Developing An Australian Value Set for the COCOON Carer Quality of Life Measure for Use in Economic Evaluation 

Authors: 
Lidia Engel,1,2 Cathrine Mihalopoulos,1 Nikki McCaffrey,3 Thao Thai 1

Affiliation:
1. Monash University, Faculty of Medicine Nursing and Health Sciences, School of Public Health and Preventive Medicine, Australia.
2. National Ageing Research Institute (NARI), Australia.
3. Deakin University, School of Health and Social Development, Institute for Health Transformation, Deakin Health Economics, Australia. 


Corresponding author:
[bookmark: _Hlk97281640]Lidia Engel, PhD 
Monash University, School of Public Health and Preventive Medicine, Level 4, 553 St. Kilda Road, Melbourne, VIC 3004 Australia. 
Email: lidia.engel@monash.edu
Phone: +61 3 9903 8961






Supplementary file 1: Comparison of demographic characteristics of high/low quality respondents 
	
	High Quality respondents
	Low quality respondents
	Total
	Chi squared test

	N
	771 (70.9%)
	316 (29.1%)
	1,087 (100.0%)
	 

	Age, mean (SD)
	49.399 (17.048)
	46.060 (16.744)
	48.429 (17.020)
	0.003

	Age groups
	
	
	
	

	  18-34
	205 (26.6%)
	104 (32.9%)
	309 (28.4%)
	0.029

	  35-54
	253 (32.8%)
	109 (34.5%)
	362 (33.3%)
	

	  55+
	313 (40.6%)
	103 (32.6%)
	416 (38.3%)
	

	Gender
	
	
	
	

	  Male
	389 (50.5%)
	154 (48.7%)
	543 (50.0%)
	0.607

	  Female
	382 (49.5%)
	162 (51.3%)
	544 (50.0%)
	

	State
	
	
	
	

	  NSW
	245 (31.8%)
	99 (31.3%)
	344 (31.6%)
	0.450

	  VIC
	196 (25.4%)
	92 (29.1%)
	288 (26.5%)
	

	  QLD
	157 (20.4%)
	58 (18.4%)
	215 (19.8%)
	

	  SA
	52 (6.7%)
	27 (8.5%)
	79 (7.3%)
	

	  WA
	87 (11.3%)
	27 (8.5%)
	114 (10.5%)
	

	  ACT
	14 (1.8%)
	5 (1.6%)
	19 (1.7%)
	

	  TAS
	16 (2.1%)
	4 (1.3%)
	20 (1.8%)
	

	  NT
	4 (0.5%)
	4 (1.3%)
	8 (0.7%)
	

	Education
	
	
	
	

	  Year 11 or below
	125 (16.2%)
	44 (13.9%)
	169 (15.5%)
	0.181

	  Year 12 or equivalent
	132 (17.1%)
	60 (19.0%)
	192 (17.7%)
	

	  Certificate
	150 (19.5%)
	58 (18.4%)
	208 (19.1%)
	

	  Diploma/Advanced Diploma
	83 (10.8%)
	45 (14.2%)
	128 (11.8%)
	

	  Bachelor's degree
	168 (21.8%)
	78 (24.7%)
	246 (22.6%)
	

	  Graduate diploma/certificate
	33 (4.3%)
	7 (2.2%)
	40 (3.7%)
	

	  Post-graduate degree
	80 (10.4%)
	24 (7.6%)
	104 (9.6%)
	

	Marital Status
	
	
	
	

	  Single
	212 (27.5%)
	117 (37.0%)
	329 (30.3%)
	0.038

	  Married
	367 (47.6%)
	140 (44.3%)
	507 (46.6%)
	

	  De Facto
	92 (11.9%)
	30 (9.5%)
	122 (11.2%)
	

	  Divorced
	51 (6.6%)
	15 (4.7%)
	66 (6.1%)
	

	  Separated
	24 (3.1%)
	5 (1.6%)
	29 (2.7%)
	

	  Widowed
	25 (3.2%)
	9 (2.8%)
	34 (3.1%)
	

	Total household income
	
	
	
	

	  $0
	6 (0.8%)
	5 (1.6%)
	11 (1.0%)
	0.061

	  <$30,000
	60 (7.8%)
	33 (10.4%)
	93 (8.6%)
	

	  $30,000 - $59,000
	160 (20.8%)
	55 (17.4%)
	215 (19.8%)
	

	  $60,000 - $89,000
	124 (16.1%)
	60 (19.0%)
	184 (16.9%)
	

	  $90,000- $119,000
	129 (16.7%)
	60 (19.0%)
	189 (17.4%)
	

	  $120,000-$149,000
	97 (12.6%)
	34 (10.8%)
	131 (12.1%)
	

	  $150,000 or more)
	151 (19.6%)
	42 (13.3%)
	193 (17.8%)
	

	  Prefer not to answer
	34 (4.4%)
	22 (7.0%)
	56 (5.2%)
	

	Don't know
	10 (1.3%)
	5 (1.6%)
	15 (1.4%)
	






Supplementary file 2: Characteristics of those who self-identified as informal carers (n=296)
	 
	N (%)

	Age (Mean/SD)
	47.23 (15.9)

	Age groups
	

	  18-34
	84 (28.38)

	  35-54
	113 (38.18)

	  55+
	99 (33.45)

	Gender
	

	  Male
	131 (44.26)

	Female
	165 (55.74)

	Duration of care
	

	Less than 6 months
	64 (21.62)

	6-12 months
	39 (13.18)

	1-2 years
	71 (23.99)

	2-4 years
	38 (12.84)

	More than 4 years
	84 (28.38)

	Hours of care per week
	

	Less than 10 hours
	148 (50)

	10-19 hours
	90 (30.41)

	20-29 hours
	27 (9.12)

	30-39 hours
	7 (2.36)

	40 hours or more
	24 (8.11)

	Receiving any payments for caring role
	

	No
	256 (86.49)

	Yes
	40 (13.51)

	Relationship to the care recipient
	

	My partner
	38 (12.84)

	My father/mother
	120 (40.54)

	My son or daughter
	18 (6.08)

	Another family member
	74 (25)

	Other
	46 (15.54)

	Care recipient received diagnosis of dementia
	

	Yes
	85 (28.72)

	No
	211 (71.28)

	Self-rated level of severity of dementia
	

	Mild
	47 (55.29)

	Moderate
	30 (35.29)

	Severe
	8 (9.41)





Supplementary file 3: Responses from self-identified carers (n=296) to the COCOON measure

Supplementary file 4: Responses to the debriefing questions 
	 
	Not at all, 
N (%)
	Not really, 
N (%)
	Reasonable, 
N (%)
	Almost completely, 
N (%)
	Totally, 
N (%)

	Did you find the task difficult?
	163 (21.1%)
	264 (34.2%)
	252 (32.7%)
	76 (9.9%)
	16 (2.1%)

	Was it difficult for you to imagine the informal care situations?
	148 (19.2%)
	280 (36.3%)
	225 (29.2%)
	93 (12.1%)
	25 (3.2%)

	Was it difficult to see the difference between Situation A and Situation B?
	191 (24.8%)
	291 (37.7%)
	212 (27.5%)
	60 (7.8%)
	17 (2.2%)

	Was it difficult to choose between Situation A and Situation B?
	93 (12.1%)
	200 (25.9%)
	330 (42.8%)
	111 (14.4%)
	37 (4.8%)

	Did you consider all information when choosing between Situation A and Situation
	22 (2.9%)
	29 (3.8%)
	131 (17.0%)
	241 (31.3%)
	348 (45.1%)






Supplementary file 5:  Subgroup analysis by income (n=771)
	
	Low income 
	High income

	 
	Adjusted model
	Anchored coefficients 
	Adjusted model
	Anchored coefficients 

	
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE

	Duration
	0.4326***
	0.03
	
	
	0.4270***
	0.03
	
	

	Emotional2
	0
	0
	0
	0
	0
	0
	0
	0

	Emotional3
	-0.0079
	0.02
	-0.0182
	0.04
	-0.0209
	0.01
	-0.0489
	0.03

	Emotional4
	-0.0508**
	0.02
	-0.1175**
	0.04
	-0.0751***
	0.01
	-0.1759***
	0.03

	Emotional5
	-0.0763***
	0.02
	-0.1765***
	0.03
	-0.0869***
	0.01
	-0.2036***
	0.03

	Grief2
	-0.0241
	0.02
	-0.0558
	0.04
	-0.0195
	0.01
	-0.0457
	0.03

	Grief 3
	-0.0241
	0.02
	-0.1443***
	0.04
	-0.0195
	0.01
	-0.0457
	0.03

	Grief4
	-0.0624**
	0.02
	-0.1443***
	0.04
	-0.0621***
	0.02
	-0.1454***
	0.04

	Grief5
	-0.0966***
	0.02
	-0.2234***
	0.05
	-0.0820***
	0.02
	-0.1920***
	0.04

	Freedom2
	-0.0319*
	0.02
	-0.0738*
	0.04
	-0.0089
	0.02
	-0.0209
	0.04

	Freedom3
	-0.0319*
	0.02
	-0.1255***
	0.03
	-0.0089
	0.02
	-0.0209
	0.04

	Freedom4
	-0.0543***
	0.02
	-0.1255***
	0.03
	-0.0542***
	0.01
	-0.1270***
	0.03

	Freedom5
	-0.1164***
	0.02
	-0.2691***
	0.04
	-0.0772***
	0.02
	-0.1808***
	0.04

	Loneliness2
	0
	0
	0
	0
	-0.0114
	0.01
	-0.0268
	0.03

	Loneliness3
	-0.0137
	0.01
	-0.0316
	0.03
	-0.0151
	0.01
	-0.0353
	0.03

	Loneliness4
	-0.0137
	0.01
	-0.0316
	0.03
	-0.0151
	0.01
	-0.0353
	0.03

	Loneliness5
	-0.0937***
	0.02
	-0.2165***
	0.04
	-0.0980***
	0.02
	-0.2295***
	0.04

	Physical2
	-0.0248
	0.02
	-0.0573
	0.03
	-0.0292*
	0.01
	-0.0683*
	0.03

	Physical3
	-0.0248
	0.02
	-0.0573
	0.03
	-0.0292*
	0.01
	-0.2036***
	0.04

	Physical4
	-0.0632**
	0.02
	-0.1462**
	0.04
	-0.0869***
	0.02
	-0.2036***
	0.04

	Physical5
	-0.1017***
	0.02
	-0.2350***
	0.04
	-0.1471***
	0.02
	-0.3445***
	0.04

	Support2
	-0.0132
	0.02
	-0.0305
	0.04
	-0.0001
	0.02
	-0.0002
	0.04

	Support3
	-0.0441**
	0.02
	-0.1020**
	0.04
	-0.0482***
	0.01
	-0.1128***
	0.03

	Support4
	-0.0441**
	0.02
	-0.2091***
	0.04
	-0.0482***
	0.01
	-0.1128***
	0.03

	Support5
	-0.0904***
	0.02
	-0.2091***
	0.04
	-0.1038***
	0.02
	-0.2430***
	0.04

	Financial2
	-0.0095
	0.02
	-0.0219
	0.04
	-0.0048
	0.02
	-0.0111
	0.04

	Financial3
	-0.0451*
	0.02
	-0.1042*
	0.04
	-0.0040
	0.02
	-0.0094
	0.04

	Financial4
	-0.0914***
	0.02
	-0.2113***
	0.04
	-0.0917***
	0.02
	-0.2148***
	0.04

	Financial5
	-0.1696***
	0.02
	-0.3922***
	0.04
	-0.1266***
	0.02
	-0.2964***
	0.04

	N
	7000
	 
	 
	 
	8420
	 
	 
	 

	n
	350
	
	
	
	421
	
	
	

	Log likelihood
	-1980.6168
	
	
	
	-2397
	
	
	

	AIC
	4005.5929
	
	
	
	4839.9861
	
	
	

	BIC
	4156.3735
	 
	 
	 
	5001.8685
	 
	 
	 

	Notes: SE: Standard Error
	 
	 
	 
	 
	 
	 
	 
	 

	* p<0.05,  ** p<0.01,  *** p<0.001
	 
	 
	 
	 
	 
	 
	 














Supplementary file 6:  Subgroup analysis by carer status (n=771)

	
	Non-carer
	Carer

	 
	Adjusted model
	Anchored coefficients 
	Adjusted model
	Anchored coefficients 

	
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE

	Duration
	0.4428***
	0.02
	
	
	0.4091***
	0.03
	
	

	Emotional2
	0
	0
	0
	0
	0
	0
	0
	0

	Emotional3
	-0.0042
	0.01
	-0.0095
	0.03
	-0.0290
	0.02
	-0.0710
	0.04

	Emotional4
	-0.0632***
	0.01
	-0.1428***
	0.03
	-0.0659***
	0.02
	-0.1611***
	0.04

	Emotional5
	-0.0870***
	0.01
	-0.1966***
	0.03
	-0.0710***
	0.02
	-0.1735***
	0.04

	Grief2
	-0.0331*
	0.01
	-0.0748*
	0.03
	-0.0033
	0.02
	-0.0081
	0.04

	Grief 3
	-0.0331*
	0.01
	-0.1558***
	0.04
	-0.0033
	0.02
	-0.0081
	0.04

	Grief4
	-0.0690***
	0.02
	-0.1558***
	0.04
	-0.0512*
	0.02
	-0.1251**
	0.05

	Grief5
	-0.0995***
	0.02
	-0.2247***
	0.04
	-0.0694**
	0.02
	-0.1696***
	0.05

	Freedom2
	-0.0290*
	0.01
	-0.0655*
	0.03
	-0.0034
	0.02
	-0.0082
	0.04

	Freedom3
	-0.0290*
	0.01
	-0.1755***
	0.03
	-0.0034
	0.02
	-0.0082
	0.04

	Freedom4
	-0.0777***
	0.01
	-0.1755***
	0.03
	-0.0182
	0.02
	-0.0446
	0.04

	Freedom5
	-0.1203***
	0.02
	-0.2717***
	0.03
	-0.0573**
	0.02
	-0.1401**
	0.04

	Loneliness2
	0
	0
	0
	0
	-0.0268
	0.02
	-0.0655
	0.04

	Loneliness3
	-0.0078
	0.01
	-0.0177
	0.02
	-0.0309*
	0.02
	-0.0754*
	0.04

	Loneliness4
	-0.0078
	0.01
	-0.0177
	0.02
	-0.0309*
	0.02
	-0.0754*
	0.04

	Loneliness5
	-0.0962***
	0.01
	-0.2173***
	0.03
	-0.0996***
	0.02
	-0.2434***
	0.05

	Physical2
	-0.0253
	0.01
	-0.0571
	0.03
	-0.0311
	0.02
	-0.0760
	0.04

	Physical3
	-0.0253
	0.01
	-0.0571
	0.03
	-0.0311
	0.02
	-0.2407***
	0.05

	Physical4
	-0.0607***
	0.02
	-0.1370***
	0.04
	-0.0985***
	0.02
	-0.2407***
	0.05

	Physical5
	-0.1250***
	0.02
	-0.2823***
	0.04
	-0.1306***
	0.02
	-0.3192***
	0.05

	Support2
	-0.0091
	0.02
	-0.0205
	0.03
	-0.0009
	0.02
	-0.0022
	0.05

	Support3
	-0.0476***
	0.01
	-0.1075***
	0.03
	-0.0478**
	0.02
	-0.1168**
	0.04

	Support4
	-0.0476***
	0.01
	-0.2155***
	0.03
	-0.0478**
	0.02
	-0.1168**
	0.04

	Support5
	-0.0954***
	0.02
	-0.2155***
	0.03
	-0.1033***
	0.02
	-0.2525***
	0.05

	Financial2
	-0.0006
	0.02
	-0.0013
	0.04
	-0.0128
	0.02
	-0.0314
	0.05

	Financial3
	-0.0234
	0.02
	-0.0528
	0.04
	-0.0157
	0.02
	-0.0384
	0.04

	Financial4
	-0.0926***
	0.02
	-0.2090***
	0.03
	-0.0860***
	0.02
	-0.2103***
	0.04

	Financial5
	-0.1541***
	0.01
	-0.3481***
	0.03
	-0.1296***
	0.02
	-0.3167***
	0.04

	N
	9500
	 
	9500
	 
	5920
	 
	5920
	 

	n
	475
	
	
	
	296
	
	
	

	Log likelihood
	-2669
	
	
	
	-1705
	
	
	

	AIC
	5383.4260
	
	
	
	3456.6057
	
	
	

	BIC
	5540.9250
	 
	 
	 
	3610.3858
	 
	 
	 

	Notes: SE: Standard Error
	 
	 
	 
	 
	 
	 
	 
	 

	* p<0.05,  ** p<0.01,  *** p<0.001
	 
	 
	 
	 
	 
	 
	 











Supplementary file 7: Comparison of adjusted models and the resulting value sets for high-quality respondents and total sample
	 
	High quality respondents
	Anchored coefficients 
	Total sample 
	Anchored coefficients 

	
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE
	Coeffi.
	SE

	Duration
	0.4265***
	0.02
	
	
	0.2400***
	0.01
	
	

	Emotional2
	0
	0
	0
	0
	
	
	0
	0

	Emotional3
	-0.0141
	0.01
	-0.0331
	0.02
	-0.0154
	0.01
	-0.0641
	0.03

	Emotional4
	-0.0641***
	0.01
	-0.1503***
	0.03
	-0.0392***
	0.01
	-0.1632***
	0.03

	Emotional5
	-0.0813***
	0.01
	-0.1907***
	0.02
	-0.0594***
	0.01
	-0.2474***
	0.03

	Grief2
	-0.0219*
	0.01
	-0.0514*
	0.02
	-0.0099
	0.01
	-0.0414
	0.03

	Grief 3
	-0.0219*
	0.01
	-0.0514*
	0.02
	-0.0099
	0.01
	-0.0414
	0.03

	Grief4
	-0.0623***
	0.01
	-0.1461***
	0.03
	-0.0423***
	0.01
	-0.1761***
	0.04

	Grief5
	-0.0875***
	0.01
	-0.2052***
	0.03
	-0.0658***
	0.01
	-0.2743***
	0.04

	Freedom2
	-0.0195
	0.01
	-0.0458
	0.03
	-0.0098
	0.01
	-0.0409
	0.03

	Freedom3
	-0.0195
	0.01
	-0.0458
	0.03
	-0.0098
	0.01
	-0.0409
	0.03

	Freedom4
	-0.0552***
	0.01
	-0.1294***
	0.02
	-0.0278***
	0.01
	-0.1159***
	0.03

	Freedom5
	-0.0954***
	0.01
	-0.2236***
	0.03
	-0.0737***
	0.01
	-0.3070***
	0.04

	Loneliness2
	-0.0017
	0.01
	-0.0040
	0.03
	-0.0102
	0.01
	-0.0424
	0.03

	Loneliness3
	-0.0124
	0.01
	-0.0292
	0.02
	-0.0145*
	0.01
	-0.0604*
	0.03

	Loneliness4
	-0.0124
	0.01
	-0.0292
	0.02
	-0.0145*
	0.01
	-0.0604*
	0.03

	Loneliness5
	-0.0933***
	0.01
	-0.2188***
	0.03
	-0.0620***
	0.01
	-0.2582***
	0.04

	Physical2
	-0.0281**
	0.01
	-0.0659**
	0.02
	-0.0132
	0.01
	-0.0552
	0.03

	Physical3
	-0.0281**
	0.01
	-0.0659**
	0.02
	-0.0132
	0.01
	-0.0552
	0.03

	Physical4
	-0.0767***
	0.01
	-0.1798***
	0.03
	-0.0468***
	0.01
	-0.1951***
	0.04

	Physical5
	-0.1267***
	0.01
	-0.2969***
	0.03
	-0.0719***
	0.01
	-0.2994***
	0.04

	Support2
	-0.0067
	0.01
	-0.0157
	0.03
	-0.0016
	0.01
	-0.0068
	0.04

	Support3
	-0.0479***
	0.01
	-0.1122***
	0.02
	-0.0236**
	0.01
	-0.0984**
	0.03

	Support4
	-0.0479***
	0.01
	-0.1122***
	0.02
	-0.0236**
	0.01
	-0.0984**
	0.03

	Support5
	-0.0974***
	0.01
	-0.2284***
	0.03
	-0.0724***
	0.01
	-0.3016***
	0.04

	Financial2
	-0.0059
	0.01
	-0.0138
	0.03
	0.0012
	0.01
	0.0052
	0.04

	Financial3
	-0.0213
	0.01
	-0.0500
	0.03
	-0.0147
	0.01
	-0.0611
	0.04

	Financial4
	-0.0903***
	0.01
	-0.2118***
	0.03
	-0.0561***
	0.01
	-0.2337***
	0.04

	Financial5
	-0.1441***
	0.01
	-0.3378***
	0.03
	-0.0970***
	0.01
	-0.4043***
	0.03

	N
	15420
	 
	 
	 
	21740
	 
	.
	 

	n
	771
	
	
	
	1087
	
	
	

	Log likelihood
	-4388
	
	
	
	-6921
	
	
	

	AIC
	8821
	
	
	
	14000
	
	
	

	BIC
	8997
	 
	 
	 
	14200
	 
	
	

	Notes: SE: Standard Error
	 
	 
	 
	 
	 
	 
	 
	 

	* p<0.05,  ** p<0.01,  *** p<0.001
	 
	 
	 
	 
	 
	 
	 









Supplementary file 8: Relative importance of quality of life dimensions by high quality respondents and total sample

Never	Emotionally exhausted	Loss and grief	Freedom	Loneliness	Physical Health	Support	Financial burden	22.3	38.51	31.42	42.57	55.41	37.159999999999997	40.880000000000003	Once in a while	Emotionally exhausted	Loss and grief	Freedom	Loneliness	Physical Health	Support	Financial burden	23.99	24.32	23.31	22.97	18.920000000000002	22.3	22.97	Sometimes	Emotionally exhausted	Loss and grief	Freedom	Loneliness	Physical Health	Support	Financial burden	27.03	21.96	24.66	19.260000000000002	14.86	22.97	19.59	Often	Emotionally exhausted	Loss and grief	Freedom	Loneliness	Physical Health	Support	Financial burden	18.920000000000002	11.15	12.84	10.47	7.77	11.15	9.4600000000000009	Always	Emotionally exhausted	Loss and grief	Freedom	Loneliness	Physical Health	Support	Financial burden	7.77	4.05	7.77	4.7300000000000004	3.04	6.42	7.09	



Total sample	
I feel emotionally exhausted	I feel a sense of loss and grief	I feel a loss of freedom	I feel lonely	I have problems with my physical health	I feel unsupported	I experience financial burden	0.14000000000000001	0.11	0.16	0.11	0.14000000000000001	0.13	0.22	High quality respondents	
I feel emotionally exhausted	I feel a sense of loss and grief	I feel a loss of freedom	I feel lonely	I have problems with my physical health	I feel unsupported	I experience financial burden	0.13	0.1	0.12	0.14000000000000001	0.15	0.14000000000000001	0.22	


