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Sub-study 1
Compiling an Item Bank of advanced dementia
symptoms

Creating a reliable way to Assess
End-of-Life Care in Advanced
Dementia

Sub-study 2

Focus Groups with Registered Nurses on their
perceptions of advanced dementia symptoms

* My study aim was to develop [ ]
the End-of-Life Assessment Tool ——
for Adva nced Dementla { Delphi Surveys to achiev:al consensus on the }

categories and items of the End-of-Life Care
Assessment Tool for Dementia

* Helping nurses recognise need,
act early, and deliver better
palliative care.

Sub-study 4

Piloting of the End-of-Life Care Assessment Tool
for Dementia

Sub-study 5

Validity testing of the End of Life Assessment
Tool for Dementia.




End of Life Care Assessment Tool for Dementia (EoLC-ATD)

Consider signs and symptoms present over the past 7 days
Allocate a NO if following signs and symptoms are not currently present
Allocate a YES if the following signs and symptoms are currently present

1 Cognition [conscious mental processes that ocour in the process of thinking, including identification,
understanding and perception of knowledge)

fas

1a Unable to tocus/pay attention
2 1k Unahble to retain new information
3 1c Confusion (place and person)
2 Personhood (sense of self, autonamy & self-determination in expressing choices and decisions)
4 ?a Unable to express personhood
| 2.g. unable to engage in a meaningful way, either verbally or facially |
5 b Does not indicate their own preferences for care
-1 2c Does not engage in decisions regarding whether or not to take medications
(e.g. mot able to ask for pain relief: not able to refuse medication verbally or through behaviowr)
7 Zd Does not engage in decisicns about treatment for a medical condition
[=.g. unable to respond when BP, or BGL are undertaken)
-] 2e Does naot indicate the need to eat or drink
. 3 Behaviour [responshveness, the way In which one acts or conducts oneself, especially towards others)
9 Ja Apathetic (appears not engaged most of the time)
10 3b Agitation (e.g. frequent reguests for attention ar calling out, pacing, repetitive actions such as
fidgeting and plucking]
11 3c Resistance to care (e.g. physically and/or psychologically resisting, pulling away, tightening limbs,
stiffening, wavlng arms and legs and verbally objecting to care with words and/or sounds)
4 Functlon [abllity to perform basic and Instrumental activities of dally living )
12 da Unabsle ta self-feed
13 4b Unable to attend to personal hygiens
14 Ac Unahble to dress completely and in the right way
15 Ad Unable to selftoilet without full assistance, unrelated to physical disability
16 de Incontinent of urlne
17 4f Incontinent of faeces
18 4g Bedfast, chair-fast
& Physiological state [mechanical, physical, and biochemical function )
19 La Significant welght loss unrelated to physical llmess (BAMI <18.5 kg/m2)
20 Sh Altered appetite and/or decreased food intake (eating less than ¥ the meal)
21 L Difficulty chewing
22 Sd Chaking on food and fluids
23 Se Altered thirst and decreased fluid intake
24 5f Pressure injury (stages 1-6] or skin integrity high rick [Waterlow =15)
B Psychological state [state of mind including emations/mood fsuffering )
5 Ba Anguish [eg. pain, grief or fear)
26 Bb Anclaty
: 7 Other symptoms (Please describe In free text)
27 Ta

YES, total score | for signs and symptoms are currently present)

27

The End-of-Life Care
Assessment Tool for Dementia
(EoLC-ATD)

* Thistoolis avalidated measure that screens for
symptoms occurring in moderate to advanced dementia.

* Designed to be used by registered nurses in the aged care
setting

 The symptoms identified with the EoLC-ATD assist with
planning and monitoring palliative and/or end-of-life care
that supports the unique symptoms occurring for the
person living with dementia.

* Free, requires minimum training and takes 10-15 minutes
to administer - following discussion with direct care staff
and others able to contribute advice on the person’s
symptoms over the past 7 days

* Plus areview of the person’s other clinical assessments



A TALE

OF NEGLECT

B e

39.2% of aged care
residents experience
neglect, or emotional
or physical abuse

68% of aged care
residents are
malnourished, or

at risk of malnutrition

61% of residents

in 150 aged-care
facilities are regularly
taking psychiatric
medication

A question of human rights!

 The Royal commission into Age Care
Quality and Safety (2021) identified the
urgent need for RNs to receive
additional education on palliative care
of persons living with advanced
dementia




Why This Matters

1. People with advanced dementia have complex
health needs

2. There will likely be unmet needs which may
present as changed behaviours

3. Skilled nursing knowledge is critical to quality
person-centred end-of-life care



Dementia-Specific Assessment in Practice
Understanding the person

Documenting the life story of a person with dementia

Assessing a person’s quality of life
Focused assessments

Pain verbal and nonverbal

Distress — Distress Observational Tool

Understand changed behaviours

* Maybe physical changes in the brain or response to the environment,

health or medication and behaviour may be their way to
communicate.

IPOS-Dem is a proxy measure

FAST functional scale

Depression scales

AAT for detecting delirium

Anxiety rating scales

Cognitive assessments



Common palliative care assessments

While not specific for dementia

e Care workers use the Stop and Watch Early Warning Tool
* The SPICT™ screening tool refers to dementia

e Australia-modified Karnofsky Performance Status (AKPS)
e Symptom Assessment Scale (SAS)

 Modified Borg dyspnoea Scale (mMBORG)

e Mini-Nutritional Assessment Short-Form

e Rockwood frailty scale

e Braden Pl risk

e Oral assessment



V -Value
Value people with dementia and their carers

Promote dignity, rights, and inclusion

Regardless of age or cognitive ability Person-centred dementia care
| - Individualised care VIPS Framework (Very Important PersonS)

Every person is unique

Consider life history, personality, health, and resources
Tailor care to the individual

P — Perspective

See the world through the person’s eyes

Their experience is meaningful and valid

Empathy has therapeutic value

S —Social environment

Care is grounded in relationships

Support connection, belonging, and comfort

Create an environment that enables wellbeing
(Care Fit for VIPS. The VIPS Framework. 2025)



Instructions for using the EoLC-ATD

In conducting the assessment,

the following constructs are .
reviewed: * The End-of-Life Care Assessment Tool for

Dementia (EOLC-ATD) consists of 27 items
within six (6) constructs (global cognition,
personhood, behaviour, function,

2. Personhood physiological and psychological).

(self-determination)

1. Cognition

(conscious mental processes)

\

Pr ration
3. Behaviour B eparatio

(responsiveness)

S

* Review previous assessment data, care
A Function plans and other recorded information to
(self-care in activities of living) determine symptoms according to the

EoLC-ATD itemes.

/ * Review medications and laboratory test
6. Psychological state results for additional information on how
imetions/mocc) | these might impact or influence symptomes.

5. Physiological state
(cellular and bodily function)

sl rief>-




End of Life Care Assessment Tool for Dementia (EoLC-ATD)

Consider signs and symptoms present over the past 7 days
Allocate a NO if following signs and symptoms are not currently present
Allocate a YES if the following signs and symptoms are currently present

1 Cognition (conscious mental processes that occur in the process of thinking, including identification,
understanding and perception of knowledge) Yes No Journal of Advanced Nursing WILEY
1a Unable to focus/pay attention

2 1b Unable to retain new information
3

1c Confusion (place and person)

[ 2 Personhood (sense of self, autonomy & self-determination in expressing choices and decisions) | EMPIRICAL RESEARCH MIXED METHODS (EIEED
4 2a Unable to express personhood
( e.g. unable to engage in a meaningful way, either verbally or facially )
5 | 2b Does notindicate their own preferences for care Development and Validation of the End-of-Life Assessment
6 2¢ Does not engage in decisions regarding whether or not to take medications Tool for Advanced Dementia: A Multi Method Study

(e.lg. not able to ask for pain relief; not able to refuse medication verbally or through behaviour)
7 2d Does not engage in decisions about treatment for a medical condition

Carolyn Bourke! | Lynn Chenoweth® @ | Ekavi Georgousopoulout & | Anna Williams®s (3

(Q Unlb‘e 10 ftspond then BP or BGL are Undemkeﬂ) “Health/UARC, University of Technology Sydney, Ultime., New South Wales, Australia | *Centre for Healthy Brain Ageing (CHeBA), Discipline af
's. 4 Paychiatry, UNSW Medicine and Health, Sydney, New South Wales, Australia | *The University of Motre Dame Australia, Darlinghurst, New South Wales,
K] 2e Does not indicate the need to eat or drink Awstralia | *ACT Health, Phillip, Australian Capital Tecritoey, Australia | *Schocl af Nursing and Midwifery, Faculty of Health, University of Technology
Sydney. Sydney, New South Wales, Australia | *Schaol of Nursing and Midwifery & Translational Health Research Institute {THEI), Western Sydney
[ 3 Behaviour (responsiveness, the way in which one acts or conducts oneself, especially towards others) University, New Soath Wales, Australia
9 3a Apathetic (appears not engaged most of the time) Correspondence: Lynn Chenoweth (1 chenowethunsw edi au)
10 3b Agitation (e.g. frequent requests for attention or calling out, pacing, repetitive actions such as Received: 12 November 2024 | Revised: 2 June 2025 | Accepted: 14 July 2025
ﬁdﬁet_ins and p‘u(king) Funding: The authors received no specific funding for this work.
11 3¢ Resistance to care (e_g. phvSiu"v and/or psy(hobg.“"y resisﬁng' pU"iﬂg away, ﬁghte""‘g limbs, Keywords: advanced dementia | end of life | palliative care | persen-centred care | registered nurses | symplom measurement
stiffening, waving arms and legs and verbally objecting to care w/ith words and/or sounds) ABSTRACT
BSTRAS
| 4 Function (abllity to perform basic and instrumental activities of dally living ) Aims: To develop and validate the End-of Life Care Assessment Tool for Dementia (EoLC-ATD).

| 12 4a Unable to self-feed Design: A methodological study with multiple phases.

Methods: Five sub-studies comprising: a review of 90 validated dementia measures to compile an item bank of advanced de-
mentia symptoms; focus groups with registered nurses on advanced dementia symptom identification and relevance of item bank
14 4c Unable to dress oompicloly and in the lighl way inclusions; Delphi surveys with dementia experts seeking consensus on the EoLC-ATD constructs and items; pilot testing of the

o ith . » . o EoLC-ATD; and field testing of the EoLC-ATD in persons with dementia.
15 4d Unable to self-toilet wit tfull assistance, unrelated to phymcal d“nblmv Results: The item-bank included 150 symptoms, moest of which focus group nurses (n=17) identified as occurring in advanced

13 | 4b Unable to attend to personal hygiene

16 4e Incontinent of urine dementia. Delphi surveys with dementia experis (n=31) achieved 70% consensus for 25 of 26 EoLC-ATD items. Pilot testing
of the EoLC-ATD by two nurses in eight persons with dementia showed good agreement for =ix constructs {Cohen's Kappa
17 | 4f Incontinent of faeces 0.856-0.927) and 26 items{Cronbach’s alpha 77.0). An ‘other sympto’ item was included following RN recommendation. The 27-
18 4g Bedfast, chair-fast item EoL.C-ATD field tested by 17 nurses in persons with dementia (n = 113) accurately identified advanced dementia symptoms
S Physiolo v cal state [N ech mlcal, shysic "' and biochemical function ) [C‘rnnbacl:]'s?:;p}-ha 770, p < 00001). Mortality at 180days after baseline EoLC-ATD was significant (p < 0.001, area under the ROC
curve p=0.
19 Sa Significant welght loss unrelated to physical lliness (BMI <18.5 kg/m?2) Conclusion: The EoLC-ATD accurately and reliably identified symptoms of advanced dementia.
Implications for the Profession and for Patient Care: The EoLC-ATD provides registered nurses with a single measure of
20 Sb Altered appetite and/or decreased food intake (eating less than % the meal) advanced dementia symptoms that will help in identifying symptom-responsive palliative care requirements.
21 Sc Difficulty chewing Impact: The EoLC-ATD will address the current lack of a validated dementia sympiom measure for use by aged care home reg-

istered nurses to identify unique palliative and end-of-life care needs according to presenting symptoms in persons living with
22 | 5d Choking on food and fluids advanced dementia.

23 Se Altered thirst and decreased fluid intake Reporting Method: STROBE Statement for cohort and mixed methods studies.
Patient or Public Contribution: An eight-member Expert Advisory Group, which provided guidance and advice throughout

|24 Sf Pressure ln'u’y (“ag“ 16) or skin Inleglily high risk [‘V:’""lovl >15) the study, was composed of three carers of persons living with dementia, two dementia care clinicians, a dementia care clinical
[ 6 Psychological state (state of mind including emotions/mood/suffering ) educator, and two dementia clinician researchers.

25 6a Anguish [e.g. pain, grief or fear)

26 6b Amdety This Is an open access article under the terms of the Creative Commons Attribution NeaCommercial- Nalberivs License, which permits use and distribution (s any
| 7 Other symptoms (Please describe In free text) medium, peovided ihe original work Is peopecly cited. the use 15 Bon-commercial and no modifications or adapiatioes are made.

£ 2025 The Authar(s). fourmal of Advareed Nursing published by 1ohn Wiley £ Sons Lid.
27 7a

YES, total score ( for signs and symptoms are currently present) /27




Applying the EoLC-ATD

Prepare Scoring

* Know the tool, process, and scoring * YES = present (last 7 days) > 1 point
before using it NO = not present > 0 points

* Gather information No half scores

* Talk with the person in a quiet,
low-distraction space Record other symptoms (ltem 27)

e Ask staff and family/carers about * Total score
symptoms and changes e Outof 27

* Observe mood, behaviour, engagement, * >14 > advanced dementia
withdrawal/anxiety Actions

Assessment Timeframe ..
* Use additional tools as needed (e.g.
* Assess symptoms over the past 7 days PAINAD, 4AT)

* Communicate and care planning

* Repeat every 3-6 months and track
changes



Next Steps

Q@

T

INIESEZTTIFFEGETE (EoLC-ATD)

ROETI=ETN, FERSEELIFES, FOE R/ S,



Thank you
Stay connected

Email: Carolyn.bourke@uts.edu.au
Visit ELDAC: www.eldac.com.au
Email ELDAC: eldac.project@flinders.edu.au

Sign up to ELDAC News or connect with us on social media:
ELDAC.agedcare
eldac-aged-care/


mailto:Carolyn.bourke@uts.edu.au
http://www.eldac.com.au/
mailto:eldac.project@flinders.edu.au
https://eldac.us17.list-manage.com/subscribe?u=8d924f9643aeef9f22488fea6&id=163be74c69
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