Supplementary Material
Longitudinal Changes in Advance Care Planning Engagement, Patient Preferences, and Patient-Family Concordance in Japanese Breast Cancer Patients and Their Families: A One-Year Follow-Up Study
Supplementary Table S1 Number of respondents answering each item, by analysis set and survey*
	Analysis set
	Variable
	Answered at T1, n
	Answered at T2, n
	Answered at both, n

	Patients responding at both timepoints (n = 284)
	Designated a surrogate
	282
	284
	282

	Patients responding at both timepoints (n = 284)
	Enjoyment / purpose in life
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Fulfilling roles at work/home
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Time with family and friends
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Independence in daily activities
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Living as long as possible
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Being supported by faith
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Freedom from financial worry
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Receiving maximal treatment
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Being treated as a person
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Not being a nuisance to others
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Not burdening family
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Not showing a weakened self
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Conveying what matters to loved ones
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Freedom from pain and suffering
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Knowing in detail what lies ahead
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Not being told what lies ahead
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Sufficient treatment until satisfied
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Minimal treatment, staying as usual
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Less suffering even if death hastened
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Continuing preferred lifestyle habits
	283
	284
	283

	Patients responding at both timepoints (n = 284)
	Entrusting to a trusted physician
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Treatment in hospital
	283
	284
	283

	Patients responding at both timepoints (n = 284)
	Treatment in a facility
	284
	284
	284

	Patients responding at both timepoints (n = 284)
	Treatment at home
	284
	284
	284

	Patients responding only at T1 (n = 186)
	Designated a surrogate
	185
	—
	—

	Patients responding only at T1 (n = 186)
	Enjoyment / purpose in life
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Fulfilling roles at work/home
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Time with family and friends
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Independence in daily activities
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Living as long as possible
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Being supported by faith
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Freedom from financial worry
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Receiving maximal treatment
	185
	—
	—

	Patients responding only at T1 (n = 186)
	Being treated as a person
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Not being a nuisance to others
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Not burdening family
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Not showing a weakened self
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Conveying what matters to loved ones
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Freedom from pain and suffering
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Knowing in detail what lies ahead
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Not being told what lies ahead
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Sufficient treatment until satisfied
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Minimal treatment, staying as usual
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Less suffering even if death hastened
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Continuing preferred lifestyle habits
	185
	—
	—

	Patients responding only at T1 (n = 186)
	Entrusting to a trusted physician
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Treatment in hospital
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Treatment in a facility
	186
	—
	—

	Patients responding only at T1 (n = 186)
	Treatment at home
	186
	—
	—

	Family members, main analysis (n = 164)
	Enjoyment / purpose in life
	164
	164
	164

	Family members, main analysis (n = 164)
	Fulfilling roles at work/home
	164
	164
	164

	Family members, main analysis (n = 164)
	Time with family and friends
	164
	164
	164

	Family members, main analysis (n = 164)
	Independence in daily activities
	164
	164
	164

	Family members, main analysis (n = 164)
	Living as long as possible
	164
	164
	164

	Family members, main analysis (n = 164)
	Being supported by faith
	164
	164
	164

	Family members, main analysis (n = 164)
	Freedom from financial worry
	163
	164
	163

	Family members, main analysis (n = 164)
	Receiving maximal treatment
	164
	164
	164

	Family members, main analysis (n = 164)
	Being treated as a person
	164
	164
	164

	Family members, main analysis (n = 164)
	Not being a nuisance to others
	164
	164
	164

	Family members, main analysis (n = 164)
	Not burdening family
	164
	164
	164

	Family members, main analysis (n = 164)
	Not showing a weakened self
	164
	164
	164

	Family members, main analysis (n = 164)
	Conveying what matters to loved ones
	164
	164
	164

	Family members, main analysis (n = 164)
	Freedom from pain and suffering
	164
	164
	164

	Family members, main analysis (n = 164)
	Knowing in detail what lies ahead
	164
	164
	164

	Family members, main analysis (n = 164)
	Not being told what lies ahead
	164
	164
	164

	Family members, main analysis (n = 164)
	Sufficient treatment until satisfied
	164
	164
	164

	Family members, main analysis (n = 164)
	Minimal treatment, staying as usual
	164
	164
	164

	Family members, main analysis (n = 164)
	Less suffering even if death hastened
	164
	164
	164

	Family members, main analysis (n = 164)
	Continuing preferred lifestyle habits
	164
	164
	164

	Family members, main analysis (n = 164)
	Entrusting to a trusted physician
	164
	164
	164

	Family members, main analysis (n = 164)
	Treatment in hospital
	164
	164
	164

	Family members, main analysis (n = 164)
	Treatment in a facility
	164
	164
	164

	Family members, main analysis (n = 164)
	Treatment at home
	164
	164
	164

	Family members, confirmation analysis (n = 154)
	Enjoyment / purpose in life
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Fulfilling roles at work/home
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Time with family and friends
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Independence in daily activities
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Living as long as possible
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Being supported by faith
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Freedom from financial worry
	153
	154
	153

	Family members, confirmation analysis (n = 154)
	Receiving maximal treatment
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Being treated as a person
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Not being a nuisance to others
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Not burdening family
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Not showing a weakened self
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Conveying what matters to loved ones
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Freedom from pain and suffering
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Knowing in detail what lies ahead
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Not being told what lies ahead
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Sufficient treatment until satisfied
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Minimal treatment, staying as usual
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Less suffering even if death hastened
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Continuing preferred lifestyle habits
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Entrusting to a trusted physician
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Treatment in hospital
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Treatment in a facility
	154
	154
	154

	Family members, confirmation analysis (n = 154)
	Treatment at home
	154
	154
	154

	Family members, main analysis (n = 164)
	Discussed the patient's wishes
	143
	154
	137

	Family members, confirmation analysis (n = 154)
	Discussed the patient's wishes
	134
	145
	129


* Counts of respondents who gave an answer to the item. The counts differ from the analysis set totals wherever an item was left blank. Patients who responded only at T1 have no second answer, so — is shown for T2 and for the paired count.
Supplementary Table S2 Change in each of the 24 items between the two surveys, for the patients and for the family members of the same 164 dyads*
(a) Each item
	Category
	Item
	Patients T1, n (%)**
	Patients T2, n (%)**
	Patients change, percentage points [95% CI]
	Family T1, n (%)**
	Family T2, n (%)**
	Family change, percentage points [95% CI]
	Family McNemar p
	Family BH q***
	Difference between the two sides at T1†
	Difference between the two sides at T2†

	Values
	Enjoyment / purpose in life
	115 (70.1%)
	110 (67.1%)
	−3.0 [−9.9, +3.8]
	125 (76.2%)
	126 (76.8%)
	+0.6 [−5.1, +6.3]
	1.000
	1.000
	6.1
	9.7

	Values
	Fulfilling roles at work/home
	77 (47.0%)
	81 (49.4%)
	+2.4 [−5.1, +10.0]
	65 (39.6%)
	64 (39.0%)
	−0.6 [−7.7, +6.5]
	1.000
	1.000
	7.4
	10.4

	Values
	Time with family and friends
	112 (68.3%)
	122 (74.4%)
	+6.1 [−0.6, +12.8]
	125 (76.2%)
	124 (75.6%)
	−0.6 [−7.7, +6.5]
	1.000
	1.000
	7.9
	1.2

	Values
	Independence in daily activities
	143 (87.2%)
	148 (90.2%)
	+3.0 [−2.4, +8.5]
	114 (69.5%)
	121 (73.8%)
	+4.3 [−3.9, +12.4]
	0.381
	1.000
	17.7
	16.4

	Values
	Living as long as possible
	64 (39.0%)
	60 (36.6%)
	−2.4 [−8.5, +3.6]
	88 (53.7%)
	82 (50.0%)
	−3.7 [−11.6, +4.2]
	0.451
	1.000
	14.7
	13.4

	Values
	Being supported by faith
	9 (5.5%)
	8 (4.9%)
	−0.6 [−3.8, +2.6]
	13 (7.9%)
	10 (6.1%)
	−1.8 [−5.4, +1.7]
	0.505
	1.000
	2.4
	1.2

	Values
	Freedom from financial worry
	84 (51.2%)
	90 (54.9%)
	+3.7 [−4.2, +11.6]
	84 (51.5%)
	86 (52.8%)
	+1.2 [−7.1, +9.6]
	0.885
	1.000
	0.3
	2.1

	Values
	Receiving maximal treatment
	87 (53.0%)
	71 (43.3%)
	−9.8 [−16.6, −2.9]
	93 (56.7%)
	90 (54.9%)
	−1.8 [−9.1, +5.4]
	0.742
	1.000
	3.7
	11.6

	Values
	Being treated as a person
	69 (42.1%)
	77 (47.0%)
	+4.9 [−2.1, +11.8]
	98 (59.8%)
	100 (61.0%)
	+1.2 [−6.1, +8.6]
	0.871
	1.000
	17.7
	14.0

	Values
	Not being a nuisance to others
	117 (71.3%)
	129 (78.7%)
	+7.3 [+0.4, +14.2]
	105 (64.0%)
	114 (69.5%)
	+5.5 [−2.1, +13.1]
	0.212
	1.000
	7.3
	9.2

	Values
	Not burdening family
	125 (76.2%)
	138 (84.1%)
	+7.9 [+1.8, +14.0]
	97 (59.1%)
	102 (62.2%)
	+3.0 [−4.8, +10.9]
	0.542
	1.000
	17.1
	21.9

	Values
	Not showing a weakened self
	33 (20.1%)
	40 (24.4%)
	+4.3 [−1.9, +10.4]
	34 (20.7%)
	34 (20.7%)
	0.0 [−7.7, +7.7]
	1.000
	1.000
	0.6
	3.7

	Values
	Conveying what matters to loved ones
	83 (50.6%)
	90 (54.9%)
	+4.3 [−3.0, +11.5]
	85 (51.8%)
	79 (48.2%)
	−3.7 [−11.2, +3.9]
	0.429
	1.000
	1.2
	6.7

	Values
	Freedom from pain and suffering
	114 (69.5%)
	129 (78.7%)
	+9.1 [+1.8, +16.5]
	124 (75.6%)
	123 (75.0%)
	−0.6 [−7.5, +6.3]
	1.000
	1.000
	6.1
	3.7

	Care
	Knowing in detail what lies ahead
	130 (79.3%)
	129 (78.7%)
	−0.6 [−7.3, +6.0]
	100 (61.0%)
	106 (64.6%)
	+3.7 [−4.4, +11.7]
	0.461
	1.000
	18.3
	14.1

	Care
	Not being told what lies ahead
	6 (3.7%)
	8 (4.9%)
	+1.2 [−2.6, +5.0]
	14 (8.5%)
	14 (8.5%)
	0.0 [−5.3, +5.3]
	1.000
	1.000
	4.8
	3.6

	Care
	Sufficient treatment until satisfied
	46 (28.0%)
	45 (27.4%)
	−0.6 [−7.7, +6.5]
	94 (57.3%)
	87 (53.0%)
	−4.3 [−11.3, +2.8]
	0.310
	1.000
	29.3
	25.6

	Care
	Minimal treatment, staying as usual
	92 (56.1%)
	110 (67.1%)
	+11.0 [+3.4, +18.5]
	67 (40.9%)
	74 (45.1%)
	+4.3 [−3.7, +12.3]
	0.371
	1.000
	15.2
	22.0

	Care
	Less suffering even if death hastened
	123 (75.0%)
	132 (80.5%)
	+5.5 [−1.3, +12.3]
	127 (77.4%)
	130 (79.3%)
	+1.8 [−4.8, +8.5]
	0.719
	1.000
	2.4
	1.2

	Care
	Continuing preferred lifestyle habits
	27 (16.5%)
	29 (17.7%)
	+1.2 [−5.5, +8.0]
	34 (20.7%)
	34 (20.7%)
	0.0 [−5.1, +5.1]
	1.000
	1.000
	4.2
	3.0

	Place
	Entrusting to a trusted physician
	103 (62.8%)
	100 (61.0%)
	−1.8 [−9.1, +5.4]
	88 (53.7%)
	84 (51.2%)
	−2.4 [−9.6, +4.7]
	0.617
	1.000
	9.1
	9.8

	Place
	Treatment in hospital
	62 (38.0%)
	70 (42.9%)
	+4.9 [−3.0, +12.8]
	56 (34.1%)
	54 (32.9%)
	−1.2 [−9.1, +6.7]
	0.880
	1.000
	3.9
	10.0

	Place
	Treatment in a facility
	9 (5.5%)
	17 (10.4%)
	+4.9 [−0.1, +9.9]
	12 (7.3%)
	17 (10.4%)
	+3.0 [−1.9, +8.0]
	0.332
	1.000
	1.8
	0.0

	Place
	Treatment at home
	26 (15.9%)
	39 (23.8%)
	+7.9 [+1.4, +14.5]
	33 (20.1%)
	36 (22.0%)
	+1.8 [−4.8, +8.5]
	0.719
	1.000
	4.2
	1.8


(b) All 24 items combined
	Respondent
	Newly selected, summed over the 24 items
	No longer selected, summed over the 24 items
	Net change in selections
	Net change per dyad, items
	Binomial p‡
	Items selected, T1 mean
	Items selected, T2 mean
	Wilcoxon p§

	Patients
	432
	316
	+116
	+0.71
	<0.001
	11.32
	12.02
	—

	Family members
	427
	411
	+16
	+0.10
	0.604
	11.43
	11.53
	0.960


(c) Difference between the two sides
	Summary of the difference between the two sides†
	T1
	T2

	Summed over the 24 items, percentage points
	203.4
	216.3

	Mean per item, percentage points
	8.5
	9.0

	Items on which the difference narrowed
	—
	13

	Items on which the difference widened
	—
	11

	Items on which the difference did not change
	—
	0


* The 164 dyads of the main analysis, with the patient’s own answers and the family member’s answers to the same 24 items. Family members answered each item as they believed the patient would answer. T1 is the first survey and T2 the second. The Category column groups each item as a value, a care preference or a preference about place of treatment, as defined in the main-text Methods. — means not applicable.
** The denominator is the number who answered the item at both timepoints: 164 for every item except treatment in hospital on the patient side and freedom from financial worry on the family side, where it is 163. Supplementary Table S1 gives every denominator.
*** BH q, Benjamini–Hochberg false discovery rate across the 24 items. Item-level p and q values for the patients are given in Table 3, on all 284 patients who responded at both timepoints, and are not repeated here.
† The absolute difference between the percentage of patients and the percentage of family members selecting the item, taken from the two columns as printed. No test was applied to this difference; it is given as a description.
‡ Binomial test of the newly selected count against the no longer selected count, summed over the 24 items.
§ Wilcoxon signed-rank test of the number of items selected. The patients’ counts on these 164 dyads are given for comparison; the test of the patients’ counts is reported in Table 3 on all 284 patients.
Supplementary Table S3 Change in each of the 24 items answered by the family members of the confirmation analysis set*
	Category
	Item
	T1, n (%)
	T2, n (%)
	Newly selected
	No longer selected
	Change, percentage points [95% CI]
	McNemar p
	BH q**

	Values
	Enjoyment / purpose in life
	120 (77.9%)
	120 (77.9%)
	10
	10
	0.0 [−5.7, +5.7]
	1.000
	1.000

	Values
	Fulfilling roles at work/home
	62 (40.3%)
	62 (40.3%)
	17
	17
	0.0 [−7.4, +7.4]
	1.000
	1.000

	Values
	Time with family and friends
	117 (76.0%)
	117 (76.0%)
	17
	17
	0.0 [−7.4, +7.4]
	1.000
	1.000

	Values
	Independence in daily activities
	108 (70.1%)
	113 (73.4%)
	23
	18
	+3.2 [−4.9, +11.4]
	0.532
	1.000

	Values
	Living as long as possible
	82 (53.2%)
	76 (49.4%)
	17
	23
	−3.9 [−11.9, +4.1]
	0.429
	1.000

	Values
	Being supported by faith
	13 (8.4%)
	10 (6.5%)
	3
	6
	−1.9 [−5.8, +1.9]
	0.505
	1.000

	Values
	Freedom from financial worry
	78 (51.0%)
	82 (53.6%)
	24
	20
	+2.6 [−5.9, +11.1]
	0.651
	1.000

	Values
	Receiving maximal treatment
	86 (55.8%)
	84 (54.5%)
	15
	17
	−1.3 [−8.5, +5.9]
	0.860
	1.000

	Values
	Being treated as a person
	92 (59.7%)
	95 (61.7%)
	20
	17
	+1.9 [−5.8, +9.7]
	0.742
	1.000

	Values
	Not being a nuisance to others
	97 (63.0%)
	107 (69.5%)
	24
	14
	+6.5 [−1.3, +14.3]
	0.144
	1.000

	Values
	Not burdening family
	88 (57.1%)
	94 (61.0%)
	24
	18
	+3.9 [−4.3, +12.1]
	0.440
	1.000

	Values
	Not showing a weakened self
	33 (21.4%)
	32 (20.8%)
	19
	20
	−0.6 [−8.6, +7.3]
	1.000
	1.000

	Values
	Conveying what matters to loved ones
	79 (51.3%)
	76 (49.4%)
	17
	20
	−1.9 [−9.7, +5.8]
	0.742
	1.000

	Values
	Freedom from pain and suffering
	114 (74.0%)
	115 (74.7%)
	16
	15
	+0.6 [−6.4, +7.7]
	1.000
	1.000

	Care
	Knowing in detail what lies ahead
	96 (62.3%)
	102 (66.2%)
	24
	18
	+3.9 [−4.3, +12.1]
	0.440
	1.000

	Care
	Not being told what lies ahead
	13 (8.4%)
	13 (8.4%)
	9
	9
	0.0 [−5.4, +5.4]
	1.000
	1.000

	Care
	Sufficient treatment until satisfied
	87 (56.5%)
	83 (53.9%)
	13
	17
	−2.6 [−9.6, +4.4]
	0.584
	1.000

	Care
	Minimal treatment, staying as usual
	63 (40.9%)
	69 (44.8%)
	24
	18
	+3.9 [−4.3, +12.1]
	0.440
	1.000

	Care
	Less suffering even if death hastened
	118 (76.6%)
	123 (79.9%)
	17
	12
	+3.2 [−3.6, +10.1]
	0.458
	1.000

	Care
	Continuing preferred lifestyle habits
	33 (21.4%)
	32 (20.8%)
	7
	8
	−0.6 [−5.6, +4.3]
	1.000
	1.000

	Place
	Entrusting to a trusted physician
	82 (53.2%)
	80 (51.9%)
	15
	17
	−1.3 [−8.5, +5.9]
	0.860
	1.000

	Place
	Treatment in hospital
	52 (33.8%)
	51 (33.1%)
	20
	21
	−0.6 [−8.8, +7.5]
	1.000
	1.000

	Place
	Treatment in a facility
	11 (7.1%)
	16 (10.4%)
	11
	6
	+3.2 [−2.0, +8.5]
	0.332
	1.000

	Place
	Treatment at home
	29 (18.8%)
	31 (20.1%)
	14
	12
	+1.3 [−5.2, +7.8]
	0.845
	1.000


* The 154 dyads of the confirmation analysis, in which the same family member responded at both timepoints. Family members answered each item as they believed the patient would answer. T1 is the first survey and T2 the second. The Category column groups each item as a value, a care preference or a preference about place of treatment, as defined in the main-text Methods.
** BH q, Benjamini–Hochberg false discovery rate across the 24 items.
Supplementary Table S4 Agreement between patient and family member on each of the 24 items at the two surveys*
(a) Main analysis
	Category
	Item
	Agreed at T1, %
	Agreed at T2, %
	Agreement gained
	Agreement lost
	McNemar p
	BH q**

	Values
	Enjoyment / purpose in life
	65.9%
	74.4%
	29
	15
	0.050
	0.226

	Values
	Fulfilling roles at work/home
	61.0%
	70.1%
	36
	21
	0.064
	0.226

	Values
	Time with family and friends
	67.7%
	70.7%
	32
	27
	0.603
	0.803

	Values
	Independence in daily activities
	65.2%
	73.8%
	31
	17
	0.061
	0.226

	Values
	Living as long as possible
	57.3%
	67.1%
	31
	15
	0.027
	0.226

	Values
	Being supported by faith
	91.5%
	97.6%
	11
	1
	0.009
	0.225

	Values
	Freedom from financial worry
	54.0%
	63.2%
	41
	26
	0.087
	0.262

	Values
	Receiving maximal treatment
	63.4%
	65.2%
	27
	24
	0.779
	0.984

	Values
	Being treated as a person
	59.1%
	66.5%
	34
	22
	0.142
	0.378

	Values
	Not being a nuisance to others
	69.5%
	75.0%
	30
	21
	0.263
	0.579

	Values
	Not burdening family
	61.0%
	69.5%
	32
	18
	0.066
	0.226

	Values
	Not showing a weakened self
	73.8%
	74.4%
	25
	24
	1.000
	1.000

	Values
	Conveying what matters to loved ones
	64.6%
	65.2%
	29
	28
	1.000
	1.000

	Values
	Freedom from pain and suffering
	65.9%
	69.5%
	27
	21
	0.470
	0.706

	Care
	Knowing in detail what lies ahead
	63.4%
	68.9%
	31
	22
	0.272
	0.579

	Care
	Not being told what lies ahead
	87.8%
	90.2%
	13
	9
	0.522
	0.738

	Care
	Sufficient treatment until satisfied
	61.0%
	59.8%
	22
	24
	0.883
	0.984

	Care
	Minimal treatment, staying as usual
	56.7%
	61.0%
	32
	25
	0.427
	0.683

	Care
	Less suffering even if death hastened
	67.1%
	76.8%
	37
	21
	0.049
	0.226

	Care
	Continuing preferred lifestyle habits
	77.4%
	76.2%
	15
	17
	0.860
	0.984

	Place
	Entrusting to a trusted physician
	61.6%
	67.1%
	33
	24
	0.289
	0.579

	Place
	Treatment in hospital
	66.3%
	67.5%
	34
	32
	0.902
	0.984

	Place
	Treatment in a facility
	88.4%
	85.4%
	9
	14
	0.404
	0.683

	Place
	Treatment at home
	72.6%
	77.4%
	30
	22
	0.332
	0.612


(b) Confirmation analysis
	Category
	Item
	Agreed at T1, %
	Agreed at T2, %
	Agreement gained
	Agreement lost
	McNemar p
	BH q**

	Values
	Enjoyment / purpose in life
	65.6%
	74.0%
	26
	13
	0.055
	0.291

	Values
	Fulfilling roles at work/home
	61.0%
	69.5%
	34
	21
	0.106
	0.362

	Values
	Time with family and friends
	67.5%
	70.8%
	30
	25
	0.590
	0.822

	Values
	Independence in daily activities
	65.6%
	72.7%
	27
	16
	0.127
	0.382

	Values
	Living as long as possible
	58.4%
	67.5%
	28
	14
	0.045
	0.291

	Values
	Being supported by faith
	90.9%
	97.4%
	11
	1
	0.009
	0.225

	Values
	Freedom from financial worry
	54.9%
	64.1%
	38
	24
	0.099
	0.362

	Values
	Receiving maximal treatment
	63.0%
	64.9%
	24
	21
	0.766
	0.870

	Values
	Being treated as a person
	59.1%
	66.2%
	31
	20
	0.161
	0.387

	Values
	Not being a nuisance to others
	70.1%
	74.7%
	26
	19
	0.371
	0.732

	Values
	Not burdening family
	59.1%
	68.2%
	31
	17
	0.061
	0.291

	Values
	Not showing a weakened self
	72.7%
	75.3%
	24
	20
	0.651
	0.822

	Values
	Conveying what matters to loved ones
	64.9%
	64.3%
	26
	27
	1.000
	1.000

	Values
	Freedom from pain and suffering
	64.9%
	68.8%
	26
	20
	0.461
	0.732

	Care
	Knowing in detail what lies ahead
	64.3%
	71.4%
	30
	19
	0.153
	0.387

	Care
	Not being told what lies ahead
	88.3%
	90.3%
	11
	8
	0.646
	0.822

	Care
	Sufficient treatment until satisfied
	59.1%
	61.0%
	22
	19
	0.755
	0.870

	Care
	Minimal treatment, staying as usual
	54.5%
	60.4%
	32
	23
	0.281
	0.612

	Care
	Less suffering even if death hastened
	66.2%
	76.6%
	35
	19
	0.041
	0.291

	Care
	Continuing preferred lifestyle habits
	76.6%
	75.3%
	15
	17
	0.860
	0.897

	Place
	Entrusting to a trusted physician
	62.3%
	66.2%
	29
	23
	0.488
	0.732

	Place
	Treatment in hospital
	66.2%
	68.2%
	32
	29
	0.798
	0.870

	Place
	Treatment in a facility
	87.7%
	84.4%
	9
	14
	0.404
	0.732

	Place
	Treatment at home
	73.4%
	77.3%
	27
	21
	0.470
	0.732


* Agreement means that the patient and the family member gave the same answer to the item. Panel (a) is the 164 dyads of the main analysis and panel (b) the 154 dyads of the confirmation analysis, in which the same family member responded at both timepoints. T1 is the first survey and T2 the second. The Category column groups each item as a value, a care preference or a preference about place of treatment, as defined in the main-text Methods.
** BH q, Benjamini–Hochberg false discovery rate across the 24 items. No item reached q < 0.05 in either panel.
Supplementary Table S5 Change in the number of items in disagreement among the dyads with no family discussion at the first survey, by whether a discussion began*
	Measure
	Main analysis
	Confirmation analysis

	Dyads that began discussing by T2, n
	26
	24

	Dyads that did not begin discussing, n
	37
	33

	Change in discordant items, began discussing, median [Q1, Q3]
	−2.0 [−5.8, 2.0]
	−3.0 [−6.0, 2.0]

	Change in discordant items, did not begin, median [Q1, Q3]
	0.0 [−1.0, 1.0]
	0.0 [−1.0, 1.0]

	Between-group p**
	0.089
	0.091

	Between-group rank-biserial correlation
	−0.253
	−0.264

	Items the patient changed, began discussing, median [Q1, Q3]
	4.0 [3.0, 5.0]
	4.0 [3.0, 5.0]

	Items the patient changed, did not begin, median [Q1, Q3]
	4.0 [2.0, 5.0]
	4.0 [1.0, 6.0]

	Between-group p for items the patient changed**
	0.476
	0.515


* Restricted to the dyads in which the family reported no discussion at T1, that is “have not discussed” or “do not wish to discuss”. The comparison is exploratory and observational: the two groups formed themselves, so the contrast carries whatever differences led a dyad to begin talking. A negative change means fewer items in disagreement at T2. Q1 and Q3 are the first and third quartiles.
** p from the Mann–Whitney U test.
Supplementary Table S6 Change in the patients’ items and in agreement, by interval disease-worsening event*
	Measure
	Interval event**
	No interval event

	Patients, n
	11
	273

	Items the patient changed, median [Q1, Q3]
	3.0 [3.0, 6.0]
	4.0 [3.0, 6.0]

	Dyads in the main analysis, n
	6
	158

	Change in discordant items, median [Q1, Q3]
	−0.5 [−1.0, 2.2]
	−1.0 [−3.0, 2.0]

	Stage IV or recurrent disease at T1, patients with an event / total***
	8 / 32
	—

	Other patients, patients with an event / total
	3 / 252
	—


* Descriptive only; no test was applied, because too few patients had an event. Q1 and Q3 are the first and third quartiles. A negative change means fewer items in disagreement at T2. — means not applicable.
** An interval disease-worsening event is a new recurrence or metastasis, or a change of treatment driven by progression, between the patient’s two responses.
*** Stage IV or recurrent disease at T1: stage IV at diagnosis (n = 18) or a recurrence diagnosed before T1 (n = 14).
Supplementary Table S7 Deviations from the analysis plan*
	Item
	What was planned
	What was done
	Why

	Analysis with interval disease-worsening events as an explanatory variable
	Interval events were to be used as an explanatory variable for the change in preferences and in agreement.
	The comparison was reported as a description with no test (Supplementary Table S6).
	Only 11 of the 284 patients had an event. The change was made before the main analyses were run.

	Multiplicity
	p values were to be reported without adjustment, in line with the descriptive aim.
	Benjamini–Hochberg false discovery rate q values are reported beside the p values wherever 24 tests were run over the same set of items.
	Twenty-four item-level tests are run four times over, so the q values tell the reader how much of the item-level pattern survives the number of tests.

	Family questionnaires with no substantive content
	No rule was written for family forms left entirely blank.
	Forms on which all 24 items and all three discussion categories were blank were treated as non-responses; 2 dyads were excluded from the main analysis.
	A blank form cannot be read as a set of deliberate non-selections.

	Clinical stage
	Stage was to be taken from the working dataset.
	Stage was taken from the finalised staging dataset covering all 470 patients.
	The working dataset held an earlier version of the stage field.

	Corrections applied before analysis
	No list of corrections was written into the plan.
	Data entry was checked against the source questionnaires and the medical records. Corrections to identifiers, names, dates of birth, duplicated rows and variant characters in family names were applied and logged before any analysis was run.
	The corrections change which response belongs to which patient and which family member, so they had to be settled before the analysis sets were fixed.

	Date of the two responses
	No rule was written for patients with more than one response date within a survey wave.
	Where a patient had more than one response within a wave, the earliest date was used, and that same rule fixes the interval between the two responses. The interval differs from a separately compiled record of response dates for 7 patients.
	Every count, group and estimate in this paper rests on the same selected response, so the interval has to describe that same set of responses.


* The analysis plan was written before the analyses were run. Each row states what the plan said, what was done instead, and why.
Supplementary Table S8 STROBE checklist for cohort studies*
	Item
	Topic
	Recommendation
	Where addressed
	Page**

	1
	Title and abstract
	(a) Indicate the study’s design with a commonly used term in the title or the abstract. (b) Provide in the abstract an informative and balanced summary of what was done and what was found.
	Title; Abstract
	1

	2
	Background/rationale
	Explain the scientific background and rationale for the investigation being reported.
	Introduction
	5

	3
	Objectives
	State specific objectives, including any prespecified hypotheses.
	Introduction
	5

	4
	Study design
	Present key elements of study design early in the paper.
	Methods, Study background
	7

	5
	Setting
	Describe the setting, locations, and relevant dates, including periods of recruitment, exposure, follow-up, and data collection.
	Methods, Study background
	7

	6
	Participants
	(a) Give the eligibility criteria, and the sources and methods of selection of participants. Describe methods of follow-up. (b) For matched studies, give matching criteria and number of exposed and unexposed.
	Methods, Study background; Fig. 1
	7

	7
	Variables
	Clearly define all outcomes, exposures, predictors, potential confounders, and effect modifiers. Give diagnostic criteria, if applicable.
	Methods, Outcome; Methods, Variables
	9

	8
	Data sources/measurement
	For each variable of interest, give sources of data and details of methods of assessment. Describe comparability of assessment methods if there is more than one group.
	Methods, Study background; Methods, Variables
	7

	9
	Bias
	Describe any efforts to address potential sources of bias.
	Methods, Statistical analysis, stage 1; Results, first paragraph; Limitations
	9

	10
	Study size
	Explain how the study size was arrived at.
	Methods, Study background; Fig. 1
	7

	11
	Quantitative variables
	Explain how quantitative variables were handled in the analyses. If applicable, describe which groupings were chosen and why.
	Methods, Outcome; Methods, Statistical analysis
	9

	12
	Statistical methods
	(a) Describe all statistical methods, including those used to control for confounding. (b) Describe any methods used to examine subgroups and interactions. (c) Explain how missing data were addressed. (d) Explain how loss to follow-up was addressed. (e) Describe any sensitivity analyses.
	Methods, Statistical analysis; Supplementary Table S7
	9

	13
	Participants
	(a) Report numbers of individuals at each stage of the study. (b) Give reasons for non-participation at each stage. (c) Consider use of a flow diagram.
	Results, first paragraph; Fig. 1
	12

	14
	Descriptive data
	(a) Give characteristics of study participants and information on exposures and potential confounders. (b) Indicate the number of participants with missing data for each variable of interest. (c) Summarise follow-up time.
	Results, first paragraph; Table 1; Supplementary Table S1
	12

	15
	Outcome data
	Report numbers of outcome events or summary measures over time.
	Results; Table 2; Table 3; Table 4
	12

	16
	Main results
	(a) Give unadjusted estimates and, if applicable, confounder-adjusted estimates and their precision. (b) Report category boundaries when continuous variables were categorized. (c) If relevant, consider translating estimates of relative risk into absolute risk.
	Results; Table 2; Table 3; Table 4
	12

	17
	Other analyses
	Report other analyses done, such as analyses of subgroups and interactions, and sensitivity analyses.
	Results, exploratory paragraphs; Supplementary Table S5; Supplementary Table S6
	14–15

	18
	Key results
	Summarise key results with reference to study objectives.
	Discussion, first paragraph
	15

	19
	Limitations
	Discuss limitations of the study, taking into account sources of potential bias or imprecision. Discuss both direction and magnitude of any potential bias.
	Limitations
	17

	20
	Interpretation
	Give a cautious overall interpretation of results considering objectives, limitations, multiplicity of analyses, results from similar studies, and other relevant evidence.
	Discussion; Conclusion
	15

	21
	Generalisability
	Discuss the generalisability (external validity) of the study results.
	Limitations
	17

	22
	Funding
	Give the source of funding and the role of the funders for the present study and, if applicable, for the original study on which the present article is based.
	Funding
	18


* STROBE, Strengthening the Reporting of Observational Studies in Epidemiology.
** Page of the manuscript file.
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