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1) Please indicate for each experience separately, the 11.) cluder]rlhm 1) Please indicate for each experience separately. the lli)iicelﬁeﬂz]:s
extent to which you have had it during your illness, 1ssue on the extent to which you have had it during your illness,
. . ; =- final - . " " B " final
QUALITY OF LIFE on a scale of (1) "not at all" to (4) "very much." . 4 QUALITY OF LIFE on a scale of (1) "not at all" to (4) "very much uestionnaire?
ISSUES qufesnomvmlre 7 ISSUES que - !
: . (circle Yes or Quite a Verv (circle Yes or
NotAtAl | ALie | Quite2 Very No for each Not At All | ALittle L ; No for each
1 3 Bit Much : - ) @) Bit Much item)
M 6) * @ itemn) : Q) @ '
SYMPTOMS FUNCTION (continued)
- Difficulty in carrying

1 Lo.ng—term (or chronic) 1 2 3 4 Yes No out meaningful activity - 3
pain - : 1 2 3 4 Yes No

= (including

2 bhorr—terrp (or acute), 1 2 3 4 Yes No employment)

SEVere pain Able to perform self- - -

3 Paip at rest (1.e. when 1 2 3 4 Yes No care 1 2 2 4 Yes No
sm.mg}. _ Able to return to work 1 - - 4 v N

4 Pain with activity (1.8 1 2 3 4 Yes No promptly = 3 es No
when walking) Dafficulty carrying out
Pain aggravation with usual daily tasks (ie.

3 | movement or weight- 1 2 3 4 Yes No grocery shopping, work 1 2 3 4 Yes No
bearing outside the home.

Uncontrolled, housework)

6 | unmanageable pam not 1 2 3 4 Yes No Dafficulty bending 1 2 3 4 Yes No
relieved by pain killers Difficulty lifting 1 2 3 4 Yes | No
Pain at night preventing a - - - -

7 sleep 1 = 3 4 Yes No Difficulty standing up 1 2 3 4 Yes No

8 | Aches and stiffness 1 2 3 4 Yes No g;ii'iculty climbing 1 2 3 4 Yes No

9 | Lack of energy ! 2 3 4 Yes | No Difficulty sitting 1 2 3 4 Yes | No

10 | Numbness 1 2 3 4 Yes No Difficulty lying in bed 1 2 3 4 Yes | No

11 | Tingling 1 2 3 4 Yes No Difficulty lying flat 1 2 3 4 Yes No

12 | Burning Sensation 1 2 3 4 Yes No Abilitv to have sex 1 2 3 4 Yes No

13_| Postural problems 1 2 3 4 Yes | No |||SIDEEFFECTS FROMTREATMENT OF BONE ME

FUNCTION Drowsiness 1 2 3 4 Yes No

12 | e ement due 1 . 3 4 Yes No Confusion 1 2 3 Yes No
to pain B } - . -

- - D 1 2 3 Y N
Difficulty planning = s s °

15 | activities outside the 1 2 3 4 Yes No LECHOSOCIAL
home Able to perform role
Difﬁculry trm‘eling fUHCTiOI_lng (iI}CIU_diflg 1 2 3 4 Ves No
outside the home (1.e. domestic and family

16 | using public 1 2 3 4 Yes | No roles)
transportation, driving, Feelmg soctally 1 2 3 4 Yes No
sitting in car) isolated

3

(5]
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1) Please indicate for each experience separately. the 1) Include this 1) Please indicate for each experience separately_ the 11.) Include this
. . . . issue on the . . . . issue on the
extent to which you have had it during your 1llness, final extent to which you have had it during yvour illness, final
QUALITY OF LIFE on a scale of (1) "not at all" to (4) "very much." questionnaire? QUALITY OF LIFE on a scale of (1) "not at all" to (4) "very much." questionnaire?
ISSUES : o (cirele Yes or ISSUES Quitea - (circle Yes or
NotAtAl | ALittle | Quifea e No for each Not AtAll | ALittle L ; No for each
@ @ Bit Much item) 1) 2) Bit Much item)
. 6 @ . S @
PSYCHOSOCIAL (continued) PSYCHOSOCIAL (continued)
Strengthened 52 | Worry about the future 1 2 3 4 Yes No
34 | relationships with 1 2 3 4 Yes No Worry about becoming . -
family and friends 33 bed-bound 1 2 3 4 Yes Ne
35 | Have a clear. alert mind 1 2 3 4 Yes No Worry al_mm disease
Feel m control, . - progression. . .
36 . 1 2 3 4 Yes No 34 | deterioration in 1 2 3 4 Yes No
positrve, E_ufld confident condition, and future
37 Hop§ to live as long as 1 2 3 4 Yes No complications
IE;OT’Ible : - Worry about running
3 eluctance to use pain 2 3 N out of medical a .
* medication ! - - ! e - 33 treatments 1 2 . 4 Yes No
S e A R R T | 2N e s
= Jorry about - ”
40 | Anxiety 1 2 3 4 Yes No 26 | hospitalization 1 - ° 4 Yes No
- - Worry about ending
41 | Frustration 1 2 3 4 Yes No 57 | days in a hospital or 1 2 3 4 Yes No
42 | Mood changes 1 2 3 4 Yes No nursing home
Emotional stress of 58 | Worry about death 1 2 3 4 Yes No
43 | diagnosis of advanced. 1 2 3 4 Yes No TREATMENT EXPECTATIONS I
incurable cancer 5 - t_ = 5 =
ope for sustamned pain
44 Ing_eased focus on 1 2 3 4 Ves No 39 | relief (reduce p.ain \for 1 2 3 4 Yes Neo
spiritual 1ss5ues as long as possible)
- - Hope treatment will
Loss of interest in . .
) e - 4 . . 60 | reduce pain as much as 1 2 3 4 Yes No
45 | activities you normally 1 2 3 4 Yes No -
enjoy p—
46 | Loss of interest in sex 1 2 3 4 Yes No OIH}P:R ISSIl'IbS o I
inancial burden due to a -
47 | Worry about pain 1 2 3 4 Yes No 61 the illness 1 ‘ 2 ‘ 2 ‘ 4 Yes No
48 | Worry about suffering 1 2 3 4 Yes No
Worry about loss of 1 1 1 1
i | e | 1 , , . ve | o Please indicate the 5 to 10 issues that, in your
independence H . .
Worry about becoming : : opinion, affect your quality of life most profourydl
20 dependent on others ! 2 ? 4 Yes Ne
-1 | Worry about curren , ; : ; = that we should definitely include in the final
" | health status - ) B

Lh

guestionnaire....
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9 D 1. If vou circled “yes” for more than 10 issues (in part i1), please indicate which 5 to 10 issues
(from the above list. 1ssues #1 to #61) affect the QOL of patients with bone metastases most
profoundly. that we should definitely include 1n the final questionnaire.

{Items do not need to be ranked)

a) # = D#_
by = g#
c) # h) #
d) # 1) #
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Patient Demographics (N=413)

Number (%)

Centre/Country
PMH/Canada 132 (32.0%)
TSRCC/Canada 131 (31.7%)
TBCC/Canada 67 (16.2%)
Liverpool/Australi 42 (10.2%
Charité/Germany 41 (9.9%)
Sex
Female 239 (57.9%)
Male 174 (42.1%)

Age (years) (n=409)

Median (range)

64 (30 — 93)

Mean

63




Primary Cancer Site

Breast

160 (38.8%)

Prostate

71 (17.2%)

Multiple myeloma

61 (14.8%)

Lung 57 (13.8%)
Others 22 (5.3%)
Renal 20 (4.9%)
Gastrointestinal 16 (3.4%)
Unknown 5 (1.2%)

Treatment (Current/Past)

Radiation (n=348)

242 (69.5%

)

Chemotherapy (n=329)

231 (70.2%)

)

)

Bisphosphonates (n=322) 177 (55.09

Hormonal therapy (n=314) 175 (55.7%

Surgery (n=372) 20 (5.4%)
Skeletal Related Event

Pathological fracture (n=371) 29 (7.8%)

Spinal cord compression (n=372) 21 (5.6%)

Hypercalcaemia (n=372) 16 (4.3%)
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Health Care Professional Demographics (N=152)

Number (%)

Centre/Country
PMH/Canada 47 (30.9%)
TSRCC/Canada 45 (29.6%)
Liverpool/Australia 26 (17.1%)
TBCC/Canada 23 (15.1%)
Charité/Germany 11 (7.2%)
Speciality

Radiation Oncologists

46 (30.3%)

Medical Oncologists

40 (26.3%)

Nurses

33 (21.7%)

Palliative Care Physicians

18 (11.8 %)

Surgeons

7 (4.6%)

Social Workers

5 (3.3%)

Others

3 (2.0%)
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Patients % HCP %
Long-term (or chronicpain 41.4 | Able to perform self-care 62.
Difficulty carrying out usual daily tasks (grocery shoppi 19, Uncontrolled unmanageableain not relieved by pain
: 9.7 . 61.0
work outside the home housework) killers
Worry about becoming dependent on others 38.7 Long-term (or chrpaic) 54.2
Worry about loss of mobility compromising independence 37.3 Short-term (or acute) severe 52.4
Worry about disease progression deterioration in condi iogl2 ¢ | Painat night preventing sleep 50.C
anc future complication " '
Able to perform self-care 32.6¢ Limited movement du@#m 46.9
Difficulty in carrying out meaningful activity (including 321 Pain at rest (when sitting) 45.1
employment) ' '
Able to perform role functioning (including domestic amd32 0 Pain with activity (when walking) 410

family roles)

Financial burden due to the illness

24.3

family roles)

Able to perform role functioning (including domestic amd39 3

Hope treatment will reduceain as much as possible
0

23.6

Difficulty carrying out usual daily tasks (grocern

Y 35.9

shopping work outside the home housework)
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Patients % HCP %
Long-term (or chronic) pain 41.4 | Able to perform self-care 62.1
Difficulty carrying out usual daily tasks (grocery Uncontrolled unmanageableain not relieved by
. : 39.7 o 61.0
shopping work outside the home housework) pain killers
Worry about becoming dependent on others 38 .ong-term (or chronic) pain 54.2
Worry about loss of mobility compromising independeng 37}3  Short-term (or acute) pavere 52.4
Worry abou diseas progressio deterioratiol in conditior 3¢ Pain ai night preventing sleej 50.C
and future complications " '
Able to perform self-care 32.6 | Limited movement due fgain 46.9
Difficulty in carrying out meaningful activity (including 321 Pain at rest (when sitting) 45.1
employment) ' '
Able to perform role functioning (including domestic Pain with activity (when walking)
. 32.0 41.0
and family roles)
Financial burden due to the illness Able to perform role functioning (including
24.3 . . 39.3
domestic and family roles)
Hope treatment will reducpain as much as possible 236 Difficulty carrying out usual daily tasks 35.9

0

(grocery shopping, work outside the home)




N

Number of issues

rated in Top Ten

Function

Side Effects
Psychosocial
Treatment
Expectations

Health Related Quality &f life issues

Other

B Patient
B HCP
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Symptom Scales

Functional Scales

Painful Sites

1) back

Functional Interference

o After

2) leg(s) or hip(s)

9) pain while sitting or lying down

guantitative

3) arm(s) or shoulder(s)

10) pain when trying to stand up

analysis, 39

4) chest or ribs

11) pain while walking

Issues were

5) buttocks

12) pain with activities such as bendingjor
climbing stairs

deleted.

13) pain with strenuous activity

e [tems were

Pain Characteristics

14) pain interfered with your sleeping

constructe(

6) constant pain

15) modify your daily activities

for the 22

7) intermittent pain

retained issues

8) pain not relieved by medications

5 items localizing pain

3 items characterizing pain

7 psychosocial items

Psychosocial Aspects

16) felt isolated from those close to you

17) worried about loss of mobility

18) worried about becoming dependent on ot

Ners

19) worried about your health in the future

20) been thinking about your iliness

21) felt hopeful your pain will get better

22) felt positive about your health




SNy

J

0/
10

0

)
0

010
!

%% %0 ! !
1& %



)

Country
Canada 35 (21%)
Greece 29 (17%)
The Netherlands 22 (13%)
China (Hong Kong) 20 (12%)
German 20 (12%
Australia 16 (9%)
Argentina 14 (8%)
Spain 10 (6%)
The United Kingdom 4 (2%)

Gender (n=170)
Female 87 (51%)
Male 83 (49%)

170 patients
from 9
countries

68% of
countries
were non-
English
speaking



)

Agein years

Median (Range) 60 (29-92)

Primary Cancer Site
Breast 52 (31%)
Multiple Myeloma 33 (19%)
Lung 22 (13%
Prostate 20 (12%)
Colorectal 19 (11%)
Others 16 (9%)
Renal Cell 8 (5%)

Time from Bone Metastases Diagnosis to Intervie\fyears)

Median (Range) 1 (0-21)
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Final EORTC QLQ-BM22 Questionnaire

Patients sometimes report that they have the fatigwymptoms or problems. Please indicate the exten
to which you have experienced these symptoms drl@nes during th@past week Please answer by
circling the number that best applies to you.

During the past weekhave you had painin any of the Not at A Quite Very
following parts of your body? All Little a Bit Much
1. inyour back? 1 2 3 4
Ii 't_emS: 2. inyour leg(s) or hip(s)? 1 2 3 4
ain -
Localizatior 3. inyour arm(s) or shoulder(: 1 2 3 4
4. inyour chest or rib(s)? 1 2 3 4
5. in your buttock(s)? 1 2 3 4
During the past week
: . Have you had constant pain” 1 2
3 items: Y P
Pain 7. Have you had intermittent pain? 1 2
Characteristics] 8. Have you had pain not relieved by pain
e 1 2 3 4
medications?
(| 9. Have you had pain while lying down? 1 2 3 4
8 It_ems_: [ 10.Have you had pain while sitting? 1 2 3 4
Pain Triggers L : :
11. Have you had pain when trying to stand up? 1 2 3 4
| 12. Have you had pain while walking? 1 2 3 4




13) Have you had pain with activities such as bending o
climbing stairs?

14) Have you had pain with strenuous activity (e.g.
exercise, lifting)?

15) Has pain interfered with your sleeping at night?

16) Have you had to modify your daily activities beocaws
your illness?

17) Have you felt isolated from those close to you.(e.g

family, friends)?

18) Have you worried abou loss of mobility becaus of
6 items: your illness?

Psychosociaﬂ 19) Have you worried about becoming dependent on others
because of your illness?

20) Have you worried about your health in the future?

21) Have you felt hopeful your pain will get better?

22) Have you felt positive about your health?
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BM22 ITEMS - During the past week Not at all A little (%) Quite a bit Very much
(%) (%) (%)

1. Pain in your back? 33 36 17 14
2. Pain in your leg(s) or hip(s)? 28 25 25 21
3. Pain in your arm(s) or shoulder(s)? 59 26 8 6
4. Pain in your chest or rib(s)? 54 26 14 6
5. Pain in your buttock(s)? 56 26 9 8
6. Have you had constant pain? 47 17 23 12
7. Have you had intermittent pain? 19 44 29 8
8. Have you had pain not relieved by pain medications? 40 28 25 7
9. Have you had pain while lying down? 35 38 18 9
10. Have you had pain while sitting? 28 48 17 7
11. Have you had pain when trying to stand up? 36 24 30 10
12. Have you had pain while walking? 32 33 26 9
13. Have you had pain with activities such as bending or climbing stairs? | 27 27 32 14
14. Have you had pain with strenuous activity? 26 21 35 18
15. Has pain interfered with your sleeping at night? 54 22 13 11
16. Have you had to modify your daily activities because of your illness? 17 23 35 24
17. Have you felt isolated from those close to you? 76 11 6 6
18. Have you worried about loss of mobility because of your iliness? 39 27 17 18
19. Have you worried about becoming dependent on others? 34 27 18 22
20. Have you worried about your health in the future? 17 28 29 26
21. Have you felt hopeful your pain will get better? 9 21 36 34
22. Have you felt positive about your health? 11 30 32 26
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BM22 ITEMS - During the past week Not at all A little (%) Quite a bit Very much
(%) (%) (%)

1. Pain in your back? 38 38 20 3
2. Pain in your leg(s) or hip(s)? 40 37 18 5
3. Pain in your arm(s) or shoulder(s)? 68 23 5 3
4. Pain in your chest or rib(s)? 68 22 8 1
5. Pain in your buttock(s)? 80 13 5 2
6. Have you had constant pain? 62 23 12 3
7. Have you had intermittent pain? 30 50 14 5
8. Have you had pain not relieved by pain medications? 56 31 10 2
9. Have you had pain while lying down? 58 26 13 3
10. Have you had pain while sitting? 45 41 12 2
11. Have you had pain when trying to stand up? 44 24 28 3
12. Have you had pain while walking? 46 30 21 2
13. Have you had pain with activities such as bending or climbing stairs? | 42 28 26 3
14. Have you had pain with strenuous activity? 46 15 27 12
15. Has pain interfered with your sleeping at night? 72 16 11 0
16. Have you had to modify your daily activities because of your illness? 34 20 32 14
17. Have you felt isolated from those close to you? 82 13 4 0
18. Have you worried about loss of mobility because of your iliness? 54 24 10 11
19. Have you worried about becoming dependent on others? 52 26 10 11
20. Have you worried about your health in the future? 32 34 22 12
21. Have you felt hopeful your pain will get better? 17 22 34 28
22. Have you felt positive about your health? 17 21 35 26
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QOL Instrument

Frequency
(# of studies)

Spitzer Quality of Life Index (SQLI)

3

Study-designed QOL assessment

Edmonton Symptom Assessment Scale (ESA

S) 1

r

EORTC QLQ C30 (alone)

With Brain Cancer Module (BN20)

With Lung Cancer Module (LC13)

Functional Assessment of Cancer Therapy —| 1

General scale (FACT-G) (alone)

With Brain Subscale (FACT-Br)

Profile of Mood States- Short Form (POMS-S

F) 1

' =52 -:@




QOL Instrument # of Questions
Spitzer Quality of Life Index (SQLI) 5
Edmonton Symptom Assessment Scale (ESAS) 9
EORTC QLQ C30 (alone) 30
With Brain Cancer Module (BN20) 30 + 2059
With Lung Cancer Module (LC13) 30 +13 =43

Functional Assessment of Cancer Therapy — General| 27
scale (FACT-G) (alone)

With Brain Subscale (FACT-Br) 27 + 23 =50

Profile of Mood States- Short Form (POMS-SF) 30
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EORTC QLQ-BN20 + 2 Cognitive Items

6 o 0 D6 !
3 orr 1t 3 ! 0D
Notat | Alittle |Quite a Very
During the past week: all bit much
1. Did you feel uncertain about the future? 2 3 4
2. Did you feel you had setbacks in your conditio 1 2
3. Were you concerned about disruption of fariig? 1 2 3
4. Did you have headaches? 4
5. Did your outlook on the future worsen? 2 4
6. Did you have double vision? 1 2 3 4
7. Was your vision blurred? 1 2 3 4
8. Did you have difficulty reading because of you 1 2 3 4
vision?
9. Did you have seizures? 1 2 3 4
10. Did you have weakness on one side of your body|? 1 2
11. Did you have trouble finding the right words to 1 2
express yourself?
12. Did you have difficulty speaking? 1 2 3 4




EORTC QLQ-BN20 + 2 Cognitive Items (continued

6 o o) D6 !
3 orr 1 3 ! ! O D
Not at Alittle | Quite a Very
During the past week: all bit much
13. Did you have trouble communicating your thasgh 1 2 3 4
14. Have you had difficultly iconcentrating on things, 1 2 3 4
like reading a newspaper or watching television?

15. Have you had difficultemembering things? 1 2 3 4
16. Did you feel drowsy during the daytime? 1 2 3 4
17. Did you have trouble with your coordination? 1 2 3 4
18. Did hair loss bother you? 1 2 3 4
19. Did itching of your skin bother you? 1 2 3 4
20. Did you have weakness of both legs? 1 4
21. Did you feel unsteady on your feet? 1 2 4
22. Did you have trouble controlling your bladder? 1 2 3 4
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| | %4 Q-

1) Please indicate for each item the | ii) Include this item
relevancyof it during patient illnessj in the final

QUAL:;\S(UO;LIFE on a scale of (1) “not at all” questionnaire?
- to (4) “very much” (circleYes or No
for each item)
RELEVANT
_ Not at A Quite a Very
During the past week Al Little Bit Much

1. Did you feel uncertain
about the future? 1 2 3 4 Yes No
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Not at Quite a Related to brain
all/A little | bit/Very metastases?
BN20+2 Items (%) much (%) [Yes | No
(%) (%)
1. Feel uncertain about the future 59 41 86 14
2. Feel had setbacks in condition 49 51 83 17
3. Concerned about disruption in family life| 51 49 80 20
4. Headaches 80 20 86 14
5. Outlook on the future worsened 68 32 93 I
6. Double Vision 91 9 54 46
7. Blurred vision 83 17 64 36
8. Difficulty reading because of visi 88 12 62 38
9. Seizures 95 5 50 50
10. Weakness on one side of the body 52 48 86 14
11. Trouble finding the right words to expres90 10 91 9
themselves
12. Difficulty speaking 96 4 82 18
13. Trouble communicating thoughts 96 4 82 18
14. Drowsy during the daytime 78 22 91 9
15. Difficulty remembering things 89 11 80 20
16. Feel drowsy during the daytime 74 26 63 37
17. Trouble with coordination 77 23 84 16
18. Bothered by hair 10SS 87 13 38 62
. Bothered by itching of skin
20. Weakness in both legs 65 35 57 43
21. Feel unsteady on feet 42 58 76 24
22. Trouble controlling bladder 92 8 18 82

“Already lost hair
from chemo”

/

“Not sure if
related to brain
mets”
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CENTRES/COUNTRY n (%)

PMH/Canada 31 (44.9%)

OCC/Canada 30 (43.5%)

CCI/ Canada 8 (11.6%)
SEX

Femals 37 (60.7%
SPECIALTY

Radiation Therapists 26 (37.7%)

Registered Nurses 15 (21.7%)

\Radiation Oncologists 15 (21.7%))
Medical Oncologists 6 (8.7%)
Social Workers 4 (5.8%)

Palliative Care Physicians 3 (4.3%)
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— “Overlaps with

‘Feel uncertain
about future’”

»‘Not a major issue

for most patients,

Not at all/A | Quite a Include in
BN20+2 ltems little bit/Very much| BN20+27?
relevant (%)| relevant (%) | Yes No
1. Feel uncertain about the future 25 75 63 37
2. Feel had setbacks in condition 40 60 48 52
3. Concerned about disruption in family | 18 82 74 26
life
4. Headaches 3 97 90 10
5. Outlook on the future worsened 33 67 36 64
6. Double Vision 13 87 69 31
7. Blurred vision 13 87 12 28
8. Difficulty reading because of vision 15 85 58 42
9. Seizure 3 97 9( 10
10. Weakness on one side of the body | 4 96 85 15
11. Trouble finding the right words to 11 89 69 31
express themselves
12. Difficulty speaking 8 92 82 18
13. Trouble communicating thoughts 6 94 85 15
14. Difficulty concentrating 8 92 88 12
15. Difficulty remembering things 3 97 93 /
16. Feel drowsy during the daytime 20 80 66 34
17. Trouble with coordination 9 91 85 16
18. Bothered by hair loss 34 66 57 43
19. Bothered by itching of skin 50 50 33 67
20. Weakness in both 1egs 14 86 59 41
21. Feel unsteady on feet 6 94 84 16
22. Trouble controlling bladder 24 76 69 31

easy to treat”
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RANK |[Item Frequency
1 9. Seizures 43
2 4. Headaches 41
3 21. Feel unsteady on feet 34
4 10. Weakness on one side of the body 33
5 15. Difficulty remembering thing 32
6 17. Trouble with coordination
7 12. Difficulty speaking 30
8 13. Trouble communicating thoughts
9 &_Concerned about disruption in fa@ 29
14. Difficulty concentrating on things (reading a 23
10 newspapers, watching television)
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