discussion

Among this group of people with dementia awaiting
nursing home care, a palliative approach to end of
life care planning was rare

* Inadequate communication between clinicians, patients
and carers

* Limited involvement of the patient in decision-making

* A failure to hand over critical clinical information

1. Inadequate Communication

Patient

EMOTIONAL
PROTECTION

CLOSED
AWARENESS

Carer Clinician
ETHOS OF
INSTITUTION

* EOLC discussion
documented for 51%
before discharge to HL

LACK OF SKILLS

* Preferred place of death
noted for just 2%

* ‘Closed Awareness’

Costello 2001, Casey, Murphy et al. 2011




1. Inadequate Communication
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* Goals and ceilings of care generally established over the
phone with families following an acute deterioration in clinical

condition

* Reactive rather than proactive approach

Dying well with dementia: qualitative examination
of end-of-life care®

Vanessa Lawrence, Kritia Samsi, Joanna Murray, Danielle Harari and Sube Banerjee

The Briish Journal of Psychiatry (2011)
199, 417-422. dol: 10.1192/bjp.bp.111.093989

BJPsych

2. Poor patient involvement

¢ One third of patients had v
direct input into their care Frtermncas for ol
while in SIH

dementia and their family carers

* Decision-mal

« Care plannin; -li
diagnosis )

of end-of-life care”

Vanessa Lawrence, Kitka Samsi Joanria Murray, Daniell Harari and Sube Baneriee

I A
‘ Dying well with dementia: qualitative examination
Concerns abc | \ s “

* Poor familiar ‘ BIPSYCH | 155 Tircizs do 10 s m 11095989
palliative frar —

3. Poor clinical handover

SIH - HL

* No cognitive dx for one
third

* EOLC plan handed over
for 4%

Resus status documented
for 10% (available for
27%)

HL > NH

No cognitive dx for more
than half

EOLC plan handed over
for 2%

Resus status documented
for 5%

3. Poor clinical handover

Prevalence of dementia 89%

The underdetection of cognitive impairment in
nursing homes in the Dublin area. The need for on-|  32% had a diagnosis of dementia
going cognitive assessment @

Suzanne Cahill &, Ana M. Diaz-Ponce, Robert F. Co al Walsh

65% of those nurses considered
cognitively intact had dementia

Issue 1, 1 January 2010, Pages 126-131,

INTERNATIONAL JOURNAL OF GERIATRIC PSYCHIATRY

com). DO 10.1021g 779 Prevalence of dementia 65%

The recognition of dementia in ‘non-EMI’ nursing home 35% °f'th€59 were
residents in South East England recognised by nurses as
having dementia

A 1. D. Macdonald"* and G. 1. Carpenter™*

Conclusions

dementia

Specific challenges associated with EOLC in

The shift toward a palliative approach to

dementia care has yet to occur in Ireland

* Opportunities to provide the best quality of care

are being missed

Critical need for staff training

Limitations Strengths

Small numbers Real world view

Single site First study of its kind in
Irish setting

Indirect method of
determining dementia dx | |First in international
literature to look at quality

. of clinical handover
Case note review
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