Additional files for BMC Palliative Care submission

Additional file 1: Copy of Survey Questions: ASPREE Quality of End-of-Life Care Closest Contacts

Section A. Introduction and Demographics

	Number
	Question
	Response options

	Q1
	What is your relationship with the participant?
	Partner/husband/wife; Sibling; Child; Friend; Neighbour; Other

	Q2
	How regularly were you in contact with the participant at the end of his/her life?
	Daily; Several times per week; Weekly; Monthly

	Q3
	How long before the participant passed away was it clear that he/she was near the end of his/her life?
	Days; Weeks; Months

	Q4a
	What was the location of the participant’s end of life?
	Home; Supported accommodation; Hospice; Emergency department; Hospital ward; Intensive care; Other

	Q4b
	How long was he/she at this location prior to death?
	Days; Weeks; Months


Section B. Mobility and Transport

	Number
	Question
	Response options

	Q5
	How long before the participant died did he/she require assistance with eating, bathing or toileting?
	Days; Weeks; Months; Years; Not applicable; Don’t know

	Q6
	If admitted to a nursing home, how long before the participant died did this occur?
	Days; Weeks; Months; Years; Not applicable; Don’t know

	Q7
	If admitted to hospice care, how long before the participant died did this occur?
	Days; Weeks; Months; Years; Not applicable; Don’t know

	Q8
	How long before the participant died did he/she become largely confined to bed?
	Days; Weeks; Months; Years; Not applicable; Don’t know


Section C. Symptom Control and Relief

	Number
	Question
	Response options

	Q9
	How good was the care and symptom control received by the participant?
	Excellent care; Generally good care; Average care; Poor care; Refused care; Not relevant; Don’t know

	Q10
	How well was the participant’s pain controlled?
	Extremely well controlled; Well controlled; Average control; Poorly controlled; Very poorly controlled; No pain; Not relevant; Don’t know

	Q11
	Was the participant given enough help to eat or receive fluids?
	Excellent support; Mostly supported; Sometimes supported; Poorly supported; Not eating/refused; Not relevant; Don’t know

	Q12
	Did the participant experience any other distressing symptoms (such as emotional or physical distress)?
	Yes; No; Don’t know

	Q13
	Was the participant able to maintain a sense of control and dignity through the end of his/her life?
	Very well; Mostly; Often poorly; Hardly at all; Not relevant; Don’t know

	Q14
	How much did the participant seem to feel at peace with dying?
	Very much at peace; Mostly at peace; Sometimes at peace; Occasionally at peace; Hardly at peace at all; Not relevant; Don’t know

	Q15
	Was the participant conscious and aware in the last few days immediately prior to death?
	Very much conscious; Mostly conscious; Sometimes conscious; Hardly conscious at all; Not relevant; Don’t know


Section D. Communication

	Number
	Question
	Response options

	Q16
	How well were the treatments and possible side effects explained to you in a way you could understand?
	Excellent; Very good; Satisfactory; Poor; Very poor; Not relevant; Don’t know

	Q17
	How attentive were the doctors during the participant’s last weeks or days?
	Excellent; Very good; Satisfactory; Poor; Very poor; Not relevant; Don’t know

	Q18
	How attentive were the nursing staff during the participant’s last weeks or days?
	Excellent; Very good; Satisfactory; Poor; Very poor; Not relevant; Don’t know

	Q19
	Overall, how good was the care given to the participant during their final illness?
	Excellent; Very good; Satisfactory; Poor; Very poor; Not relevant; Don’t know

	Q20
	Did the participant have enough support at home?
	Definitely enough; Mostly enough; Often not enough; Hardly ever enough; Never enough; Not relevant; Don’t know


Section E. Treatment Preferences

	Number
	Question
	Response options

	Q21
	Did the participant receive palliative care services?
	Yes; No; Don’t know

	Q22
	How easy was it for the participant to access palliative care or end-of-life care services when needed?
	Excellent; Very good; Satisfactory; Poor; Very poor; Don’t know

	Q23a
	Was the participant’s death expected?
	Yes; No; Don’t know

	Q23b
	If no, what was the cause of death?
	Short answer

	Q24
	Did the participant choose a nominated person (surrogate decision-maker) to help with treatment decisions?
	Yes; No; Don’t know

	Q25
	Was that person called on to make decisions for the participant?
	Yes; No; Don’t know

	Q26
	Did the participant have treatment to try to restart their heart or breathing in the last month of life?
	Yes; No; Don’t know

	Q27
	Do you believe the participant would have liked to have been able to hasten his/her death during the last days or weeks?
	Yes; No; Don’t know

	Q28
	What were the best elements of care for the participant at the end of life?
	Short answer

	Q29
	What do you think could have been improved or done differently?
	Short answer

	Q30
	Did the participant have an advance care plan?
	Yes; No; Don’t know

	Q31
	Are you happy for us to contact you again for further studies?
	Yes; No; Don’t know

	Q32
	Would you like a copy of the results?
	Yes; No; Don’t know




Script: Many thanks for your participation in this study. Your help is greatly appreciated. Please do not hesitate to contact us if you have any questions or concerns and we welcome your feedback.  Results from this study will be anticipated in 2021 we are happy to provide you with a summary of results on request.  

Interviewer: Please note contact details below for counselling services if the participant demonstrates any signs of distress or possible abnormal grief response. Thank you.

The Australian Centre for Grief and Bereavement (ACGB) (An independent, not-for-profit organisation and operates the State-wide Specialist Bereavement Service)  
Bereavement Information and Referral Service – 1300 664 786. www.grief.org.au








Additional file 2: De-identified participant invitation letter 


Full Project Title: ASPREE Closest Contact Survey of End-of-Life Care.


Dear {NOK to ASPREE Participant],

 On behalf of xxxx University, we are messaging you as the registered closest contact for [Mr / Mrs ASPREE participant] in the ASPREE study. 
Firstly, the ASPREE team was saddened to learn that [Mr / Mrs ASPREE participant] has passed away.  We were very grateful for their involvement in ASPREE, which helps improve the health of future generations. This survey aims to learn more about the adequacy of his/her medical care during the last 6 months of his/her life.

Your contribution is extremely valuable, and we are keen to do a brief interview of 20 minutes to ask you about the nature and quality of your loved one’s death. The survey is not recorded, is totally voluntary, and is de-identified. The survey can be completed by phone or by mail/ email.    There are 32 questions, one or two of which may be somewhat sensitive. However, your responses are voluntary, and you may withdraw at any stage. All the questions are designed to help us better understand the nature and quality of ASPREE participants’ lives.  Our information will be strictly confidential and stored in a secure, locked place. The questions have been reviewed and approved by the Ethics Committee at the Alfred Hospital.

We welcome your feedback at any time.
Please find attached a copy of the survey invitation letter and copy of the survey, “ASPREE Closest Contact Survey of End-of-Life Care,” as discussed today on the phone. Please either return the completed survey via email or call me on xxxxx.  to arrange an appropriate time for a brief phone call. 

Your help is extremely valuable. 


Kind regards, 


xxxx
xxx team.


 
Additional file 3: Coding cause of death into trajectory of death subtypes from ASPREE cohort. 

	EOL Trajectory 
	ASPREE XT DeathType code (count)
 Adjudicated classification n= 332


	Chronic 
	   2-(144) Cancer 
3- (17) Cardiovascular 
· 6- (32) Coronary - subtype 
· 5- Heart Failure
20 - Respiratory chronic
36 (110) - Other - subtypes - 
· 46 - Dementia, 
· 47- Gastrointestinal disease, 
· 49 – Multiple organ/ non-specific eg: Died in sleep
· 50 - Neurological 
· 52- Renal disease
· 53- Other death respiratory

	Acute
	4- (7) Bleeding (no subtype) - dropped 
6- (32) Coronary -
         - subtype 19 (7)- AMI, 21 (8)- another coronary
36 -(110) Other- subtype unknown? 
· 54 (7)- Sepsis, infection
· 72 -(1) Pneumonia- 
· 38 (22) Stroke
· 41- (6) Hemorrhage
· 42- (12) Ischemic
· 44- (3) Other
· Subarachnoid Hemorrhage 


	Sudden 
(classified as missing data) 
	6-(32) Coronary - subtype 
· 33- (1) Sudden death, (1)
36 (110) - Other
· 51 - Sudden unknown, (4)
· 55 - Suicide (1) 
· 56- Trauma (11) 
· 38 – Stroke











Additional file 4: Quality of pain control
Question 10: How well was the [participant’s] pain controlled?
	Overall response (339)
	226
	19
	27
	180
	      113

	-

	Pain Control
	Total valid responses
	Poor / very poorly  controlled
	Average control
	Extremely well/ well controlled
	Don't know/NA
	Probability

	Stratified responses

	Age n (%)
< 77 years old
> 77 years old
	226


	
12(63%)
7 (37%)
	
13 (48%)
14 (52%)
	
82 (45%)
98 (55%)
	
113
	
p=0.34

	Gender   n (%)
Female
Male
	226
	
12 (62%)
7 (38%)
	
16 (60%)
11 (40%)
	
89 (49%)
91 (51%)
	
113
	
p= 0.37

	IRSAD score n (%)
< 6 (mean)
> 6 (mean)
	224
	
10 (53%)
9 (47%)
	
12 (44%)
15 (56%)
	
91 (51%)
87 (49%)
	
113
	
p=0.80

	Location n (%)
Metropolitan
Regional
	224
	
10 (52%)
9 (48%)
	
14 (52%)
13 (48%)
	
71 (40%)
107 (60%)
	
113
	
p=0.32

	Education n (%)
< 12 years
> 12 years
	226
	
8 (2%)
11 (58%)
	
11 (41%)
16 (59%)
	
65 (36%)
115 (64%)
	
113
	
p=0.81

	Trajectory of illness* n (%)
Chronic
Rapid
	178
	
15 (88%)
2 (12%)
	
20 (100%)
0
	
126 (89%)
15 (11%)
	
107
	
p=0.33*

	Cancer diagnosis n (%)
Non-Cancer
Cancer
	226
	
7 (37%)
12 (63%)
	
10 (37%)
17 (63%)
	
77 (42%)
103 (57%)
	
113
	
p=0.77

	ACP n (%)
No
Yes
	187
	
5 (28%)
13 (72%)
	
4 (20%)
16 (80%)
	
54 (50%)
95 (98%)
	
111
	
p=0.30

	Place of death n (%)
Not at home
Home
	225
	
14 (74%)
5 (26%)
	
20 (77%)
6 (24%)
	
145 (80%)
35 (20%)
	
113
	
p=0.73


*Trajectory of Illness use the 2-sided Fisher's exact test; all other variables use the Pearson chi-squared test. P-value excludes responses that were “Don't know/NA”. None of the variables were significantly associated with pain control at the α = 0.05 level.
Definitions: IRSAD = Index of Relative Socio-economic Advantage and Disadvantage. The median IRSAD in the sample is 6; ACP = Advance Care Planning; NA = Not Applicable.
Additional file 5: Quality of communication.
	Communication
	Total valid responses
	Poor/ very poor
	Satisfactory
	Excellent/
very good
	Don’t know/ NA
	Probability

	Overall response (336)
	282
	26 (9%)
	34 (12%)
	22 (79%)
	54

	-

	Stratified responses

	Age n (%)
< 77 years old
> 77 years old
	282
	
20 (77)
6 (23)
	
17 (50)
17 (50)
	
100 (45)
122 (55)
	
54
	
p= 0.009

	Gender n (%)
Female
Male
	282
	
13 (50)
13 (50)
	
17 (50)
17 (50)
	
116 (52)
106 (48)
	
54
	
p= 0.95

	IRSAD score n (%)
< 6 (mean)
> 6 (mean)
	280
	
16 (64)
9 (36)
	
16 (47)
18 (53)
	
124 (56)
97 (44)
	
54
	
p=0.42

	Location n (%)
Metropolitan 
Regional
	280
	
13 (52)
12 (48)
	
16 (47)
18 (53)
	
97(44)
124 (56)
	
54
	
p= 0.72

	Education n (%)
< 12 years
> 12 years
	282
	
9 (35)
17 (65)
	
11 (32)
23 (67)
	
79 (36)
143 (64)
	
54
	
p=0.93

	Trajectory of illness* n (%)
Chronic
Rapid
	224
	
18 (85
3 (15)
	
20 (83)
4 (17)
	
161 (90)
18 (10)
	
50
	
p=0.45* 

	Cancer diagnosis n (%)
Non-Cancer 
Cancer
	282
	
15 (58)
11 (42)
	
13 (38)
21 (62)
	
106 (48)
116 (52)
	
54
	
p=0.32

	ACP n (%)
No
Yes
	234
	
9 (41)
13 (59)
	
12 (50)
12 (50)
	
68(36)
120 (643)
	
53
	
p=0.40

	Place of death* n (%)
Not at home  
Home
	281
	
21 (81)
5 (19)
	
28 (85)
5(15)
	
170 (77)
52 (24)
	
54
	
p=0.59*



Question 16: How well were the treatments and possible side effects explained to you in a way you could understand?
































Trajectory of Illness and place of death use the 2-sided Fisher's exact test; all other variables use the Pearson chi-squared test. P-value excludes responses that were “Don't know/NA”. Age was associated with quality of communication at the α = 0.05 level.
Definitions: IRSAD = Index of Relative Socio-economic Advantage and Disadvantage. The median IRSAD in the sample is 6; ACP = Advance Care Planning; NA = Not Applicable.
Additional file 6: Ability to achieve a sense of peace.
Question 14: How much did [the participant] seem to feel at peace with dying?
	Overall response (311)
	256
	34 (13%)
	19 (9%)
	203 (79%)
	55
	

	Peace
	Total valid responses
	Occasionally or hardly ever at peace
	Sometimes at peace
	Very much/ mostly at peace
	Don't know/NA
	Probability

	Stratified responses

	Age n (%)
< 77 years old
> 77 years old
	255

	
21 (62)
13 (38)
	
11 (61)
7 (39)
	
89 (44)
114 (56)
	
55

	
p= 0.07

	Gender   n (%)
Female
Male
	255
	
19 (56)
15 (44)
	
15 (83)
3 (17)
	
96 (47)
107 (53)
	
55
	
p=0.01

	IRSAD score n (%)
< 6 (mean)
> 6 (mean)
	253
	
20 (59)
14 (41)
	
9 (50)
9 (50)
	
102 (51)
99 (49)
	
55
	
p=0.67

	Location n (%)
Metropolitan 
Regional
	253
	
19 (56)
15 (44)
	
8 (44)
10 (56)
	
87 (43)
114 (57)
	
55
	
p= 0.39

	Education n (%)
< 12 years
> 12 years
	255
	
11(32)
23 (67)
	
7 (39)
11 (61)
	
74 (36)
129 (64)
	
55
	
p=0.87

	Trajectory of illness* n (%)
Chronic
Rapid
	203
	
22 (84)
4 (15)
	
14 (100)
0
	
144 (88)
19 (12)
	
51
	
p=0.33* 

	Cancer diagnosis n (%)
Non-Cancer 
Cancer
	255
	
15 (44)
19 (56)
	
6 (33)
12 (67)
	
86 (42)
117 (58)
	
55
	
p=0.73

	ACP n (%)
No
Yes
	209
	
9 (33)
18 (67)
	
4 (25)
12 (75)
	
62 (37)
104 (63)
	
54
	
p=0.59

	Place of death n (%)
Not at home 
Home
	254
	
28(82)
6 (18)
	
14 (89)
2 (12)
	
153 (76)
49 (24)
	
55
	
p=0.34


 Trajectory of Illness and place of death use the 2-sided Fisher's exact test; all other variables use the Pearson chi-squared test. P-value excludes responses that were “Don't know/NA”. Gender was associated with the ability to achieve a sense of peace at the α = 0.05 level.
Definitions: IRSAD = Index of Relative Socio-economic Advantage and Disadvantage. The median IRSAD in the sample is 6; ACP = Advance Care Planning; NA = Not Applicable.
Additional file 7: Quality of support: 
Question 20: Did the participant have enough support at [his/her] home?
	Supports
	Total valid responses
	Hardley/ Never enough
	Often not enough
	Definitely enough/ mostly
	Don’t know/NA
	Probability

	Overall response (311)
	295
	23 (8%)
	      34 (12%)
	238 (80%)
	43

	

	Stratified responses

	Age n (%)
< 77 years old
> 77 years old
	295
	
16 (70)
7 (30)
	
13 (38)
21 (62)
	
115 (48)
123 (52)
	
43
	
p= 0.06

	Gender n (%)
Female
Male
	295
	
16 (70)
7 (30)
	
17 (50)
17 (50)
	
118 (49)
120 (51)
	
43
	
p= 0.18

	IRSAD score n (%)
< 6 (mean)
> 6 (mean)
	293
	
10 (43)
13 (57)
	
19 (56)
15 (44)
	
133 (56)
103 (43)
	
43
	
p=0.49

	Location n (%)
Metropolitan 
Regional
	293
	
8 (35)
15 (65)
	
19 (56)
15 (44)
	
106 (45)
130 (55)
	
43
	
p=0.27

	Education n (%)
< 12 years
> 12 years
	295
	
3 (13)
20 (87)
	
13 (38)
21 (62)`
	
91 (38)
147 (62)
	
43
	
p=0.05

	Trajectory of illness* n (%)
Chronic
Rapid
	232
	
17 (94)
1 (6)
	
23 (85)
4 (15)
	
150 (85)
27 (15)
	
41
	
p=0.71* 

	Cancer diagnosis n (%)
Non-Cancer 
Cancer
	295
	
12 (52)
11 (48)
	
18 (53)
16 (47)
	
110 (47)
128 (54)
	
43
	
p=0.68

	ACP n (%)
No
Yes
	244
	
5 (26)
14 (74)
	
7 (23)
23 (77)
	
83 (42)
112 (58)
	
42
	
p=0.06

	Place of death* n (%)
Not at home  
Home
	294
	
20 (87)
3 (13)
	
29 (85)
5 (14)
	
174 (73)
63 (27)
	
43
	
p=0.16* 


Trajectory of Illness and place of death use the 2-sided Fisher's exact test; all other variables use the Pearson chi-squared test. P-value excludes responses that were “Don't know/NA”. Education was associated with quality of support at home at the α = 0.05 level.
Definitions: IRSAD = Index of Relative Socio-economic Advantage and Disadvantage. The median IRSAD in the sample is 6; ACP = Advance Care Planning; NA = Not Applicable.
[bookmark: _Toc200406368][bookmark: _Toc200406478]Additional file 8: Quality of symptom control.
Question 9: How good was the care and symptom control received by [the participant]?
Trajectory of Illness and place of death use the 2-sided Fisher's exact test; all other variables use the Pearson chi-squared test. P-value excludes responses that were “Don't know/NA”. 
Definitions: IRSAD = Index of Relative Socio-economic Advantage and Disadvantage. The median IRSAD in the sample is 6; ACP = Advance Care Planning; NA = Not Applicable.
	Symptom control
	Total valid responses
	Poor/ refused care
	Satisfactory control
	Excellent/ very good control
	Don’t know/NA
	Probability

	Overall response (339)
	274
	19 (7%)
	25 (9%)
	230 (84%)
	65

	-

	Stratified responses

	Age n (%)
< 77 years old
> 77 years old
	274
	
12 (63)
7 (37)
	
15 (60)
10 (40)
	
105 (47)
125 (54)
	65
	
p=0.16

	Gender   n (%)
Female
Male
	274
	
10 (52)
9 (47)
	
14(56)
11 (44)
	
118 (51)
112 (49)
	65
	
p=0.90

	IRSAD score n (%)
> 6 (mean)
< 6 (mean)
	272
	
11 (57)
8 (42)
	
12 (48)
13 (52)
	
127 (56)
101 (44)
	65
	
p=0.74

	Location n (%)
Metropolitan 
Regional
	272
	
8 (42)
11 (58)
	
10 (40)
15 (60
	
105 (46)
123 (54)
	65
	
p=0.81

	Education n (%)
< 12 years
> 12 years
	274
	
9 (47)
10 (53)
	
5 (20)
20 (80)
	
83 (36)
147 (64)
	65
	
p=0.15

	Trajectory of illness* n (%)
Chronic
Rapid
	218
	
15 (88)
2 (12)
	
20 (91)
2 (9)
	
157 (88)
22 (12)
	60
	
p=1.0*

	Cancer diagnosis n (%)
Non-Cancer 
Cancer
	274
	
11 (58)
8 (42)
	
9 (36)
16 (64)
	
108 (47)
122 (53)
	65
	
p=0.35

	ACP n (%)
No
Yes
	227
	
8 (44)
10 (56)

	
7 (32)
15 (68)
	
68 (36)
119 (64)
	64
	
p=0.70

	Place of death n (%)
Not at home 
Home
	273
	
15 (79)
4 (21)
	
20 (80)
5 (20)

	
180 (77)
49 (21)
	65
	
p=0.98

















Additional file 9: Detailed Study Methods:
Recruitment & Participant setting
The ASPREE study recruited 19,114 participants aged above 65 years who were free from clinical indication at the time of enrolment or major risk factors for diseases treated by Aspirin (e.g. cardiovascular heart disease or stroke) in Australia and the USA and were recruited by general practitioners in both rural and urban communities (11). Upon recruitment to the main study, ASPREE participants listed the contact details of up to 2 close contacts, usually their Next-of-Kin (NOK). These contacts were kept up to date by confirming with the participant at each annual visit. An initial pilot study of a convenience sample from November 2017 to June 2018 approached 50 next of kin. The remainder of the full study recruited NOK participants from September 2020 to October 2022. 

Sub-study staff regularly screened for newly adjudicated ASPREE deaths where the participant had died in the last 24 months. Invitation letters to the EOL sub-study were then posted to the first registered NOK, ensuring that at least 4 months had elapsed between the death and receipt of the letter. If the NOK declined involvement or could not be contacted, an invitation letter would be sent to the second registered NOK. The option was provided to the contacted NOK to nominate an alternative person for the interview. It was not a requirement for the interviewee to be listed as one of the participant’s NOK in the ASPREE database (Invitation letter, Additional file 2)
Interviewers encouraged NEXT-OF-KINs to inform them if any questions elicited significant distress or had abnormal grief reactions and then terminate the interview. Institutional ethics approval was obtained from Alfred Health, Victoria, Australia (181/17). 
[bookmark: _Toc138155051]Inclusion and exclusion criteria

[bookmark: _heading=h.2bn6wsx]NOK eligibility for the EOL sub-study was dependent on whether the ASPREE participant met the following inclusion/exclusion criteria prior to death:
[bookmark: _heading=h.5kbgje2pbe4c]
[bookmark: _heading=h.qad0ncx2cwcp]Inclusion criteria: 
· [bookmark: _heading=h.v210itgpj5jw]Australian ASPREE-XT participant; definition: previously healthy person upon recruitment to the ASPREE study, with no major comorbidities.
· [bookmark: _heading=h.yyjrmjvavx5a]Died within 24 months of sub-study screening;
· [bookmark: _heading=h.mt8sqr7s8sxa][bookmark: _heading=h.5b051ejxk2fp]Had at least 1 NOK registered in the ASPREE/-XT database.
[bookmark: _heading=h.7wn8bplw0k07]Exclusion criteria:

· [bookmark: _heading=h.wimbx1l4ck8d]Withdrew from ASPREE altogether or had a withdrawal pending status at the time of death;
· [bookmark: _heading=h.vderkp9ao316]Became a Medical Records Only (MRO) participant prior to ASPREE-XT;
· [bookmark: _heading=h.rrdqtto5r1vm]Had a spouse who was also an ASPREE/-XT participant;
· [bookmark: _heading=h.ybp3lqnvvif9]No registered NOK contact number.
Administration of the survey
To maximise response rate, the survey length was minimised, closed-ended questions with frequency-based response options were used, and the initial invitation letter described university affiliation (13). A two-week period was provided for NEXT-OF-KIN to actively opt out or request additional time to respond.  If the NEXT-OF-KIN declined to participate, an alternative contact was requested. (See Appendix 3 NEXT-OF-KIN Invitation Letter). All remaining participants received a maximum of three follow-up phone calls or text messages to determine willingness to participate and complete the survey over the phone.  Two trained investigators delivered the survey over the phone. 
Data Collection Process and Form Design 
Development and revision of the survey:
An expert consultative committee developed initial survey questions in line with health practices. Questions were derived primarily from the UK (Views of Informal Carers – Evaluation of services (VOICES) study (10). A focus group of ASPREE trial participants reviewed the initial survey version for appropriateness, clarity of communication and risk of precipitating distress, and recommended excluding one question regarding resuscitation preferences. The first Version and pilot survey, composed of  30 multiple-choice questions (Appendix 2), reflected four domains of perceptions of quality of END OF LIFE CARE, death and dying by bereaved relatives (12).                                                             
1. Circumstances of death; 
2. Nature of symptom relief; 
3. Accessibility to medical care and quality of communication; 
4. Perceptions of quality of care in the last month of life. 
Study design: 
The second version of the ASPREE Quality of End-of-Life Care Closest Contacts Survey is composed of 32: questions: 30 multiple choice and 2 short answer questions, with some questions containing multiple parts (Additional file 1). Data collection occurred between September 2020 and December 2022.	Comment by Zoe Moina Keon-Cohen: Data collection for the initial 50 NOK from  pilot study commenced earlier.. ? early 2019 - Sept 2019. Not sure if this is necessary to include. 
Data was collected through 3 key sources: telephone interviews, emailed survey links, and paper-based postal surveys (with prepaid return envelopes addressed to Monash University, Melbourne). Telephone interviews were the primary method of data collection, while email or postal surveys were sent on request to the closest contacts or nominated contacts. Postal surveys were sent when NOK could not be contacted by telephone or upon participants' request. 
Three main steps were involved in data collection:
 Invitation letters were posted 2 weeks prior to a phone call, providing an opt-out period or opportunity for the NOK to nominate an alternate contact, by reply post or by telephone to the ASPREE call-centre. The invitation letter outlined the study’s purpose, potential benefits, consent requirements, and a summary of the survey content. If no replies were received from the NOK after 2 weeks, a text message was sent to the NOK’s mobile number (if available)      to arrange an appointment for a telephone interview, followed by a text reminder prior to the interview. If only a landline phone contact was provided, no appointment was made prior to contact.   A telephone interview was conducted with the NOK following verbal consent. NOK could also opt to complete the interview through an email or postal survey. If the closest contacts nominated a different person via post or telephone, steps 1-3 were repeated for the nominated contact. 
After 3 unsuccessful attempts to reach the first NOK, the next registered NOK with a valid postal address was sent an invitation letter, and the same process (steps 1-3) was repeated until all closest contacts with valid addresses had been reached. A total of 432 study invitation letters were sent out, and 341 NOK were interviewed. 
[bookmark: _Toc138155054]Survey form versions
The ASPREE Quality of End-of-Life Care Closest Contacts Survey underwent a structural change in August 2021, in which the order of the questions was revised to improve the flow of the interview. Additionally, the following 2 questions on palliative care were added to the survey (Appendix 2):
· Question 21: “Did [participant title and surname] receive palliative care services?”
· Question 22: “How easy was it for [participant title and surname] to access palliative care/end-of-life care services when needed?
The original version (version 1) of the survey had question 3 (“How long before [participant title and surname] passed away was it clear that [he/she] was near the end of [his/her] life?”) only applicable if the ASPREE participant’s death was expected (question 23). This was changed in version 2 to be included in the interview/survey for everybody. 
[bookmark: _Toc138155055]Data Entry Process

[bookmark: _Toc138155056]All data included closed question responses and free text. Telephone interview data entry occurred in real time during the interview, with responses recorded in REDCap. Emailed survey links and hard copy, postal surveys were self-completed by NOK. Survey data were entered manually into the REDCap database upon receipt via post. 

Data Quality and Monitoring

All interview data was stored in RedCap. Hard copies of returned written surveys are stored at Monash University for 5 years within double locked facilities, accessed only by keycard.
Transcription from hardcopy forms into the database was monitored for transcription accuracy.  5 NOK responses were randomly selected and reviewed for completeness and accuracy.  96% were found to be complete, and 99% accuracy was achieved. 
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