Appendix
Figure 1: Standardized Abstraction Form
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Figure 2: Evaluations of Publications
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Figure 3: Characteristics of the studies evaluated
	Search Engine
	Search Terms
	Limits
	Number of Results
	Number useful and Relevant

	Medline
	“palliative care”

“dementia”
	English language, human subject. 

Subheadings: pain management/or patient care/or palliative care/or patient care bundles 

English language and humans.

Subheadings: drug therapy, mortality, prevention and control, rehabilitation, therapy 

Combined searches 1 and 2
	296 total results
	53 relevant

1 x RCT

2 x qualitative studies

1 x modified Delphi

1 x Delphi

	Medline
	“dementia”

“palliative care”
	Subheadings: Drug therapy, mortality, prevention and control, rehabilitation, therapy

Publication Types: LIITS (human, clinical study, clinical trial, all clinical trial, phase 1, 2, 3, 4, trials, pragmatic clinical trial, randomized controlled trial)

Palliative care: hospice, palliative care nursing or palliative medicine)

Combined Searches
	25 total results
	2 x RCT (1 previously yielded)  

1 x longitudinal observational study

1 x retrospective cohort study 

1 x cross sectional study 

1 x concurrent mixed methods 
(quantitative retrospective chart review and qualitative field study)

	Pubmed
	((palliative care AND dementia)
	Publication Types: (("case 
reports"[Publication Type] OR "clinical study"[Publication Type] OR "clinical trial"[Publication Type] OR "clinical trial, phase i"[Publication Type] OR "clinical trial, phase ii"[Publication Type] OR "clinical trial, phase 
iii"[Publication Type] OR "clinical trial, phase iv"[Publication Type] OR 
"controlled clinical trial"[Publication Type] OR "pragmatic clinical 
trial"[Publication Type] OR 
"randomized controlled 
trial"[Publication Type]))
	119 total results
	1 x two arm RCT 

1 x RCT (1 previous yielded)

2 x longitudinal observational studies (1 previously yielded)

3 x retrospective cohort studies (1 previously yielded)



Figure 4: Common Themes
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Legend
RCT: Randomized clinical/control trial GOC: Goals of care 
EOL: End of life 
QOC: Quality of care
QOL: Quality of life
PC: Palliative care 
UC: usual care
ACP: Advance care plans 
NH: Nursing home 
AHR: Adjusted hazard ratio 
ER: Emergency Room
Figure 5: Systematic Review Results Table
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Figure 6: Disease trajectory of a chronic life limiting illness like dementia8
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Figure 7: The Surprise Question33
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Figure 8: General Indicators of Decline33
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Figure 9: Specific Clinical Indicators for Dementia33
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Figure 10: Prescribing Cascade13,14
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W General indicators of decline and increasing needs?

General physical decline, increasing dependence and need for support.
Repeated unplanned hospital admissions.

Advanced disease — unstable, eteriorating, complex symptom burden.
Presence of significant multi-morbidities.

Decreasing activity — functional performance status declining (e.g. Barthel
score) limited self-care, in bed or chair 50% of day and increasing dependence
in most activities of daily lving.

Decreasing response to treatments, decreasing reversibility.

Patient choice for no further active treatment and focus on quality of ife.
Progressive weight loss (>10%) in past six months.

Sentinel Event e.g. serious fall, bereavement, ransfer to nursing home.
Serum albumin <25/l

Considered eligible for DS1500 payment.
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Dementia

There are many underlying conditions which may lead to
degrees of dementia and these should be taken into
account. Triggers to consider that indicate that someone
is entering a later stage are:

® Unable to walk without assistance and

* Urinary and faecal incontinence, and

* No consistently meaningful conversation and

o Unable to do Activities of Daily Living (ADL)

o Barthel score <3.

Plus any of the following:
* Weight loss
© Urinary tract Infection
* Severe pressures sores — stage three or four
® Recurrent fever
 Reduced oral intake
* Aspiration pneumonia.

It is vital that discussions with individuals living with
dementia are started at an early to ensure that whilst
they have mental capacity they can discuss how they
would like the later stages managed.
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