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Upholding
personhood in
dementia
palliative care




Personhood means recognising the person
beyond the disease—valuing their identity,
relationships, history, preferences, and dignity

at every stage of care (Kitwood).

You matter because you are you, and you
matter to the last moment of your life

(Saunders).




Recognition of dementia as a terminal condition
(2000s)

Evidence:
. Advanced dementia has high mortality
. Comparable to other life-limiting illnesses

Shift towards:

. Early identification of decline
. Advance Care Planning (ACP)

Development of:
. Prognostic tools (e.g., FAST)
. Early palliative triggers

Integration between dementia care and palliative care



Dementia care is palliative care

It is a specialised palliative approach due to the disease's complexity

It has to be person-centered and relationship based

Requires Advance Care Planning and knowing the person to ensure preferences are known

There is a focus on quality of life, on living well with dementia, managing symptoms and

maintaining connections



Kitwood - six psychological needs - essential to all people

- Love: unconditional acceptance and empathy.
« Comfort: the person needs security, warmth and proximity.
- ldentity: is connected to know who one is and has a connection with the past.

- Affiliation: linking ties, relationships with others. To experience confidence and trust in the relationship,
so that you have someone to go to in difficult situations.

« Meaningful employment: to participate in your own life in such a way that you use your abilities,
strength, and experience. That you are needed and that you have something to do.

« Inclusion: Being part of a social community and feeling accepted.

« Addressing negative social psychology



Personhood linked to Person-centred care

« Focused on the persons perspective and experiences

«  Quality of life, optimize maintenance of function and maximization of comfort

« ACP equity in access, inclusive approaches and conversations to express the persons’ values
«  Knowing the person’s life history

« Using reminiscence and storytelling

« Interpreting behaviour in context

«  What's important to the person 'Know me’' This is me” ‘my day my way’

+  What would a good day look like

«  Selfhood

«  Meaningful connection

«  Communicating when the person is in FAST 6/7

+ Meeting the person where they are

«  Domains of palliative of care applied (physical, psychological, social and spiritual)
«  Sensory meaning

+  Bereavement support is provided before and after death, families/carers may need early and ongoing support for chronic or prolonged grief.



Person-centred
dementia care
VIPS Framework
(Very Important
PersonS)

(Brooker 2006)

V - Value

Value people with dementia and their carers
Promote dignity, rights, and inclusion
Regardless of age or cognitive ability

| - Individualised care

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)



Putting the Person at the Centre of End-of-Life Care
(Bourke 2023)

Other palliative Shared Other person
approach characteristics characteristics centred characteristics

A PUWD and their family
are the unit of care

Supports the person’s unique,
holistic needs

Supports bio-psychosocial
-spiritval well-being
Living with dementia is a social
process which entails meaning
Supports living well with dementia

Palliative approach following
diagnosis

An integrated
team approach

Supportive of grief,
loss and bereavement

Affirms personhood
through relationships




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

Sub-study 2

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

Sub-study 3

Delphi Surveys to achieve consensus on the
categories and items of the End-of-Life Care
Assessment Tool for Dementia

Sub-study 4

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

Sub-study 5

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

|
|
|
|
|

Creating a reliable way to Assess End-of-Life

Care in Advanced Dementia
2018-2024

« My study aim was to develop the End-of-Life
Assessment Tool for Advanced Dementia

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



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

Consider signs and symptoms present over the post 7 doys
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) Yas W
1 1a Unabkle to tocus/pay attention

2 1k Unable to retain new information

3 1c Confusion [place and person)

2 Personhood (sense of self, autonomy & self-determination in expressing choices and decisions)

4 Za Unable to express persanhood

[ 2.g. unable to engage in a meaningful way, either verbally or facially |

5 2b Does not indicate their own preferances for care
& 2c Does not engage in decisions regarding whether or not to take medications
[e.g. not able to ask for pain relief: not able to refuse medication verbally or through behaviouwr)
7 2d Does not engage in decisicns about treatment for a medical condition
[2.g. unable to respond when BP, or BGL are undertaken)
] 2e Does not indicate the need to eat or drink

3 Behaviour (responshvensss, the way In which one acts or conducts oneself, especially towards others)

9 3a Apathetic (appears not engaged most of the time)

10 3b Agitation (e.g. frequent requests Tor attention or 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 [ability to perform basic and Instrumental activities of dally living )

12 da Unable ta sell-feed

13 Al Unable to attend to personal hygiene

14 Ac Unable to dress completely and in the right way

15 | 4d Unable to self-toilet without full assistance, unrelated to physical disability

16 de Incontinent of urine

17 Af Incontinent of faeces

18 4g Bedfast, chair-fast

5 Physiologlcal state [mechanical, physical, and biochemical function )

19 La Significant welght loss unrelated to physical illness (BMI <185 kg/m2)

20 Sb Altered appetite andfor decreased food intake (eating less than ¥ the meal)

21 S Difficulty chewing

22 Sd Choking on food and fluids

23 Le Altered thirst and decreased fluid intake

24 5 Pressure injury (stages 1-6] or skin integrity high risk [Waterlow =15)

b Psychological state [state of mind including emations/mood/suffering )

25 ba Anguish [eg. pain, grief or fear)

| 26 Bl Ancdety
| 7 Other symptoms [Please describe In free text)
27 Ta

YES, total score | for signs and symptoms are currently present) 127

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

This tool is a validated 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 EolLC-ATD assist with planning
and monitoring palliative and/or end-of-life care that supports
the unigue symptoms occurring for the person living with

dementia.

A free tool, it 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

And a review of the person’s other clinical assessments and
broader psychosocial history
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Thank you and
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

References

1 Kitwood T. Dementia reconsidered : the person comes first. Buckingham [England] ::
Open University Press; 1997.

2.(1997). KT. Dementia reconsidered: The person comes first. Open University Press,; 1997.

4 Brooker D, Latham I. Person-centred dementia care : making services better with the
VIPS framework. Second edition. ed. London: Jessica Kingsley Publishers; 2016.

5McCormack B, McCance T. Person-centred nursing : theory and practice. 1st ed.
Chichester, West Sussex: Wiley-Blackwell; 2010.

6.Department Health DA. Strengthened Aged Care Quality Standards. Australia:
Commonwealth; 2025. p. 1-47.

7.Chenoweth L, Stein-Parbury J, Lapkin S, Wang A, Liu Z, Williams A. Effects of person-
centered care at the organisational-level for people with dementia. A systematic review.
PloS one. 2019;14(2):e0212686.

8.Bourke C, Chenoweth L, Georgousopoulou E, Williams A. Development and Validation of
the End-of-Life Assessment Tool for Advanced Dementia: A Multi Method Study. Journal of
advanced nursing. 2026;82(5):5430-43.

9.Sampson EL, Candy B, Davis S, Gola AB, Harrington J, King M, et al. Living and dying with
advanced dementia: A prospective cohort study of symptoms, service use and care at the
end of life. Palliative medicine. 2018;32(3):668-81.

10.Brennan F, Chapman M, Gardiner MD, Narasimhan M, Cohen J. Our dementia challenge:
arise palliative care. Internal medicine journal. 2023;53(2):186-93.

11 Auer S, Reisberg B. The GDS/FAST Staging System. International psychogeriatrics.
1997:9(S1):167-71.

12van der Steen JT, Radbruch L, Hertogh CMPM, de Boer ME, Hughes JC, Larkin P, et al.
White paper defining optimal palliative care in older people with dementia: A Delphi study
and recommendations from the European Association for Palliative Care. Palliative
medicine. 2014;28(3):197-209.

13Lewis S, Triandafilidis Z, Curryer C, Jeong SY-S, Goodwin N, Carr S, Davis D. Models of
care for people with dementia approaching end of life: A rapid review. Palliative medicine.
2023;37(7):915-30.

14.de Wolf-Linder S, Reisinger M, Gohles E, Wolverson EL, Schubert M, Murtagh FEM. Are
nurse's needs assessment methods robust enough to recognise palliative care needs in
people with dementia? A scoping review. BMC nursing. 2022;21(1):194-.

15. Reisberg B. Functional assessment staging (FAST). Psychopharmacol Bull.
1988;24(4):653-9.

17 Lopez RP, Mazor KM, Mitchell SL, Givens JL. What is Family-Centered Care for Nursing
Home Residents With Advanced Dementia? American journal of Alzheimer's disease and
other dementias. 2013:28(8):763-8.

18.Saunders C. The evolution of palliative care. Patient Educ Couns. 2000;41(1):7-1

19. Hampel, H, Lista, S. Dementia: The rising global tide of cognitive impairment. Nature
reviews. Neurology, 2016-03, Vol.12 (3), p.131-132



	Slide 1: Upholding personhood in dementia palliative care 
	Slide 2
	Slide 3: Recognition of dementia as a terminal condition (2000s) 
	Slide 4: Dementia care is palliative care 
	Slide 5: Kitwood - six psychological needs - essential to all people 
	Slide 6: Personhood linked to Person–centred care 
	Slide 7: Person‑centred dementia care VIPS Framework (Very Important PersonS)  (Brooker 2006) 
	Slide 8: Putting the Person at the Centre of End‑of‑Life Care (Bourke 2023)
	Slide 9: Creating a reliable way to Assess End‑of‑Life Care in Advanced Dementia 2018-2024
	Slide 10: The End-of-Life Care Assessment Tool for Dementia (EoLC-ATD) 
	Slide 11
	Slide 12: Thank you and  Stay connected
	Slide 13

