Appendix 1 – Survey questions
(1) What is your role in the care home? [free-text]

(2) Please provide your care home postcode [alpha-numeric]?

(3) How many residents live in your care home? [numeric]

(4) How many Health and Social Care Partnerships (HSCP) fund residents in your care home? [numeric]

(5) Who provides funded nursing care to residents in your care home, when needed? 
Fixed options: on-site registered nursing staff; visiting nursing staff; nursing care not available; other (please describe)

(6) Does everyone living with dementia in your home have a diagnosis? 
Fixed options: Yes/No/Unsure

(7) If they don’t have a diagnosis, do you think this is important? [free-text] 

(8) What does the term ‘advanced dementia’ mean to you? [free-text] 

This is a definition of ‘advanced dementia’ used in the UK: 
	
Triggers that indicate someone is entering a later stage are:
· Unable to recognise family members or consistently unable to have meaningful conversations
· Completely dependent on others for care or unable to do activities of daily living 
· Recurrent episodes of delirium 
· Aspiration pneumonia 
· Urinary and faecal incontinence
Plus any of the following:
· Weight loss
· Urinary tract infection
· Skin failure or stage 3 or 4 pressure ulcers
· Recurrent fever
· Reduced oral intake
Adapted from Gold Standards Framework Proactive Identification Guidance (7th edition, 2022) 




(9) Using this definition, how many people living in your care home have advanced dementia?

(10)  Do all the residents living with advanced dementia in your care home receive nursing care funding from their HSCP?
Fixed options: Yes/No/Unsure 

(11)  If not all receiving nursing care funding, how many do? [numeric]

(12)  How well does the included definition reflect your professional experience caring for people living with dementia in care homes in terms of the usefulness in identifying those with advanced disease? [Free text]

(13)  If you would be willing to be contacted by the research team to discuss your professional perspectives in more detail, please enter your email address

(14)  If you would like to be included in the prize draw for tickets, travel costs and staff time funding to attend the Alzheimer Scotland or SDRC conferences, please enter your email address

(15) [image: A qr code on a white background

AI-generated content may be incorrect.] If you want to find out about more research opportunities available to care home staff, residents and their relatives then consider registering to be Research Ready with ENRICH Scotland 




Appendix 2 – Full GSF Proactive Identification Guidance June 2022 v7 © The Gold Standards Framework Centre in End of Life Care[19] 

	DEMENTIA 

Identification of moderate/severe stage dementia using a validated tool or Comprehensive Geriatric Assessment (CGA) of frailty, Clinical Frailty Scale (CFS), Functional Assessment Staging, Electronic Frailty Index (EFI) or Rockwood scale, identifying decline in dementia or frailty. 

Triggers to consider that indicate that someone is entering a later stage are: 
• Unable to recognise family members or consistently unable to have meaningful conversations 
• Completely dependent on others for care or unable to do ADL 
• Recurrent episodes of delirium 
• Aspiration pneumonia 
• Urinary and faecal incontinence, and Barthel score <3 

Plus: Weight loss, urinary tract Infection, skin failure or stage 3 or 4 pressures ulcers, recurrent fever, reduced oral intake




2


	


	Responses
N=218
	All adult care homes
N=997
	Completeness of all adult care homes %
	Responses older peoples’ homes N=210
	All older peoples’ homes
N=760
	Completeness of older peoples’ homes % 

	Service type
Health board
Local authority
Private
Voluntary/Not for profit
	
0
28
167
23
	
15
108
658
216
	
0.0
25.9
25.4
10.6
	
0
27
163
20
	
15
89
589
67
	
0.0
30.3
27.7
29.9

	Years of service registration
1-5 (2020-24)
6-10 (2015-19)
11-15 (2010-14)
16-20 (2005-2009)
>20 (2004 and earlier)
	
29
39
42
32
76
	
160
139
195
120
383
	
18.1
28.1
21.5
26.7
19.8
	
28
38
41
30
73
	
141
119
168
98
234
	
19.9
31.9
24.4
30.6
31.2

	Total beds
1-20
21-40
41-60
61-80
81-100
>100
	
28
81
67
23
13
6
	
270
319
231
106
49
22
	
10.4
25.4
28.9
21.9
26.5
27.3
	
22
81
66
23
12
6
	
82
280
224
105
47
22
	
26.8
28.8
29.5
22.1
25.5
27.3

	RAD score 
Low risk
Medium risk
High risk
	
60
98
60
	
298
468
231
	
20.1
20.9
26.0
	
56
94
60
	
184
371
205
	
30.4
25.3
29.3

	SIMD decile
1-2 (most deprived)
3-4
5-6
7-8
9-10 (least deprived)
SIMD Missing
	
32
28
60
51
47
0
	
172
181
230
214
190
10
	
18.6
15.5
26.1
23.8
24.7
0.0
	
28
28
57
50
47
0
	
113
127
176
180
159
5
	
24.8
22.0
32.4
27.8
29.6
0.0









Supplementary Table 1: Assessing the completeness of the survey sample as a proportion of all adult care home services and older peoples’ services only  


Supplementary Table 2: Completeness of responses by council area as a % of all adult care home services and older peoples’ services only
	
Council area
	Responses
N=218
	All adult care homes
N=997
	Completeness of all adult care homes %
	Responses older people homes N=210
	All older people homes N=760
	Completeness of older people homes % 

	Aberdeen City
Aberdeenshire
Angus
Argyll & Bute
City of Edinburgh
Clackmannanshire
Dumfries & Galloway
Dundee City
East Ayrshire
East Dunbartonshire
East Lothian
East Renfrewshire
Falkirk
Fife
Glasgow City
Highland
Inverclyde
Midlothian
Moray
Na h-Eileanan Siar
North Ayrshire
North Lanarkshire
Orkney Islands
Perth & Kinross
Renfrewshire
Scottish Borders
Shetland Islands
South Ayrshire
South Lanarkshire
Stirling
West Dunbartonshire
West Lothian
	9
15
4
7
16
2
9
9
6
2
4
3
3
15
14
3
2
2
4
2
6
12
1
12
9
8
3
4
21
4
3
3
	50
58
27
17
76
9
31
27
23
19
17
13
31
78
94
61
18
11
15
9
23
29
5
42
26
25
10
34
54
22
11
31
	18.0
25.9
14.8
41.2
21.1
22.2
29.0
33.3
26.1
10.5
23.5
23.1
9.7
19.2
14.9
4.9
11.1
18.2
26.7
22.2
26.1
41.4
20.0
28.6
34.6
32.0
30.0
11.8
38.9
18.2
27.3
9.7
	8
15
5
7
16
2
8
9
6
2
4
3
2
14
11
3
2
2
4
2
5
12
1
12
9
8
3
4
21
4
3
3
	27
38
26
16
59
6
26
20
19
14
15
13
20
70
61
48
13
9
13
8
16
27
3
36
21
23
9
26
38
14
9
17
	29.6
39.5
19.2
43.8
27.1
33.3
30.8
45.0
31.6
14.3
26.7
23.1
10.0
20.0
18.0
6.3
15.4
22.2
30.8
25.0
31.3
44.4
33.3
33.3
42.9
34.8
33.3
15.4
55.3
28.6
33.3
17.6



Supplementary Figure 1: Map displaying the total number of responses by council area 
[image: A map of the united kingdom

AI-generated content may be incorrect.]
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