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Appendix 5.1: Approval Certificate from the Sydney West Area Health Service 
Human Research Ethics Committee 
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Appendix 5.2: Approval Certificate from The Alfred Hospital Human Research 
Ethics Committee 
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Appendix 5.3: Approval Certificate from the Peter MacCallum Cancer Centre 
Human Research Ethics Committee 
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Appendix 5.4: Approval Certificate from the Princess Alexandra Hospital  
Human Research Ethics Committee 
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Appendix 5.5: Approval Certificate from the Royal Adelaide Hospital  
Human Research Ethics Committee 
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Appendix 5.6: Approval Certificate from the Royal Perth Hospital  
Human Research Ethics Committee 
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Appendix 5.7: Approval Certificate from the University of Newcastle  
Human Research Ethics Committee 
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Appendix 5.8: Invitation letter, project information sheet, consent form and 
reminder letter from Westmead Hospital 
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Appendix 5.9: Invitation letter, project information sheet, consent form and 
reminder letter from Royal North Shore Hospital  
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Appendix 5.10: Invitation letter, project information sheet, consent form and 
reminder letter from Princess Alexandra Hospital 
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Appendix 5.11: Invitation letter, project information sheet, consent form and 
reminder letter from Royal Adelaide Hospital 
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Appendix 5.12: Invitation letter, project information sheet, consent form and 
reminder letter from Royal Perth Hospital 
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Appendix 5.13: Invitation letter, project information sheet and “do not contact” 
form from The Alfred Hospital 
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Appendix 5.14: Invitation letter, project information sheet and “do not contact” 
form from Peter MacCallum Cancer Centre 



 
 
 
 

 A – 136 



 
 
 
 

 A – 137 



 
 
 
 

 A – 138 



 
 
 
 

 A – 139 

 



 
 
 
 

 A – 140 

 



 
 
 
 

 A – 141 

Appendix 5.15: First invitation letter from the researchers at the  
University of Newcastle  
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Appendix 5.16: Information sheet from the researchers at the  
University of Newcastle  
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Appendix 5.17: The Cancer Needs Questionnaire – Young People (CNQ‒YP) 
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Appendix 5.18: Reminder letter from the researchers at the  
University of Newcastle  
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Appendix 5.19: Re-test letter from the researchers at the University of Newcastle  
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Appendix 5.20: Proportion of responses at each level of need, and proportion of 
missing values, for each item 

 
No  

Need 
n (%) 

Low 
Need 
n (%) 

Moderate 
Need 
n (%) 

High 
Need 
n (%) 

Very High 
Need 
n (%) 

 
Missing 
Values* 

n (%) 
CANCER TREATMENT STAFF (n=139) 

Before treatment − cancer treatment staff telling me: 
1 about my diagnosis 76 (55) 26 (19) 12 (8.7) 12 (8.7) 12 (8.7)  1 (0.7) 
2 what might happen during treatment 81 (59) 24 (17) 8 (5.8) 10 (7.3) 15 (11)  1 (0.7) 
3 about different treatment options 73 (53) 27 (20) 15 (11) 9 (6.6) 13 (9.5)  2 (1.4) 
4 whether I had the option to decline treatment 94 (68) 19 (14) 12 (8.7) 4 (2.9) 9 (6.5)  1 (0.7) 
5 about the short-term side-effects of treatment 83 (60) 23 (17) 13 (9.4) 8 (5.8) 11 (8.0)  1 (0.7) 
6 about the long-term side-effects of treatment 55 (40) 32 (23) 25 (18) 9 (6.5) 17 (12)  1 (0.7) 
7 my chances of a full recovery 75 (54) 21 (15) 14 (10) 10 (7.3) 18 (13)  1 (0.7) 
8 what would happen when treatment finished 59 (43) 31 (23) 20 (15) 15 (11) 12 (8.8)  2 (1.4) 
9 whether I would be able to have children 65 (48) 23 (17) 16 (12) 12 (8.8) 20 (15)  3 (2.2) 
10 how treatment might affect my studies or 

future career 69 (50) 27 (20) 23 (17) 7 (5.1) 12 (8.7)  1 (0.7) 

11 what support services were available 70 (51) 26 (19) 22 (16) 8 (5.8) 12 (8.7)  1 (0.7) 
During treatment − cancer treatment staff telling me: 
12 whether my treatment was working 85 (62) 21 (15) 13 (9.4) 7 (5.1) 12 (8.7)  1 (0.7) 
13 my test results as soon as possible 92 (67) 18 (13) 6 (4.4) 5 (3.6) 17 (12)  1 (0.7) 
14 the way I felt was normal 83 (60) 24 (17) 8 (5.8) 13 (9.4) 10 (7.3)  1 (0.7) 

After treatment − cancer treatment staff telling me: 
15 how to manage my medication 97 (71) 14 (10) 11 (8.1) 11 (8.1) 3 (2.2)  3 (2.2) 
16 what I could do to stay healthy 72 (53) 22 (16) 19 (14) 12 (8.8) 11 (8.1)  3 (2.2) 
17 what to do if I noticed a particular side-effect 76 (56) 25 (18) 19 (14) 6 (4.4) 10 (7.4)  3 (2.2) 

When treatment finished − missing the: 
18 safety of the cancer treatment centre  77 (57) 34 (25) 9 (6.7) 8 (6.0) 6 (4.5)   5 (3.6) 
19 support of the cancer treatment staff  70 (52) 36 (27) 15 (11) 8 (5.9) 6 (4.4)  4 (2.9) 

Throughout treatment − having cancer treatment staff who: 
20 listened to my concerns 89 (65) 12 (8.8) 14 (10) 14 (10) 7 (5.2)  3 (2.2) 
21 treated me as an individual 91 (67) 9 (6.7) 12 (8.9) 10 (7.4) 13 (9.6)  4 (2.9) 
22 were respectful 99 (73) 12 (8.8) 5 (3.7) 12 (8.8) 8 (5.9)  3 (2.2) 
23 were approachable 96 (71) 10 (7.4) 10 (7.4) 9 (6.6) 11 (8.1)  3 (2.2) 
24 were friendly 102 (75) 8 (5.9) 11 (8.1) 6 (4.4) 9 (6.6)  3 (2.2) 
25 could have a laugh with me 96 (71) 12 (8.8) 13 (9.6) 8 (5.9) 7 (5.2)  3 (2.2) 
26 explained what they were doing 89 (65) 15 (11) 13 (9.6) 7 (5.2) 12 (8.8)  3 (2.2) 
27 spoke to me in a way that I could understand 95 (70) 14 (10) 7 (5.2) 9 (6.6) 11 (8.1)  3 (2.2) 
28 let me talk about my feelings 83 (61) 19 (14) 22 (16) 6 (4.4) 6 (4.4)  3 (2.2) 
29 let me ask questions 96 (71) 13 (9.6) 5 (3.7) 9 (6.6) 13 (9.6)  3 (2.2) 
30 let me make decisions about my treatment 77 (57) 27 (20) 12 (8.8) 5 (3.7) 15 (11)  3 (2.2) 
31 talked to me in private, without my family 93 (68) 23 (17) 7 (5.2) 6 (4.4) 7 (5.2)  3 (2.2) 
32 talked to me and my family together 106 (78) 8 (5.9) 9 (6.6) 6 (4.4) 7 (5.2)  3 (2.2) 

CANCER TREATMENT CENTRE (n=139) 

During treatment − being able to: 
33 get treatment in my local area 77 (56) 17 (12) 25 (18) 9 (6.5) 10 (7.3)  1 (0.7) 
34 get transport to or from the cancer treatment 

centre 93 (67) 22 (16) 11 (8.0) 4 (2.9) 8 (5.8)  1 (0.7) 

35 get overnight accommodation near the 
cancer treatment centre 115 (83) 8 (5.8) 7 (5.1) 2 (1.5) 6 (4.4)  1 (0.7) 

36 see people I care about 103 (74) 12 (8.6) 9 (6.5) 7 (5.0) 8 (5.8)  0 (0.0) 
37 spend time with people my own age 63 (46) 17 (12) 24 (17) 10 (7.3) 24 (17)  1 (0.7) 
38 talk to people my age who had been through a 

similar experience 44 (32) 36 (26) 23 (17) 14 (10) 22 (16)  0 (0.0) 

39 have time to myself 81 (58) 24 (17) 17 (12) 6 (4.3) 11 (7.9)  0 (0.0) 
40 express my feelings 83 (60) 20 (14) 21 (15) 7 (5.0) 8 (5.8)  0 (0.0) 

At the cancer treatment centre − being able to have: 
41 privacy 65 (47) 23 (17) 22 (16) 13 (9.4) 16 (12)  0 (0.0) 
42 pleasant surroundings 56 (40) 21 (15) 33 (24) 14 (10) 15 (11)  0 (0.0) 
43 good food 42 (30) 18 (13) 26 (19) 21 (15) 31 (22)  1 (0.7) 
44 leisure spaces and activities 54 (39) 25 (18) 23 (17) 12 (8.8) 23 (17)  2 (1.4) 
45 my family with me 108 (78) 6 (4.3) 8 (5.8) 9 (6.5) 8 (5.8)  0 (0.0) 
46 a choice of cancer specialists 82 (59) 20 (14) 18 (13) 9 (6.5) 9 (6.5)  1  (0.7) 
47 the same cancer treatment staff throughout 

treatment 83 (60) 18 (13) 12 (8.6) 11 (7.9) 15 (11)  0 (0.0) 
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No  

Need 
n (%) 

Low 
Need 
n (%) 

Moderate 
Need 
n (%) 

High 
Need 
n (%) 

Very High 
Need 
n (%) 

 
Missing 
Values* 

n (%) 

At the cancer treatment centre − being able to have: 
48 a choice of times for appointments 86 (62) 18 (13) 17 (12) 6 (4.3) 12 (8.6)  0 (0.0) 
49 enough time to make decisions about my 

treatment 87 (63) 18 (13) 15 (11) 10 (7.2) 9 (6.5)  0 (0.0) 

50 access to professional counselling 81 (58) 21 (15) 20 (14) 9 (6.5) 8 (5.8)  0 (0.0) 
51 opportunities to take part in research 94 (68) 14 (10) 17 (12) 5 (3.6) 9 (6.5)  0 (0.0) 
52 someone to help me fill out forms 110 (80) 12 (8.7) 8 (5.8) 5 (3.6) 3 (2.2)  1 (0.7) 

EDUCATION (n=83) 

When studying − being able to: 
55 travel to or from my place of study 54 (68) 10 (13) 3 (3.8) 5 (6.3) 7 (8.9)  4 (4.8) 
56 attend classes 45 (56) 9 (11) 13 (16) 7 (8.6) 7 (8.6)  2 (2.4) 
57 catch up on assignments 47 (58) 8 (9.9) 12 (15) 7 (8.6) 7 (8.6)  2 (2.4) 
58 get extensions or special consideration 54 (67) 10 (12) 7 (8.6) 5 (6.2) 5 (6.2)  2 (2.4) 

59 get guidance about study options or future 
career paths 45 (56) 12 (15) 10 (12) 8 (9.9) 6 (7.4)  2 (2.4) 

When studying − knowing: 
60 how many classes I would miss 46 (58) 15 (19) 10 (13) 2 (2.5) 7 (8.8)  3 (3.6) 
61 how to ask teachers/students for support 49 (61) 9 (11) 13 (16) 3 (3.8) 6 (7.5)  3 (3.6) 
62 that teachers/students understood my situation 44 (55) 9 (11) 13 (16) 5 (6.3) 9 (11)  3 (3.6) 

63 that teachers/students had support to help them 
cope 44 (55) 12 (15) 14 (18) 3 (3.8) 7 (8.8)  3 (3.6) 

WORK (n=115) 

When employed − being able to: 
66 return to work 76 (68) 11 (9.8) 10 (8.9) 9 (8.0) 6 (5.4)  3 (2.6) 
67 travel to or from my place of work 84 (74) 12 (11) 8 (7.1) 6 (5.3) 3 (2.7)  2 (1.7) 
68 attend work 74 (66) 15 (13) 7 (6.3) 8 (7.1) 8 (7.1)  3 (2.6) 
69 catch up on work 86 (77) 8 (7.1) 7 (6.3) 8 (7.1) 3 (2.7)  3 (2.6) 
70 work part-time/casual 81 (72) 9 (8.0) 12 (11) 5 (4.4) 6 (5.3)  2 (1.7) 

When employed − knowing: 
71 how much work I would miss 60 (54) 24 (22) 17 (15) 4 (3.6) 6 (5.4)  4 (3.5) 
72 how to ask managers/co-workers for support 75 (67) 16 (14) 9 (8.0) 7 (6.3) 5 (4.5)  3 (2.6) 

73 that managers/co-workers understood my 
situation 69 (62) 16 (14) 14 (13) 6 (5.4) 7 (6.3)  3 (2.6) 

74 that  managers/co-workers had support to help 
them cope 68 (61) 22 (20) 11 (9.9) 4 (3.6) 6 (5.4)  4 (3.5) 

INFORMATION (n=139) 

Since my cancer diagnosis − finding information that: 
75 was specifically designed for me 39 (28) 32 (23) 25 (18) 19 (14) 22 (16)  2 (1.4) 
76 was easy to understand 63 (46) 33 (24) 17 (13) 13 (9.6) 10 (7.4)  3 (2.2) 
77 was easy to get hold of 57 (42) 27 (20) 27 (20) 15 (11) 10 (7.4)  3 (2.2) 
78 I could trust 62 (46) 30 (22) 19 (14) 10 (7.4) 15 (11)  3 (2.2) 

79 came in different forms (brochure, CD, DVD, 
online) 66 (49) 32 (24) 15 (11) 6 (4.5) 15 (11)  5 (3.6) 

80 talked about feelings or emotions 63 (46) 32 (24) 20 (15) 9 (6.6) 12 (8.8)  3 (2.2) 
81 described relaxation techniques 61 (45) 33 (24) 17 (13) 9 (6.6) 16 (12)  3 (2.2) 

FEELINGS (n=139) 

In the last month − feeling: 
82 scared 80 (58) 23 (17) 15 (11) 14 (10) 6 (4.4)  1 (0.7) 
83 bored 91 (65) 16 (12) 14 (10) 9 (6.5) 9 (6.5)  0 (0.0) 
84 frustrated 66 (48) 23 (17) 17 (12) 17 (12) 14 (10)  2 (1.4) 
85 helpless 84 (61) 25 (18) 13 (9.4) 9 (6.5) 7 (5.1)  1 (0.7) 
86 anxious or nervous 63 (46) 31 (22) 18 (13) 19 (14) 7 (5.1)  1 (0.7) 
87 distressed 82 (59) 26 (19) 9 (6.5) 13 (9.4) 8 (5.8)  1 (0.7) 
88 embarrassed 95 (69) 18 (13) 13 (9.5) 8 (5.8) 3 (2.2)  2 (1.4) 
89 sad or depressed 70 (51) 28 (20) 17 (12) 11 (8.0) 11 (8.0)  2 (1.4) 
90 lonely 86 (63) 19 (14) 14 (10) 9 (6.6) 9 (6.6)  2 (1.4) 

In the last month − worrying about: 
91 my cancer spreading 78 (57) 20 (15) 15 (11) 10 (7.4) 13 (9.6)  3 (2.2) 
92 my cancer returning 37 (27) 39 (28) 28 (20) 16 (12) 18 (13)  1 (0.7) 
93 whether my cancer treatment has worked 75 (54) 24 (17) 19 (14) 7 (5.1) 13 (9.4)  1 (0.7) 
94 going to the cancer treatment centre 108 (78) 13 (9.4) 6 (4.4) 5 (3.6) 6 (4.4)  1 (0.7) 
95 having cancer treatment 103 (75) 9 (6.5) 15 (11) 3 (2.2) 8 (5.8)  1 (0.7) 
96 test results 71 (51) 28 (20) 15 (11) 10 (7.2) 15 (11)  0 (0.0) 
97 how my family is coping 80 (58) 16 (12) 15 (11) 16 (12) 11 (8.0)  1 (0.7) 
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No  

Need 
n (%) 

Low 
Need 
n (%) 

Moderate 
Need 
n (%) 

High 
Need 
n (%) 

Very High 
Need 
n (%) 

 
Missing 
Values* 

n (%) 

In the last month − finding: 
98 inner strength 78 (57) 25 (18) 14 (10) 10 (7.4) 9 (6.6)  3 (2.2) 
99 hope 86 (63) 21 (15) 14 (10) 8 (5.8) 8 (5.8)  2 (1.4) 
100 meaning in my experience 85 (62) 19 (14) 11 (8.0) 11 (8.0) 12 (8.7)  1 (0.7) 
101 enjoyment in life 85 (62) 24 (18) 7 (5.1) 10 (7.3) 11 (8.0)  2 (1.4) 
In the last month − coping with: 
102 changes in my physical ability 70 (51) 19 (14) 19 (14) 12 (8.7) 18 (13)  1 (0.7) 
103 changes in my appearance 72 (52) 20 (14) 13 (9.4) 15 (11) 18 (13)  1 (0.7) 
104 changes to me as a person 69 (50) 24 (17) 21 (15) 10 (7.3) 14 (10)  1 (0.7) 
105 other people’s reactions to me 72 (52) 26 (19) 15 (11) 15 (11) 10 (7.3)  1 (0.7) 
106 friends passing away 102 (75) 8 (5.9) 10 (7.4) 3 (2.2) 13 (9.6)  3 (2.2) 

107 not being able to do the same things as other 
people my age 72 (53) 14 (10) 18 (13) 12 (8.8) 21 (15)  2 (1.4) 

In the last month − being able to: 
108 focus on tasks 77 (57) 23 (17) 22 (16) 6 (4.4) 8 (5.9)  3 (2.2) 
109 remember things 71 (52) 23 (17) 21 (15) 10 (7.3) 12 (8.8)  2 (1.4) 
110 make plans or think about the future 77 (56) 17 (12) 16 (12) 12 (8.7) 16 (12)  1 (0.7) 
111 accept changes to my future 78 (57) 21 (15) 18 (13) 11 (8.0) 10 (7.3)  1 (0.7) 
112 accept my diagnosis 99 (72) 20 (15) 6 (4.4) 7 (5.1) 5 (3.7)  2 (1.4) 
113 be independent 100 (73) 11 (8.0) 7 (5.1) 6 (4.4) 13 (9.5)  2 (1.4) 
RELATIONSHIPS (n=139) 

In the last month − coping with: 

114 changes in my relationships with my 
parent/s 98 (72) 20 (15) 9 (6.6) 5 (3.7) 5 (3.7)  2 (1.4) 

115 my parent/s giving me too much attention 99 (72) 17 (12) 10 (7.3) 5 (3.6) 7 (5.1)  1 (0.7) 
116 my parent/s not giving me enough attention 119 (87) 13 (9.5) 3 (2.2) 0 (0) 2 (1.5)  2 (1.4) 
117 my parent/s being over-protective 88 (64) 27 (20) 10 (7.3) 5 (3.7) 7 (5.1)  2 (1.4) 
In the last month − knowing how to: 
118 ask my parent/s for support 100 (73) 22 (16) 8 (5.8) 1 (0.7)  6 (4.4)  2 (1.4) 
119 give support to my parent/s 96 (70) 15 (11) 15 (11) 5 (3.7) 6 (4.4)  2 (1.4) 
In the last month − coping with: 
120 changes in my relationships with my friends 90 (66) 18 (13) 12 (8.8) 9 (6.6) 8 (5.8)  2 (1.4) 
121 not being able to see my friends 104 (76) 11 (8.1) 7 (5.2) 5 (3.7) 9 (6.6)  3 (2.2) 
In the last month − knowing how to: 
122 ask my friends for support 93 (68) 16 (12) 15 (11) 7 (5.1) 6 (4.4)  2 (1.4) 
123 give support to my friends 102 (74) 15 (11) 7 (5.1) 9 (6.6) 4 (2.9)  2 (1.4) 
In the last month − coping with: (n=77) 
125 changes in my relationship with my partner 43 (61) 10 (14) 6 (8.6) 7 (10) 4 (5.7)  7 (9.1) 
126 my partner giving me too much attention 55 (80) 11 (16) 2 (2.9) 1 (1.5) 0 (0)  8 (10) 
127 my partner not giving me enough attention 54 (77) 8 (11) 4 (5.7) 1 (1.4) 3 (4.3)  7 (9.1) 
128 my partner being over-protective 57 (83) 8 (12) 1 (1.5) 3 (4.4) 0 (0)  8 (10) 
In the last month − knowing how to: (n=77) 
129 ask my partner for support 48 (69) 12 (17) 3 (4.3) 3 (4.3) 4 (5.7)  7 (9.1) 
130 give support to my partner 45 (64) 9 (13) 6 (8.6) 6 (8.6) 4 (5.7)  7 (9.1) 
In the last month − coping with: (n=118) 

131 changes in my relationships with my 
sibling/s 74 (67) 17 (15) 12 (11) 4 (3.6) 4 (3.6)  7 (5.9) 

In the last month − knowing how to: (n=118) 
132 ask my sibling/s for support 78 (71) 15 (14) 8 (7.3) 4 (3.6) 5 (4.6)  8 (6.8) 
133 give support to my sibling/s 79 (72) 12 (11) 11 (10) 5 (4.6) 3 (2.7)  8 (6.8) 
DAILY LIFE (n=139) 

In the last month − managing: 
134 pain 100 (72) 15 (11) 16 (12) 4 (2.9) 3 (2.2)  1 (0.7) 
135 medication 108 (78) 13 (9.4) 7 (5.1) 3 (2.2) 7 (5.1)  1 (0.7) 
136 physical side-effects of treatment 77 (56) 22 (16) 16 (12) 13 (9.5) 9 (6.6)  2 (1.4) 
137 feeling tired 61 (44) 33 (24) 16 (12) 11 (8.0) 17 (12)  1 (0.7) 
138 loss of mobility 99 (72) 20 (14) 8 (5.8) 5 (3.6) 6 (4.4)  1 (0.7) 
139 to sleep 83 (60) 25 (18) 18 (13) 5 (3.6) 7 (5.1)  1 (0.7) 
140 to do chores/housework 107 (77) 16 (12) 6 (4.3) 6 (4.3) 4 (2.9)  0 (0.0) 
141 to eat 113 (81) 13 (9.4) 3 (2.2) 4 (2.9) 6 (4.3)  0 (0.0) 
142 to take part in social activities 95 (69) 16 (12) 20 (14) 4 (2.9) 3 (2.2)  1 (0.7) 
143 to travel to social events 107 (78) 13 (9.5) 12 (8.8) 1 (0.7)  4 (2.9)  2 (1.4) 
144 to maintain a normal life 85 (62) 23 (17) 19 (14) 4 (2.9) 7 (5.1)  1 (0.7) 

 
*Missing values were excluded when calculating proportions of responses at each level of need for each item 
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Appendix 5.21: Orthogonally rotated 18-factor solution with Eigenvalues > 1  

 
 

 
Factor analysis/correlation                       Number of observations= 111 
Method: principal-component factors            Retained factors = 18 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 1863 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 29.20226 11.72331 0.2607 0.2607 

Factor 2 17.47894 8.81304 0.1561 0.4168 

Factor 3 8.66590 4.72135 0.0774 0.4942 

Factor 4 3.94455 0.78690 0.0352 0.5294 

Factor 5 3.15765 0.32740 0.0282 0.5576 

Factor 6 2.83025 0.00474 0.0253 0.5829 

Factor 7 2.82551 0.01724 0.0252 0.6081 

Factor 8 2.80827 0.10158 0.0251 0.6332 

Factor 9 2.70669 0.18944 0.0242 0.6573 

Factor 10 2.51725 0.17779 0.0225 0.6798 

Factor 11 2.33946 0.08804 0.0209 0.7007 

Factor 12 2.25141 0.08750 0.0201 0.7208 

Factor 13 2.16392 0.08404 0.0193 0.7401 

Factor 14 2.07987 0.05259 0.0186 0.7587 

Factor 15 2.02728 0.13455 0.0181 0.7768 

Factor 16 1.89273 0.14556 0.0169 0.7937 

Factor 17 1.74717 0.27164 0.0156 0.8093 

Factor 18 1.47553 - 0.0132 0.8225 
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Appendix 5.22: Orthogonally rotated forced factor structure for 3 factors  

 
Factor analysis/correlation                       Number of observations = 111 
Method: principal-component factors            Retained factors = 3 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 333 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 32.68537      14.20545             0.2918        0.2918 

Factor 2 18.47992       4.77217             0.1650        0.4568 

Factor 3 13.70775             - 0.1224        0.5792 
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 Appendix 5.23: List of 17 items removed following the initial factor analysis with 
3 factors (n=111) 

 

 Item number   Description of item 
Factor loading 

Factor 1 Factor 2 Factor 3 

18 Missing the safety of the cancer treatment centre  0.61 - 0.46 
80 Finding information that talked about feelings or emotions 0.55 - 0.42 
83 Feeling bored - 0.57 0.41 
89 Feeling sad or depressed - 0.68 0.40 
90 Feeling lonely - 0.61 0.51 
101 Finding enjoyment in life 0.44 0.68 - 
104 Coping with changes to me as a person - 0.48 0.61 
105 Coping with other people’s reactions to me - 0.52 0.61 
106 Coping with friends passing away - - - 
111 Being able to accept changes to my future 0.40 0.64 0.42 
115 Coping with my parent/s giving me too much attention - - - 
116 Coping with my parent/s not giving me enough attention - - - 
120 Coping with changes in my relationships with my friends - 0.60 0.43 
121 Coping with not being able to see my friends - 0.41 0.56 
122 Knowing how to ask my friends for support - 0.53 0.46 
139 Managing to sleep - 0.52 0.48 
144 Managing to maintain a normal life - 0.41 0.76 
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Appendix 5.24: Number of factors following factor analysis with additional items 
from the Education and Work domains 

 
Number of factors following inclusion of items from the Education domain 

 
Factor analysis/correlation                       Number of observations = 65 
Method: principal-component factors            Retained factors = 4 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 414 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 34.82068      22.78489             0.3316        0.3316 

Factor 2 12.03579       1.86819             0.1146        0.4463 

Factor 3 10.16760       0.69131             0.0968        0.5431 

Factor 4 9.47630             - 0.0903        0.6333 

 

 

Number of factors following inclusion of items from the Work domain 
 
Factor analysis/correlation                       Number of observations = 90 
Method: principal-component factors            Retained factors = 4 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 414 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 29.70646      14.52849             0.2829        0.2829 

Factor 2 15.17797       5.44146             0.1446        0.4275 

Factor 3 9.73651       1.39303             0.0927        0.5202 

Factor 4 8.34348             - 0.0795        0.5997 

 
 

 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 
 
 
 

 A – 171 

Appendix 5.25: Number of factors following factor analysis with additional items 
from the Partner and Siblings sub-domains 

 
 

Number of factors following inclusion of items from the Partner sub-domain 
 

Factor analysis/correlation                       Number of observations = 54 
Method: principal-component factors            Retained factors = 4 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 394 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 25.71373       7.22447             0.2571        0.2571 

Factor 2 18.48926      10.74150             0.1849        0.4420 

Factor 3 7.74776       0.91846             0.0775        0.5195 

Factor 4 6.82930             - 0.0683        0.5878 

 
 

 
 

Number of factors following inclusion of items from the Siblings sub-domain 
 

Factor analysis/correlation                       Number of observations = 96 
Method: principal-component factors            Retained factors = 4 
Rotation: orthogonal varimax (Kaiser off)       Number of parameters = 390 

 

Factor Variance Difference Proportion Cumulative 

Factor 1 26.41986      12.22900             0.2669        0.2669 

Factor 2 14.19086       3.27502             0.1433        0.4102 

Factor 3 10.91584       4.27353             0.1103        0.5205 

Factor 4 6.64231             - 0.0671        0.5876 
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Appendix 5.26: List of 12 items removed following factor analysis with the 
additional domains and sub-domains 

 

Item 
number Description of item 

Factor loading 
Factor 

1 
Factor 

2 
Factor 

3 
Factor 

4 

(n=65)      

55 Being able to travel to or from my place of study 0.58 - 0.63 - 
57 Being able to catch up on assignments 0.43 - 0.76 - 
60 Knowing how many classes I would miss 0.43 - 0.81 - 
62 Knowing that teachers/students understood my situation 0.41 - 0.65 - 

(n=90)      
66 Being able to return to work 0.56 - - 0.59 
67 Being able to travel to or from my place of work 0.58 - - 0.63 
68 Being able to attend work 0.57 - - 0.63 
69 Being able to catch up on work 0.47 - - 0.74 
70 Being able to work part-time/casual 0.66 - - 0.48 
73 Knowing that managers/co-workers understood my situation 0.48 - - 0.63 

(n=54)      
127 Coping with my partner not giving me enough attention - - - - 
129 Knowing how to ask my partner for support - - - - 
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Appendix 5.27: List of the 24 items removed following the calculation of  
test-retest reliability 

Item 
number Description of item Weighted 

Kappa 

3 Cancer treatment staff telling me about different treatment options 0.52 
10 Cancer treatment staff telling me how treatment might affect my studies or future career 0.57 
19 Missing the support of the cancer treatment staff  0.41 
32 Having cancer treatment staff who talked to me and my family together 0.58 
34 Being able to get transport to or from the cancer treatment centre 0.47 
36 Being able to see people I care about 0.48 
45 Being able to have my family with me 0.55 
49 Being able to have enough time to make decisions about my treatment 0.44 
52 Being able to have someone to help me fill out forms 0.56 
61 Knowing how to ask teachers/students for support 0.55 
63 Knowing that teachers/students had support to help them cope 0.37 
79 Finding information that came in different forms (brochure, CD, DVD, online) 0.51 
85 Feeling helpless 0.41 
94 Worrying about going to the cancer treatment centre 0.29 
96 Worrying about test results 0.46 
99 Finding hope 0.41 
100 Finding meaning in my experience 0.43 
114 Coping with changes in my relationships with my parent/s 0.48 
118 Knowing how to ask my parent/s for support 0.37 
119 Knowing how to give support to my parent/s 0.47 
123 Knowing how to give support to my friends 0.49 
130 Knowing how to give support to my partner  0.09 
140 Managing to do chores/housework 0.58 
141 Managing to eat 0.34 
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Appendix 5.28: List of 14 items removed following the revised factor analysis 
(n=116) 

 

Item 
number Description of item 

Factor loading 
Factor 

1 
Factor 

2 
Factor 

3 
Factor 

4 

11 Cancer treatment staff telling me what support services were 
available 

0.50 - - 0.50 

33 Being able to get treatment in my local area - - - - 

35 Being able to get overnight accommodation near the cancer 
treatment centre 

- - - - 

40 Being able to express my feelings 0.67 - - 0.43 
50 Being able to have access to professional counselling 0.53 - - 0.47 
51 Being able to have opportunities to take part in research 0.49 - - 0.52 
76 Finding information that was easy to understand 0.62 - - 0.51 
77 Finding information that was easy to get hold of 0.58 - - 0.54 
78 Finding information that I could trust 0.62 - - 0.51 
82 Feeling scared - 0.42 0.68 - 
87 Feeling distressed - 0.44 0.68 - 
88 Feeling embarrassed - 0.41 0.49 - 
108 Being able to focus on tasks - 0.48 0.43 - 
109 Being able to remember things - 0.47 0.49 - 
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Appendix 5.29: Criteria used to review the psychometric properties of existing 
measures of psychosocial well-being developed for AYA cancer survivors  

 

Psychometric Property Criteria 

Reliability  

 Internal consistency 
degree to which responses to all 
items on a scale are consistent 

Calculated correlations for total scale and domains 
− Cronbach’s alpha (α) >0.70 
− Kuder-Richardson 20 (KR-20) >0.70 

 Test-retest 
reproducibility of scores on a scale 
over repeated administrations 

Second administration within 2-14 days 
Calculated correlations for total scale, domains and items 

− Cohen’s kappa coefficient (κ) >0.60 
− Pearson correlation coefficient (r) >0.70 
− Intraclass correlation coefficient (ICC) >0.70 

Validity  
 Face 

subjective assessment of whether 
a scale “appears” to measure what 
it is designed to measure 

Assessed as reasonable by those who administer/complete it 

 Content 
degree to which the content of a 
scale is representative of the issue 
being measured 

Reported item selection process 
Content assessed by experts 
Reported which aspects of the measure were revised 

 Construct 
way in which the internal structure 
of a scale relates to other 
conceptual constructs 

Stated hypothesis about correlations between measures 
− Convergent (r) >0.40 or Divergent (r) <0.30 

Calculated correlations between known-groups 
Performed factor analysis 

− Eigenvalues > 1 
 Criterion 

how well a scale agrees with 
existing “gold standard” 
measurement of the same issue 

Provided rationale for “gold standard” measure 
Stated type of criterion validity (concurrent or predictive) 
Reported proportions 

− Sensitivity:  % with issue correctly classified 
− Specificity:  % without issue correctly classified 

Responsiveness Reported floor/ceiling effects 
− <5% of respondents have highest or lowest score 

Reported magnitude of change 
− Effect size >0.5 

 sensitivity of a scale to detect 
clinically important change in an 
outcome/behaviour over time 

Acceptability Reported response rate, missing items, reading level, time to 
complete  level of burden placed on those 

who complete the measure 

Feasibility Reported perceived time to administer, score, interpret 
 level of burden placed on those 

who administer the measure 

Cross-cultural adaptation  Confirmed reliability and validity reflects the original version 
 conceptually, linguistically 

equivalent and displays similar 
psychometric properties to the 
original form 
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Appendix 7.1: Final version of the CNQ–YP 
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