Health Literacy of Caregivers Scale — Cancer (HLCS-C)

46 items

Count Origltem Domain/item
#

Domain 1. Proactivity and determination to seek information (4 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by
filling in the response that best describes you now.

1 41 | regularly search for up to date information about the cancer

2 49 | keep searching until | find information that | understand

3 56 | look for new opportunities to get information about the cancer

4 62 To help the person | care for, | actively search for information about
cancer

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly
disagree)

Domain 2. Adequate information about cancer and cancer management (4 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by

filling in the response that best describes you now.

5 16 | have all the information | need to help look after the health of the
person | care for

6 18 | have enough information to understand the potential side effects of
treatment

7 26 | know how to manage the side-effects of treatment

8 34 | feel I have good information about the cancer

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly
disagree)

Domain 3. Supported by healthcare providers to understand information (5 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by
filling in the response that best describes you now.




10

11

12

13

35

43

50

67

At least one healthcare provider has helped me understand
information about cancer (drop if need to reduce items)

Healthcare providers include me in discussions to help me understand
information about cancer

At least one healthcare provider makes sure | understand enough
information about the cancer

Healthcare providers have helped me understand information about
treatments

Healthcare providers have helped me understand supports and
services available for the person | care for (revised item, not yet
tested)

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly

disagree)

Domain 4. Social support (4 items)

Stem: Please indicate how strongly you disagree or agree with the following statements by

filling in the response that best describes you now.

14
15
16
17

12
28
36

| have at least one person who understands and supports me

| have strong support from at least one family member or friend
If I need help, | have at least one person | can rely on

| have at least one family member or friend who can help me
understand health information

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly disagree)

Domain 5. Cancer-related communication with the care recipient (4 items)

Stem: Please indicate how strongly you disagree or agree with the following statements by

filling in the response that best describes you now.

18

19

20

13

45

52

| have honest talks with the person | care for about how the cancer
may impact on the future

To help make decisions, | discuss all of the healthcare options with the
person | care for

| have honest talks with the person | care for about the cancer
information given to us by healthcare providers



21 58 After appointments, | discuss the information given by healthcare
providers with the person | care for

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly
disagree)

Domain 6. Understanding care recipient needs and preferences (6 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by

filling in the response that best describes you now.

22 6 | understand how much information about the cancer, the person |
am caring for wants to know

23 14 I always know when to let the person | am caring for do things for
themselves in their own time (revised wording, not yet tested)

24 38 | know what the person | care for can and cannot do physically during
treatment

25 53 | know how much help to give the person | care for

26 59 I always understand the needs of the person I care for (revised
wording, not yet tested)

27 64 | know which everyday activities the person | care for can do

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly disagree)

Domain 7. Self-care (5 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by

filling in the response that best describes you now.

28 23 | make sure | get enough rest

29 47 | spend quite a lot of time actively managing my own health
30 54 | make plans for what | need to do to be healthy

31 63 | make sure | see healthcare providers for my own health

32 68 Despite other things in my life, | make sure | regularly exercise

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly
disagree)

Domain 8. Understanding the healthcare system (6 items)
Stem: Please indicate how strongly you disagree or agree with the following statements by




filling in the response that best describes you now.

33
34

35
36

37

38

24

40
48

55

65

| know who can provide the right healthcare for the person | care for

| understand what healthcare services the person | care for is entitled
to

| know where to find the right healthcare for the person | care for

I know the right place to get the healthcare the person I care for needs
(drop if need to reduce items)

| know how to make healthcare appointments for the person | care for
(drop if need to reduce items)

| know how to find healthcare providers who can help the person |
care for

Response options: 4-point Likert format (strongly agree, agree, disagree, or strongly

disagree)

Domain 9. Processing health information (4 items)

Stem: Please indicate how easy or difficult the following tasks are for you to do now.

39
40

41

42

78
80

82

85

Find out if the information that | have received is reliable

Decide where the trustworthy places are to get information about
cancer

Work out which sources have information that is relevant for the
person | care for

Decide which health information is relevant for the person | care for

Response options: 5-point Likert difficulty level (cannot do, very difficult, quite difficult, quite

easy, or very easy)

Domain 10. Active engagement with healthcare providers (4 items)

Stem: Please indicate how easy or difficult the following tasks are for you to do now.

43

44
45

75

77
79

Have good discussions with healthcare providers about the health of
the person | care for

Ask a healthcare provider to explain things to me

Discuss things about the cancer with healthcare providers until |
understand all | need to



46 86 Ask questions if | don't understand the information given to me by
healthcare providers

Response options: 5-point Likert difficulty level (cannot do, very difficult, quite difficult, quite
easy, or very easy)



Psychometric properties of the revised domains and items from the HLCS-C

Domain  Domain/item Difficulty  Factor R? Ceiling
#/Item # (95% Cl) loading effect
(95% (%)
Cl)
Domain 1. Proactivity and determination to seek information (4 items)
41 | regularly search for up to date 0.49 0.88 0.77 30
information about the cancer (0.44- (0.85- (10.1%)
0.55) 0.90)
49 | keep searching until | find 0.33 0.86 0.74 41
information that | understand (0.28- (0.82- (13.8%)
0.39) 0.89)
56 | look for new opportunities to 0.40 0.90 0.82 35
get information about the cancer (0.35- (0.88- (11.8%)
0.46) 0.93)
62 To help the person | care for, | 0.42 0.98 0.97 35
actively search for information (0.37- (0.97- (11.8%)
about cancer 0.48) 0.99)

CFA Model Fit - x> wismv = 1.645, p = 0.4393, CFl = 1.00, TLI = 1.00, RMSEA =
0.00, WRMR = 0.147. Composite reliability = 0.92 (0.90-0.94)

Domain 2. Adequate information about cancer and cancer management (4 items)

16

18

26

34

| have all the information | need 0.25 0.77 0.59 43

to help look after the health of (0.21- (0.70- (14.5%)

the person | care for 0.26) 0.83)

| have enough information to 0.21 0.86 0.73 62

understand the potential side (0.17- (0.80- (20.9%)

effects of treatment 0.26) 0.92)

| know how to manage the side- 0.35 0.73 0.54 34

effects of treatment (0.30- (0.66- (11.4%)
0.41) 0.80)

| feel I have good information 0.15 0.80 0.65 63

about the cancer (0.12- (0.73- (21.2%)
0.20) 0.87)

CFA Model Fit - 2 wismv = 1.296, p = 0.5230, CFl = 1.000, TLI = 1.002, RMSEA
=0.00, WRMR = 0.188. Composite reliability = 0.81 (0.78-0.84)

Domain 3. Supported by healthcare providers to understand information (5 items)

3

At least one healthcare provider 0.167 0.67 0.45 84
has helped me understand (0.13- (0.60- (28.3%)
information about cancer 0.21) 0.74)



35

43

50

67

Healthcare providers include me
in discussions to help me
understand information about
cancer

At least one healthcare provider
makes sure | understand enough
information about the cancer
Healthcare providers have helped
me understand information
about treatments

Healthcare providers have helped
me understand supports and
services available for the person |
care for

0.25
(0.20-
0.30)

0.28
(0.23-
0.34)
0.20
(0.15-
0.24)
0.32
(0.27-
0.38)

0.87
(0.84-
0.91)

0.90
(0.87-
0.93)
0.92
(0.89-
0.95)
0.85
(0.81-
0.89)

0.76

0.81

0.85

0.72

64
(21.5%)

48
(16.2%)

53
(17.8%)

49
(16.5%)

CFA Model Fit - x> wismv = 7.250, p = 0.203, CFl = 1.00, TLI = 1.00, RMSEA =
0.039, WRMR = 0.322. Composite reliability = 0.89 (0.86-0.91)

Domain 4. Social support (4 items)

4

12

28

36

| have at least one person who
understands and supports me

| have strong support from at
least one family member or
friend

If I need help, | have at least one
person | can rely on

| have at least one family member
or friend who can help me
understand health information

0.16
(0.12-
0.21)
0.16
(0.12-
0.20)
0.19
(0.15-
0.24)
0.30
(0.25-
0.35)

0.79
(0.74-
0.84)
0.91
(0.87-
0.95)
0.89
(0.85-
0.92)
0.73
(0.67-
0.79)

0.63

0.83

0.79

0.53

85
(28.6%)

111
(37.4%)

83
(27.9%)

67
(22.6%)

CFA Model Fit - 2 wismv = 8.861, p =0.0119, CFI = 0.997, TLI = 0.991, RMSEA
=0.107, WRMR = 0.458. Composite reliability = 0.86 (0.83-0.88)

Domain 5. Cancer-related communication with the care recipient (4 items)

13

45

52

| have honest talks with the
person | care for about how the
cancer may impact on the future
To help make decisions, | discuss
all of the healthcare options with
the person | care for

| have honest talks with the
person | care for about the cancer
information given to us by
healthcare providers

0.22
(0.17-
0.27)
0.13
(0.10-
0.18)
0.14
(0.10-
0.18)

0.66
(0.59-
0.73)
0.86
(0.82-
0.91)
0.92
(0.88-
0.96)

0.44

0.74

0.85

97
(32.7%)

106
(35.7%)

93
(31.3%)



58

After appointments, | discuss the 0.11 0.89 0.79 93

information given by healthcare (0.08- (0.84- (31.3%)
providers with the person | care 0.15) 0.94)
for

CFA Model Fit - x2wismv = 5.223, p = 0.0734, CFl = 0.999, TLI = 0.996, RMSEA
=0.074, WRMR = 0.321. Composite reliability = 0.85 (0.82-0.87)

Domain 6. Understanding care recipient needs and preferences (6 items)

6

14

38

53

59

64

| understand how much 0.13 0.71 0.51 87

information about the cancer, the (0.09- (0.64- (29.3%)

person | am caring for wants to 0.16) 0.77)

know

| always know when to let the 0.03 0.64 0.42 110

person | am caring for do things (0.02- (0.57- (37.0%)

for themselves in their own time. 0.06) 0.72)

| know what the person | care for 0.06 0.88 0.77 100

can and cannot do physically (0.04- (0.83- (33.7%)

during treatment 0.10) 0.93)

I know how much help to give the 0.11 0.88 0.77 77

person | care for (0.08- (0.84- (25.9%)
0.15) 0.92)

| always understand the needs of 0.04 0.85 0.71 83

the person | care for (0.02- (0.80- (27.9%)
0.07) 0.89)

| know which everyday activities 0.05 0.84 0.71 87

the person | care for can do (0.03- (0.80- (29.3%)
0.09) 0.88)

CFA Model Fit - 2 wismv = 10.689, p = 0.0579, CFl = 0.995, TLI = 0.991,
RMSEA = 0.076, WRMR = 0.62. Composite reliability = 0.78 (0.73-0.83)

Domain 7. Self-care (5 items)

23

47

54

63

| make sure | get enough rest 0.27 0.71 0.50 53
(0.22-  (0.64- (17.8%)
0.32) 0.78)

| spend quite a lot of time actively 0.43 0.87 0.76 37

managing my own health (0.38- (0.83- (12.5%)
0.49) 0.91)

| make plans for what | need to 0.28 0.89 0.79 41

do to be healthy (0.23- (0.85- (13.8%)
0.34) 0.92)

I make sure | see healthcare 0.20 0.68 0.47 60

providers for my own health (0.16- (0.61- (20.2%)

0.25) 0.75)



68

Despite other things in my life, | 0.35 0.80 0.65 53(17.8)
make sure | regularly exercise (0.29- (0.76-

0.40) 0.85)
CFA Model Fit - X2 wismy = 11.795, p = 0.0377, CFl = 0.997, TLI = 0.994,
RMSEA = 0.068, WRMR = 0.379. Composite reliability = 0.84 (0.82-0.87)

Domain 8. Understanding the healthcare system (6 items)

8

24

40

48

55

65

| know who can provide the right 0.19 0.77 0.60 73
healthcare for the person | care (0.15- (0.72- (24.6%)
for 0.23) 0.81)

| understand what healthcare 0.35 0.75 0.57 40
services the person | care for is (0.29- (0.70- (13.5%)
entitled to 0.40) 0.81)

| know where to find the right 0.19 0.91 0.83 58
healthcare for the person | care (0.15- (0.88- (19.5%)
for 0.24) 0.94)

| know the right place to get the 0.15 0.92 0.84 65
healthcare the person | care for (0.12- (0.89- (21.9%)
needs 0.20) 0.94)

| know how to make healthcare 0.10 0.76 0.58 94
appointments for the person | (0.07- (0.71- (31.6%)
care for 0.14) 0.81)

| know how to find healthcare 0.17 0.92 0.86 77
providers who can help the (0.13- (0.90- (25.9%)
person | care for 0.21) 0.95)

CFA Model Fit - 2 wismv = 23.046, p = 0.0061, CFl = 0.997, TLI = 0.996,
RMSEA = 0.072, WRMR = 0.532. Composite reliability = 0.84 (0.82-0.87)

Domain 9. Capacity to process health information (4 items)

78

80

82

85

Find out if the information that | 0.40 0.87 0.76 37

have received is reliable (0.35- (0.83- (12.5%)
0.46) 0.90)

Decide where the trustworthy 0.38 0.95 0.90 50

places are to get information (0.32- (0.93- (16.8%)

about cancer 0.43) 0.96)

Work out which sources have 0.37 0.94 0.88 37

information that is relevant for (0.32- (0.92- (12.5%)

the person | care for 0.43) 0.96)

Decide which health information 0.34 0.87 0.75 39

is relevant for the person | care (0.29- (0.83- (13.1%)

for 0.39) 0.90)

CFA Model Fit - x> wismv = 2.286, p = 0.3189, CFI = 1.00, TLI = 1.00, RMSEA =
0.022, WRMR = 0.159. Composite reliability = 0.92 (0.90-0.93)



Domain 10. Active engagement with healthcare providers (4 items)

75 Have good discussions with 0.31 0.91
healthcare providers about the (0.26- (0.89-

health of the person | care for 0.37) 0.93)

77 Ask a healthcare provider to 0.21 0.91
explain things to me (0.16- (0.88-

0.26) 0.94)

79 Discuss things about the cancer 0.30 0.95
with healthcare providers until | (0.25- (0.93-
understand all | need to 0.36) 0.97)

86 Ask questions if | don't 0.21 0.86
understand the information given (0.16- (0.84-

to me by healthcare providers 0.26) 0.88)

0.83

0.82

0.91

0.74

45
(15.2%)

60
(20.2%)

51
(17.2%)

63
(21.2%)

CFA Model Fit - x2wismv = 1.887, p = 0.3892, CFl = 1.000, TLI = 1.000, RMSEA
=0.000, WRMR = 0.142. Composite reliability = 0.92 (0.90-0.93)

Cl = Confidence Interval
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