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Griggs J. J. et al. (2007). Vitality, mental health, and satisfaction with information after breast
cancer. Patient Education and Counseling, 66 58—66.
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Tablc 1
Categories of information needs (with examples) assessed by the survey
instrument

Diagnosis and treatment-related issues
Diagnosis .
Understanding diagnosis (¢.g. stage)
Understanding pathology report

Surgery
Preparation for post-operative carc
Risk offprevention of lymphedema

Chemotherapy
Indications for chemotherapy
Managing side effects of chemotherapy

Radiation therapy
Indications for radiation therapy
What to expeet duning radiation treatmeént
Managing side cifects of radiation therapy

Tamoxifen
Indications for tamoxifen
Managing side effects of tamoxifen

Survivarship issucs
Risk and identification of recurrence
Risk of rccurrence
Appropriate {ollow-up schedule and testing
Symptoms that require medical attention
Which providers to call with symptoms

Long-term side ¢ffects
Management of vasomotor symptoms
Sexuality/loss of libido after breast cancer
Fabgue after treatmient
Disclasure of breast cancer history to potential partners
Weight gain afier breast cancer
Risk of sccondary malignancics

Health maintenance
Bone health
Appropriate screening tests for other commaon cancers
Nutntion after cancer
Excrcise and weight management

Family needs
Talking with family after completion of treatment
Reassurance of children
Risk of breast cancer in family members
Risk in sisters
Risk in daughters
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Llewellyn C. D. et al. (2006). How satisfied are head and neck cancer (HNC) patients with the
information they receive pre-treatment? Results from the satisfaction with cancer information
profile (SCIP). Oral Oncology, 42, 726— 734.

T EREEERIEFOREL QOL ICHET DN,

ﬁ%~ﬁ§%ﬁh$% BRI S2 A BEL1 2 HK 6B A, 6 — 82 H# 50 ANZXH
2. BERERAE.

%%:%%ﬁﬂﬁi‘Hkmm%HMBE%wbtoE%ET‘Kﬂbfméﬁﬁﬁ
BRAINZFERLERS, LTFTOE3,

Table 3 Number of partucnpants who d1d not receive any 1nformatlon based on SCIP items

SCIP item - o : . Not supplied with Not supplied with
. o " any information " any information
pre- treatment (n=82) post treatment (n = 68)
: . . : n (%) : . n%).
Who to ask/where to go for financial support - 64 (78) D M (60)
" Patient support groups. for you and your partner : Lo, 4382y - ) C23(34)
| What you should do if you experience side-effects ORI N ) B 1928 - . L
" Whether your. treatment interferes with other =~ . - ° . - 37 (45) R oM@y e
medications you may be taking T S oo T e T
How your treatment.may impact on your . R N ’35 (43)}7}’ CL e T30y
quahty of life over the next year : e e PR S L L
g Whether you may need fuither treatment in future B (1 (37)' . 2 7€ ) S
; Thé effects of treatment on your -ability to work - 1o29035) Lo e @ty T
! What the risks of you experiencing comiplications at are - T 29.3) L 7@y s
; The long-term impact of treatment on functaomng g 26 (32 SR U X v7:)
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Table 2
Sources of information used by women (VW = 1215)

Percent of women
who used source

Health pamphlets or brochures 82.5
Friends 64.8
Books 59.6
Relatives 59.3
Scientific journalfrescarch papers 51.7
Magazines 512
Intemet (weoidd wide web) 48.0
News souree: tewspapers, TV, radio 43.4
Spouse or partner 34.7
Television shows or popular movies 33.2
Place of worship 21.9
Information videos or CD-ROMs 13.4

Hopwood P. et al. (2003). Do women understand the odds? Risk perceptions and recall of risk

information in women with a family history of breast cancer. Community Genetics,6, 214-223.
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Table 2
Infornmation clements by country (n = 16)

General program and mammography information Cancer risk information Test characteristics
Stant Stop Interval CBE BSE Cost Quality Patient Incidence Morbidity Mortality Risks False False Recall
agc  age rights positive negative
Australia X X X X X X X X X X X X X
Canada X X X X X X X X X X
Denmark X X X X X X X X X X X
Finland X X X X X X X X X X X X
France X X X X X X X
Iectand X X X X X X X X X
Isracl X X X X X X X X X
Italy X X X X X X X X
(Pxdmont)
Japan X X X X X X X X X X
Luxcmbourg X X, X X X X X X X X X
Nctherdands X X X X X X X X X X
New Zeatand X X X X X X X X X X X X X X X
Norway X X X X X X X X X X X X
Spain X X X X
Switzerland X X X X X X X X X X X X X
Urited Kingdom X X X X X X X X X X X
Total 16 14 15 9 9 14 12 5 12 2 10 15 13 12
Bencfits of screening Risks of screening
Early Eardy Breast Find carly Peace Additional test Radiation Pain/ Find unimportant
Dx Tx conservation tumors of mind complications discomfort tumors
Australia X X X X X X
Canada X X X X X
Denmark X X X X X X X X
Finland X X X X X
France X X
Iecland X X X X
Isracl X X X
Italy X X X X X X X
(Picdmont)
Japan X X X X X
Luxcmbourg X X X X X X X
Netherdands X X X X X X
New Zealand X X X X X X
Nearway X X X X X
Spain X
Switzerland X X X X X X X
United Kingdom X X X X X
Total 15 3 i1 14 5 2 14 13 5

Jepson R. G. et al. Patient perspectives on information and choice in cancer screening: A qua-

litative study in the UK. Social Science & Medicine ( in preéss ).
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