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Table |
Topics, examples, and frequencies of question topics (= 705)

Topic Example Patient ¥ {%%) Companton ¥ (%] Total ¥ (%)
Diagnosis Is it in the bronchial tubse? 31 (10.3) 2869 59¢8.4)
Diagnostic testing Will she nead another PET scan? 47 {15.6) KENE.X)1 81 ¢(11.5)
Treatment Do you take it on a full stomach? 97 {32.2) 194 (48.0) 291 (41.3)
Symptoms Is the cancer causing the back pain? 16 {(5.3) 10 ¢2.5) 6.7
Other medical { dor’t have high blood pressure, do 1? 9 (3.0} 1(2) 10 (1.49)
conditions
Prognosis Do these tumors gver just go away? I8 (6.0) 30 (7.4 48 16.8)
Lifestyle Should she be exercising? 14 @7 8¢2.2) 23¢3.3)
Socia! interaction Are you going to like living in Detroit? 6 {(2.0) 12(3.0) 18 ¢2.6)
Medical record Dr., did you get the report? 10 (3.3) 20 (5.0 30 €4.3)
Insurance Is the study covered by insurance? (3 8¢2.0) 9{1.3)
Etiology Where does the cancer come from? 24 245 4(.6)
Logistics Who would your refer us to? 24 (8.0} 26 (6.4} S0 ¢7.1)
Other So if 1 feel tired, I could actually sleep up 26 ¢8.6) 30 (7.4 S6¢1.9)
here on the gxam bed?

Total 301 (100 404 €100y 05 (100}

Table 2

Topics, examples, and frequencies of questions about treatment by patients and companions (17 = 290)

Tapic Sample question Patient ¥ (%) Companion N (%) Total ¥ (%)

Ouicomes Will the chemo slow things down? 24 (24.7) 38{19.7) 62 (21.4)

Logistics Will we have 1o come in five days a 45 (46.3) 71 (39.9) 122 42.1)

week?
Clinical trials Are there any women in the study? 2.1 947N 11 (3.8}
Physician’s opinion Do you have any feeling about what 3.0 1788 20 (6.9

would be optimal for her, considering
side effects and efficiency?

Cancer symptoms Can you give him something for the 3G 4(2.1) 724
pain?

Non-cancer What about cholesterol-lowering 1{1.0} 3{2.6} 6 (2.1}

condifions medication?

Complementary Would she benefit from massages? 2{2.1) 3{1.6) 5%

and alternative

med.

Eligibility/ Is there anything new coming down the 10 (10.3) 27 (14.0) 37(128)

availability pike?

Other You're aware that he did four surgeries T 13(6.1 20 {6.9)
in one?

Total 97 (100) 193 (100} 290 (100)

Davey H. M. et al. (2003). Consumer information materials for diagnostic breast tests: women’s views on

information and their understanding of test results. Health Expectations,6, 298-311.
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Jane C. A. et al. (2005). Information and support for women following the primary treatment of breast

cancer. Health Expectations, 5, 289-301.
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Table 2 Need for information and extent of information received

Rated item as

moderately /extremely Received information

important* within previous 6 months
Issue (N = 217%) n % 95% n % 95% (i
Recognizing a recurrence 191 90 B85-94 27 13 9-19
Chances of cure 167 82 76-87 66 32 26-39
Risk to family of breast cancer 167 81 75-86 25 12 817
Tamoxifen and other anticestrogen drugs 148 72 65-78 54 26 20--32
Effect on family of breast cancer 142 68 61-74 27 13 $-18
Arm problems and lymphoedema 132 64 57-70 33 16 11-22
Where to go for additional support 128 64 57-71 43 21 16-28
Physical appearance after surgery 121 58 51-65 44 21 16-28
Complementary and alternative therapies 105 51 44-58 32 15 11-21
Menopause and hormone replacement therapy 100 50 43-57 17 8 5-13
Prostheses 82 41 34-48 36 18 13-24
Sexuality and relationships 81 39 32-46 5 2 1-6
Breast reconstriction 74 36 30-43 24 12 8-17

*Varying levels of non-response in each category.
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Wolf L. (2004). The information needs of women who have undergone breast reconstruction. Part I: Deci-

sion-making and sources of information. European Journal of Oncology Nursing,8, 211-223.
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Barnett G. C. et al. (2004). Information given to patients about adverse effects of radiotherapy: A survey of

patients’ views. Clinical Oncology, 16, 479-484.
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Lee Y. M. et al. (2004). What are the information needs of Chinese breast cancer patients receiving che-

motherapy? European Journal of Oncology Nursing,8, 224-233.
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Dale J. et al. (2004). Information needs and prostate cancer: The development of a systematic means of
identification. BJU International 94, 63-69.
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TABLE3 The mean fmpartanee scare, the number of respondents fatmg the :tem as important and the numizer %) of these whe had repmfed imvmg fece;ved o
{ack of informution {discreponcy scorel for eoch item in scole .

N (34 respondents rating

_ Mean imporiance M respondenisrating itern as important + regorting
tem : scare item 35 important having Insufficlent information
Emergencies that can grise from prostate cancer 1.30 a0 ‘ ; e e
What to do in an emergency V 138 | . ; 73 [B20)
Warning signs when prostate cencer gets worse ' 1y ‘ B9 . mmpon
The causes of prostate cancer ' : . 43 72 - 53 {746)
How to access information on prostate cancer 58 5 ‘ B0
The stages of prostate cancer : 151 81 58 {71.6]
How to manage problems with orostate cancer m daily life 155 B2 ~ 54 {658)
Alternative and complementary theranies 2 B ; e
How prostate cancer affects qualityoffie.. 148 - &2 - 50 [e04)

_Healthy food and nustition.. - 5 82 . . 456
Active lifesyle ‘ - 185 ... 4 & (579}‘
Prostate cancer in general - - t¢. = ® iy 53 ‘

- How treatment for prostate cancer woke ~ . i - - .
What prostate caneer is 148 BO ‘ 3538
For familylspouse 162 by, 42 (5281 '
Ireatment choices 1% 8 . lmy
Screening methods for prostate cancer . . 81 - . 41 (505
The nstural function of prostate cancer ' . e ... a3 . B
How prostate cancer affects sex life 260 5

Monitoring of prostate cancer ‘ 138 8 - . 23358
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Ream E. et al. (2003). Quality and efficacy of educational materials on cancer-related fatigue: Views of

patients from two European countries. European Journal of Oncology Nursing,7, 99-109.
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want? Patient Education and Counseling,47, 5-12.

T AR IST D social comparison (fiF & LT D) &S B CTOBFROMEM:
IZOWTERS,

Ttk 60 NICEMGAE (BSAOTBEIXSARIZN, B A R%), 747,

FER . B OREE X T 4 7IZFHET 5 A T social comparison DEF A58V, BEFIX, 5 F
<KL THWBMOBEDOEREMVIZNRoTND, $HEFILEBRELEI L EFLEL
TW3,

59



QOOLITRARE - KHNAREOHEHR-—000
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Turner J. et al. (2007). Development of a resource for parents with advanced cancer: What do parents want?
Palliative and Supportive Care,5, 135-143.
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‘What is this brochure for?

Parents with advanced cancer often feel
unsure about how to handle things with their
children, and say that they would like
information to guide them. This brochure has
been developed to give parents like yon this
sort of information.

Not everything in his brochure will be
relevant to your family’s nceds right now.
Some of the information might be useful in
the future if your condition changes.

How could the cancer affect my children?

#t depends on their age. Even very young
children know that something is happening in
the family. They often feel scared that they
have done something wrong, or that Mum or
Dad won’t be there to look after them. They
show they are worried through their behaviour
rather than telling you - this might include
behaving in & more babyish way.

From about 8 to 12 years, children try hard to
be brave, and they are aware of their family
being “different” from other famities. They
may be upset at changes in their normal
activities, or seeing less of their friends.
Adolescents often feel angry and feel isolated,
and that no-one understands them. They may
withdraw, making it hard to talk with them.
This can be made worse if they are expected
to take on a lot of responsibility in the house
without this being discussed first,

‘What should I tell my children?

In general it is best to be homest with
children, explaining in words they can
understand. By using the word cancer you are
showing that you respect fheir need to be

Tuded in what is b

i)

Wan't talking about cancer make things
even harder for my children?
The exact opposite is true! Sharing thoughts

1

prepared to lsten to them. you arc making
sure they will have the best possible outcome,

What if they ask if I am going to die?
This is really tough - the temptation is to

il

and feelings, even very painful ones, g y
helps families to cope.

Are there things that [ can do to help my
childven cape? YES!

Listen 1o how they feel {including the angry
and scared feelings!),

Give them information at a level they can
understand, Be prepared o add to, modify,
and repeat information as needed.

Tell them that the cancer s not their fanit,

Tel them that they are sqfe and will be cared
for “no matter what”.

E ge them 10 tact with their
Jriends (this helps with self-esteem).

Try fo malntain participation in sport amd
other activities they enjoy — this helps children
feel more confident and optimistic.

Work ont johs they can do in the house (o feel
#mportant, and that they are contributing.
Explain that people outside the family and at
school might say things that are upsetting, but
often they don’t have alf the information about
the cancer in your family.

Tell them you love thent,

18 the cancer going to affeet my childrenin
the future?

Of course cancer makes things hard for your
family. But how things go for your children
depends much fess on the fact that you have
cancer, and wore on how you deal with ir. By
being there, talking and being open, and being

60

your , and deny this
possibility. Saying everything is OK when it is
not gives children a message that they can’t
salk about their fears and concerns. Tt makes it
harder for them, not casier.
Same pareints have responded to this question
by saying: “Well sonte people with canver live
Jor a very long time, and I hope that [ am one
of them. Bur sometimes people with cancer
anly five for a short time. That makes me sad
~ is that something vou would like to falk
abo?”
Or: 1 am doing everything I can to stay well,
but there are no guaramees”™
Or evem: 1 guess that is possible — but you
will always be safe no matter what ™

What have other parents found helpful?
Keéeping some routine — it makes evervone
feel more secure.

Sharing time together, but also making time
for vourself.

Admitting when you feel upset, rather than
always trying to be brave and in control.
Letting children see you having freatment or
in hospital — it takes away the mystery.

Giving children a chance to have fun with
their friends and other family members.
‘Felling children it is “not their fault” when
you feel tired or sick because of the cancer,
Letting friends or family help - doing
shopping, taking children 1o sport ete.

Telling them you fove them,



Some things to wateh out for:

Children who are “extra helpful™. Sometimes
children behave like this when they are reafly
siressed and secared. Ir is wonh asking how
they are feeling.

‘Tesnagers asing alechel or deugs to cope with
angry feelings. 1t's hard to maintain tabs on
teenagers when you feel unwell, but it is
important to try to help them avoid adding fo
their stress through risky behaviour,

Some things to avoid:

Letting go of all of the normal family rules —
having some structore and boundaries actuatly
makes children feel more secure,

Keeping sccrets — childien usually figure out
that something is going on, and when they feel
excluded they fee! more anxious (and angry!).

Assuming that children will belp in the house
without discussing it first — jobs that are
necessaey and obvioos o you are usually tot
obvious o children who sometimes feef angry
that things are being “dumped” on them.

Being angry back whoen tecnagoers who are
resentfil about the cancer. Having cancer is
hard for them. I's hand for you too.
Sometimes just saying: “I know this is hard
Jor evervone” can defuse things,

Net telling the school or your children's
teachers what & happening If teachers are
aware of what is happening they can be
supportive, and respond 1o any probiems.

1iseful resonrees:

Conteen is an Australian organisation open to
young people with a family member with
cancer. Members are able to gain support from
other young people who understand  their
situation, and join in fun social activities. The
web address is:

hiips/svwws canteen.org.au

The National Breast Cancer Centre has a
swebsiie developed for young people affected
by breast cancer, The web address is:
DU W Y pAICHBLANCEReaL AN
Although the site has been developed with
breast cancer in mind, the issues discussed are
relevant for most young people

The American Cancer Society has detailed
information: Helping vour child deal with a
cancer recurrence o progressive ilness in the
Samily. The web address is:

hetpeieevw.cancer oreldocroot/CRcontent?C

National Cancer Institute has 3 resource:

Avanced Cancer: Living Each Day.

The web address is:
hipffwww.cancer povicancertopics/advan
cedeaneer

Fig. 1. Brachurs for parents with advanced eancer.

What should { say to the children?

A guide for parents with advanced cancer

Voogt E. et al. (2005). Information needs of patients with incurable cancer. Supportive Care Cancer,13,
943-948.
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Lynda M. B. (2004). Information needs at the end of life: a content analysis of one person’s story. Journal
of the Medical Library Association,92, 78-82.
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Osse B. H. P. et al. (2005). The problems experienced by patients with cancer and their needs for pallia-
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Narsavage G. et al. (2003). Education and support needs of younger and older cancer survivors. Applied
Nursing Research,16, 103-109.
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Kaplowitz S.A. et al. (2002). Cancer patients’ desires for communication of prognosis information. Health
Communication, 14, 221-241.
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Malisli S. L. et al. (2002). From “Death Sentence” to “Good Cancer” — couples’ transformation of a pros-

tate cancer diagnosis. Nursing Research,51,391-397.
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Bar-Tal Y. et al. (2005). Whose informational needs are considered? A comparison between cancer pa-
tients and their spouses’ perceptions of their own and their partners’ knowledge and informational needs.
Social Science & Medicine, 60, 1459-1465,
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Davison B. J. et al. (2002). Assessing information and decision preferences of men with prostate cancer

and their partners. Cancer Nursing,25, 42-49.
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for treatment of early-stage. Prostate Cancer. Urology,69, 941-945.
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Table 1. Questions for statements in needs assessment
questionnaire

TREATMENT CHOICES
4. What treatments are used to treat prostate cancers
fike mine?
2. Do | have to have treatment now?
3. if I decide to go with watchful waiting now, can |
decide to have treatment later?

DETALS OF TREATMENT

Surgery:

Where can | have surdery?

How long will | have to wait for surgery?

Wil surgery cost me anything?

How long does surgery treatment take?

What kind of followaup will | need?

Who will performy my surgery? What are their

qualifications? How much experience have they had

with this procedure?

Radistion Therapy:

10. Where can | j diati t?

14. How long will | have to wait for radiation treatment?

12, Will radiation therapy cost me anything?

1.3. How long does radiation treatment take?

14. What kind of follow-up is needed?

15, Who will perform my radiation therapy? What are
their gualtifications? How much experience have they
had with this procedure?

16. How modermn and effective is the equipment that will
be used for my treatment?

17. is there someplace ] can stay while receiving
radiation treatment?

RISKS AND BENEFTS

Surgety:

18. What are the benefits of surgery?

19. What are the Immediate {during or shortly after}
risks of surgery?

20. What are the longterm risks of surgdery?

24. if  choose surgery, will 1 still be able to have an erection?

22, Can impotence be treated?

23. # | choose surdery, will there be an effect on my
bladder function?

24. if | choose surgery, will there be an effect on my
bowel function?

28. if | choose surgery, will | have pain?

28. Will surgery make me sterile?

Radiation Therapy:

27. What are the benefits of radiation?

28. What are the immediate risks of radiation?

29. What are the longterm risks of radiation?

30. i | choose radiation, will | stilf be sble to have an
erection?

34. if | choose radiation, will there be an effect on my
bladder function?

32. i | choose radiation, will there be an effect on my
bowel function?

33. if | choose radiation, will | have pain?

34. if | choose radiation, will | be sterile?

35. if | choose radiation, will | experience fatigue?

36. I | choose radiation, will | have nausea?

37. i | choose radiation, will | lose my hair?

PERSONAL CONSIDERATIONS:

38. How much time untif { can go back to my regular
everyday activities if | have surgery?

39, How long until i can take care of myself without any
help after surgery?

40. How long until | can go back to my regular everyday
activities if | have radiation?

41. How much time wiil | have to be off work if | choose
radiation?
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