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Introduction

Following the primary treatment of breast can-
cer, women encounter a range of physical and
psychosocial problems such as pain, lympho-
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Objective To examine the need for, use of and satisfaction with
information and support following primary treatment of breast
cancer.

Design Cross-sectional survey.

Participants Cohort of 266 surviving women diagnosed with breast
cancer over a 25-month period at a tertiary hospital, Adelaide,
Australia. Time since diagnosis ranged from 6 to 30 months.

Main outcome measures Need for, use of and satisfaction with
information and support.

Results Women reported high levels of need for information about
a variety of issues following breast cancer treatment. Ninety-four
percentage reported a high level of need for information about one
or more issues, particularly recognizing a recurrence, chances of cure
and risk to family members of breast cancer. However, few women
(2-32%) reported receiving such information. The most frequently
used source of information was the surgeon followed by television,
newspapers and books. The most frequently used source of support
was family followed by friends and the surgeon. Few women (<7%)
used formal support services or the Internet. Women were very
satisfied with the information and support that they received from
the surgeon and other health professionals but reported receiving
decreasing amounts of information and support from them over
time.

Conclusions Women experience a high need for information about
breast cancer related issues following primary treatment of breast
cancer. These needs remain largely unmet as few women receive
information about issues that concern them. The role of the surgeon
and other health professionals is critical in narrowing the gap
between needing and receiving information.

edema, anger, depression, fear of recurrence and
sexual difficulties."? Some quality of life issues
such as arm pain, fear of recurrence, sexual
difficulties and body image concerns persist or
even worsen in the second and third years
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following treatment.> The provision of infor-
mation and support to women with breast can-
cer about psychosocial and other survivorship
issues can reduce anxiety, distress and uncer-
tainty and improve quality of life.* ®

Women with breast cancer express a high level
of need for information and want to know as
much as possible.” > When specific items of
information are compared, women rate infor-
mation about the likelihood of cure, spread of
disease and treatment options as most import-
ant and information about sexuality as least
important, both at the time and further from the
time of diagnosis.'* '

Women find information provided by doctors
and nurses particularly helpful.'® They also use a
variety of other sources of information and
support apart from health professionals.!”
Family and friends are frequently used as
important sources of support, although infor-
mation provided by family and friends is
perceived to be less helpful.'®?° Women also
access information and support through formal
support services (such as cancer telephone
information services, volunteer peer support
programmes, and breast cancer support groups)
and the print and electronic media.>?!

Health professionals consistently underesti-
mate the amount of information desired by
patients with cancer and often make inaccurate
assumptions about the priority information needs
of patients.”*** This is reflected in reports that
many women are dissatisfied with the information
that they receive following hospital discharge.**
There are indications that the type of information
and support that women desire may change with
time following the diagnosis.*>*® The amount of
information and support received by women from
family, friends and the surgeon decreases over the
first few months following diagnosis and by
21 months after diagnosis women rate informa-
tion from the media as useful as information from
the specialist doctor.'>!®

Support is considered to be a multidimen-
sional rather than a single construct.?’ It has
been categorized into three dimensions: emo-
tional, informational and instrumental.”® Emo-
tional support involves listening, reassuring and

comforting, informational support involves
using information to guide or advise while
instrumental support involves providing practi-
cal assistance such as money, transport, child-
care or home help. This study focuses on the
provision of emotional (support) and informa-
tional support (information).

The study examines the needs and preferences
for information and support of women between
6 months and two and a half years following the
diagnosis of breast cancer and the ways in which
women meet those needs. The objectives are to
describe, the issues about which women want
information and whether women received that
information; the sources used for information
and support and satisfaction with these sources;
and changes in these factors with time since
diagnosis.

Most published data about women’s needs
and preferences for information and support
were collected at the time of diagnosis and in the
following few months. There is less under-
standing of women’s needs and preferences fur-
ther from the time of diagnosis and in particular
there continues to be uncertainty about how
women’s preferences and needs change over
time. This study was designed to address these
gaps using a representative cohort sample rather
than either a convenience sample or a sample of
consecutive clinic attendees.

Method

A cohort of women was surveyed by post in
October 1999. The cohort comprised all 266
surviving women diagnosed with breast cancer
at a major tertiary public hospital in Adelaide,
Australia, during a 25-month period between
March 1997 and 1999. Women who were not
aware of the diagnosis of breast cancer and
women residing in nursing homes were excluded.

Adelaide is the capital and major urban centre
of South Australia, one of six Australian states.
In 1997 South Australia’s population was
1 480 000 with around three quarters residing in
Adelaide. There are three major public hospitals
in Adelaide, which provide tertiary care to the
entire population of South Australia. During
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1997 and 1998 the number of South Australian
women diagnosed with breast cancer in South
Australia was 888 and 975, respectively.?-**

At data collection, the time since diagnosis
for respondents ranged from 6 to 30 months.
Selection of time from diagnosis of at least
6 months ensured that respondents had com-
pleted primary treatment, while selection of
time from diagnosis of no more than 30 months
ensured that most respondents were routinely
offered six monthly follow-up. In addition this
time period was chosen in order to collect a
representative cohort of an adequate size with-
out the need for expensive tracing procedures.

The survey consisted of 148 items (140 closed
and eight open items) and was developed using a
range of sources. These included interviews with
women and service providers, a focus group with
women with breast cancer, findings from a lit-
erature review and the report of Australia’s first
National Breast Cancer Conference for
women.'>?!3! Face validity of the questionnaire
was explored using feedback from women and
providers. This was followed by formal pilot
testing on a random sample of 25 women diag-
nosed with breast cancer. The survey is available
on request from the first author. Ethics approval
was obtained from two local research ethics
committees.

The survey included items about:

e Perceived importance of receiving information
about 13 issues relating to survival and to
physical and psychosocial aspects of quality of
life, and whether information had been received
about each issue within the previous 6 months.

e Current use of and satisfaction with 17
sources of information including family and
friends, health professionals, print and elec-
tronic media, the Internet and formal support
services.

e Current use of and satisfaction with 12
sources of support including family and
friends, health professionals, formal support
services and the Internet.

Attitudinal variables were measured using an
ordinal scale, in the form of a complete state-

ment and a four point Likert response. Other
variables, including demographic and treatment
variables, were measured using a nominal scale.

Data were analysed using Stata release 5
and 6.>*2% Variables measured on a four point
Likert scale were collapsed into two categories.
Responses in the ‘not’ or ‘slightly’ (import-
ant/useful /helpful) categories were combined
and responses in the ‘moderately’ and ‘extremely’
(important/useful /helpful)  categories  were
combined. Items were then ranked according to
the percentage of women who rated a particular
item in the moderately /extremely category. This
method of analysis has been previously used to
rank a variety of unmet needs of people living
with cancer, including needs for information and
support.! 33435

Bi-variate analysis was undertaken to examine
associations with age and time since diagnosis.
Time since diagnosis was categorized into four
groups (611, 1217, 18-23 and 24-30 months).
Age was categorized into three groups (under
50 years, 50—69 years and over 69 years) because
50-69-year-old women are targeted for early
detection of breast cancer by mammographic
screening in Australia. Time and age trends were
analysed using the global chi-squared (y°) sta-
tistic (to examine the null hypothesis of homo-
geneity) and the Mantel test for trend of odds (to
test for linear trend of responses over time).*® We
hypothesized that there was a decreasing linear
trend of needing and of receiving information
and support with increasing time from diagnosis.

Open-ended items were analysed using content
analysis as described by Berg®’ in order to iden-
tify prevailing themes about women’s needor lack
of need for information and support.

Results

Two hundred and seventeen women completed
the survey with a response rate of 82%. Table 1
describes the demographic and treatment char-
acteristics of respondents. The age of respond-
ents ranged from 24 to 90 years with a mean of
58 years. Three quarters of respondents had
completed secondary level of education or
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Table 1 Demographic and treatment

Characteristic N =217% n % characteristics of respondents
Age <50 years 51 23
50-69 years 128 59
> 69 years 38 18
Education completed Primary 33 15
Secondary 123 57
Tertiary 60 28
Time since diagnosis 6-11 months 47 22
12-17 months 57 26
18-23 months 47 22
24-30 months 56 30
Treatment Surgery 207 97
Chemotherapy 72 34
Radiotherapy 131 62
Tamoxifen** 133 62
Treatment completed** 192 92
Other 1° relative with breast cancer 48 22
Has a regular GP 209 96

*Incomplete response in some categories.
**Four (2%) women unsure.

higher. Younger women (under 50 years) were
more likely to have completed tertiary levels of
education, y> = 6.6, P = 0.01, degrees of free-
dom (d.f.) = 1. One hundred and ninety-six
(90%) women lived in urban areas that were
highly accessible to services according to the
Accessibility/Remoteness Index of Australia®®
while 21 (10%) women lived in rural areas that
were less accessible to services. One hundred and
thirty (60%) women were born in Australia and
52 (24%) in UK. The remaining 33 women
were born in 20 different countries. Nearly all
respondents (96%) had a regular general prac-
titioner (GP) while almost a quarter (22%) of
respondents had a first-degree relative diagnosed
with breast cancer.

There was no significant difference in the time
since diagnosis among respondents and non-re-
spondents, although the mean age of respondents
was 5 years younger than that of non-respond-
ents (t = 2.3, P = 0.03, d.f. = 56).

Information about specific issues

Two hundred and five (94%) women reported
that it was moderately or extremely important to
receive information about one or more of 13

specified issues while 210 (97%) women indica-
ted that it was slightly, moderately or extremely
important to receive information about one
or more of the 13 issues. The highest need
(expressed as percentage of women who rated an
item as moderately or extremely important) was
for information about recognizing a recurrence
(90%), chances of cure (82%), and risk to family
of breast cancer (81%), as described in Table 2.
The lowest need was expressed for information
about breast reconstruction (36%), sexuality
and relationships (39%) and prostheses (41%),
although it should be noted that more than one-
third of respondents rated these lowest ranked
items as moderately or extremely important.
Recognizing a recurrence was most frequently
chosen as the single most important area of
information, followed by chances of cure, arm
problems and lymphoedema, and breast recon-
struction.

Despite rating these issues as important, few
women reported receiving information about
any of the 13 issues within the previous
6 months. The percentage ranged from 2% who
reported receiving information about sexuality
and relationships up to 32% who reported
receiving information about chances of cure.
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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% Cl n % 95% Cl
Recognizing a recurrence 191 90 85-94 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 8-17
Tamoxifen and other antioestrogen drugs 148 72 65-78 54 26 20-32
Effect on family of breast cancer 142 68 61-74 27 13 9-18
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 reconstruction 74 36 30-43 24 12 8-17

*Varying levels of non-response in each category.

Sources of information

Women used a variety of sources for informa-
tion. Frequency of use and extent of satisfaction
with these sources are described in Table 3. The
most frequently used information source was the
surgeon, being used by 60% of women in the
previous 6 months. Other frequently used
sources of information were television (56%),
magazines (45%), newspapers (32%), books
(32%) and the GP (32%).

The highest levels of satisfaction (expressed as
the proportion of women who reported the in-
formation to be moderately or extremely useful)
were for information received from breast can-
cer support groups (100%), brochures (93%),
the surgeon (92%), family (92%), GP (89%),
alternative and complementary practitioners
(89%) and the Internet (89%). While women
were very satisfied with the information they
received from a number of sources including the
surgeon and other health professionals, they
were less satisfied with information received
from the media. The lowest levels of satisfaction
were for information received from television
(46%), newspapers (52%), magazines (58%) and
radio (60%). The surgeon was most frequently

chosen as the single most helpful source of in-
formation followed by books, the GP and other
women with breast cancer.

Sources of support

The frequency of use of and extent of satisfac-
tion with sources of support are described in
Table 4. The most frequently used sources of
support were the family (81%) followed by
friends (71%) and the surgeon (70%). The least
frequently used sources of support were the
Internet (2%), peer support programme volun-
teer (3%), cancer telephone information service
(4%), breast cancer support group (5%) and
psychiatrist or psychologist (5%).

Women were generally very satisfied with the
support they received. The highest levels of sat-
isfaction (expressed as the proportion of women
who reported support as moderately or extre-
mely helpful) were for the cancer specialist
(98%), surgeon (93%), family (92%), GP (91%),
psychiatrist or psychologist (91%) and breast
care nurse (87%). The lowest levels of satisfac-
tion were for the cancer telephone information
service (67%) and breast cancer support group
(70%) although again it should be noted that
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Table 3 Sources of information used and satisfaction with those sources (ranked by frequency of use)

Received information Satisfaction with
within previous 6 months information*

Source of information (N = 217) n % 95% Cl n % 95% Cl
Surgeon 125 60 53-67 111 92 85-96
Television 114 56 49-63 52 46 37-56
Magazines 91 45 38-52 52 58 47-68
Newspapers 66 32 26-39 34 52 40-65
GP 65 32 25-38 57 89 79-95
Books 64 32 25-39 48 77 65-87
Cancer specialist 49 25 19-32 40 83 70-93
Friends 46 23 17-29 34 78 64-89
Brochures 44 22 17-29 40 93 81-99
Radio 44 22 16-28 25 60 43-74
Breast care nurse 37 18 13-24 30 83 67-94
Family 24 12 8-17 21 92 73-99
Alternative /complementary practitioner 19 9 6-14 17 89 67-99
Cancer telephone information service 10 5 2-9 8 73 39-94
Support group 10 5 2-9 10 100 69-100**
Peer support programme volunteer 9 4 2-8 6 75 35-97
Internet 9 4 2-8 8 89 52-100

*Satisfaction = (number of women who rated information received from that source as moderately or extremely useful /total number of women
who received information from that source) expressed as a percentage.

**One sided 97.5% CI.

Table 4 Sources of support used and satisfaction with those sources (ranked by frequency of use)

Received support within

previous 6 months Satisfaction with support*
Source of support (N = 217) n % 95% Cl n % 95% Cl
Family 164 81 75-86 143 92 87-96
Friends 145 71 64-77 117 84 77-90
Surgeon 145 70 63-76 128 93 87-96
GP 107 52 45-59 94 91 84-96
Cancer specialist 57 29 23-36 52 98 90-100
Breast care nurse 47 24 18-30 40 87 74-95
Alternative /complementary practitioner 29 14 10-20 26 90 73-98
Psychiatrist /psychologist 9 5 3-10 10 91 59-100
Support group 9 5 2-9 7 70 35-93
Cancer telephone information service 9 4 2-8 6 67 30-93
Peer support programme volunteer 6 3 1-6 5 83 36-100
Internet 5 2 1-6 4 80 28-100

*Satisfaction = (number of women who rated support received from that source as moderately or extremely helpful /total number of women who

received support from that source) expressed as a percentage.

over two-thirds of women were satisfied with the
support provided. Women nominated a variety
of sources as the single most important source of
support. Most frequently nominated were the
family, followed by the surgeon, GP, and

friends, particularly other women with breast
cancer.

Less than 7% of women used the Internet,
peer support programme volunteer, cancer
telephone information service or breast cancer

© Blackwell Science Ltd 2002 Health Expectations, 5, pp.289-301



Information and support following breast cancer treatment, J C A Raupach and J E Hiller 295

support group for either information or

support.

Trends with time since diagnosis

Women continued to report a high level of need
for information about most issues with
increasing time since diagnosis except for
information about sexuality and relationships
where women expressed less need for information
with increasing time since diagnosis (Mantel test
for trend of odds = 4.75, P = 0.03, d.f. = 1).

Women were significantly less likely to report
receiving information for eight of the 13 issues
examined as the time since diagnosis increased
from 6 to 30 months, despite the minimal change
in expressed need for information over time
(Table 5). These eight issues were: chances of
cure, risk to family of breast cancer, tamoxifen
and other antioestrogen drugs, effect on family of
breast cancer, where to go for additional support,
arm problems and lymphoedema, physical
appearance after surgery, and prostheses.

The sources of information used by women
changed with increasing time since diagnosis as
shown in Table 6. The proportion of women
who reported receiving information from the
surgeon, cancer specialist, breast care nurse, peer
support programme volunteer, books, brochures
and friends decreased with increasing time from
diagnosis (P < 0.05). Similarly a decreasing
proportion of women reported receiving support
from most health professionals with increasing
time from diagnosis, although the proportion of
women receiving support from the surgeon did
not change. No changes occurred over time with
respect to satisfaction with information or with
respect to satisfaction with support.

Trends with age

Women over 69 years expressed lower needs for
specific items of information compared with
women aged 50-69. Theses differences were the
greatest with respect to information about: sex-
uality and relationships [3% vs. 41%, prevalence
rate ratio (PRR) 0.07, 95% CI 0.01-0.52], breast
reconstruction (38% vs. 3%, PRR 0.08, 95% CI

0.01-0.56), menopause and hormone replace-
ment therapy (10% vs. 50%, PRR 0.20, 95% CI
0.07-0.60) and physical appearance (20% vs.
63%, PRR 0.32, 95% CI 0.16-0.63).

The pattern was less clear for younger women
under 50. Generally women under 50 reported a
similar level of need for specific items of infor-
mation compared with women aged 50-69.
However, compared with women aged 50-69,
women under 50 reported a higher need for
information about: complementary and alter-
native therapies (71% vs. 53%, PRR 1.34, 95%
CI 1.12-1.83), menopause and hormone replace-
ment therapy (72% vs. 50%, PRR 1.43, 95% CI
1.12-1.83), sexuality and relationships (59% vs.
41%, PRR 1.45, 95% CI 1.06-1.98), and breast
reconstruction (54% vs. 38%, PRR 1.43,95% CI
1.02-2.02).

Overall there was a (non-significant) trend for
a greater proportion of women aged 50-69 to
report receiving information compared with
older and younger women. Compared with
women aged 50-69, women over 69 were signi-
ficantly less likely to report receiving informa-
tion about two issues: physical appearance
after surgery (6% vs. 27%, PRR 0.24, 95% CI
0.06-0.94) and where to go for additional sup-
port (6% vs. 28%, PRR 0.23, 95% CI 0.06—
0.92). Women under 50 were significantly less
likely to report receiving information about the
chances of cure compared with women aged
50-69 (20% vs. 38%, PRR 0.53, 95% CI 0.29—
0.97). An exception to the overall trend occurred
with respect to information about alternative
and complementary therapies, sexuality and
relationships and breast reconstruction. For
these three issues there was a (non-significant)
trend for a greater proportion of women under
50 to report receiving information compared
with women aged 50-69.

Small differences were noted in the proportion
of women of different ages who reported using
particular sources of information. Compared
with women aged 50-69, women under 50 were
more likely to report receiving information from
newspapers (51% vs. 27%, PRR 1.90, 95% CI
1.27-2.84), magazines (65% vs. 39%, PRR 1.66,
95% CI 1.23-2.24), and television (71% vs. 54%,
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Table 5 Information received about particular issues by time since diagnosis

Received information within previous 6 months
Time since diagnosis in months

6-11 12-17 18-23 224
N = 47* N =57* N =47 N = 66*
% % % % Chi-square  Mantel
Issue 95% Cl 95% Cl 95% Cl 95% Cl test** test***
Recognizing a recurrence 16 12 9 16 1.78 0.00
7-31 4-23 2-20 8-27 P =0.62 P =0.98
Chances of cure 48 35 24 25 7.84 6.55
32-63 22-50 13-39 15-38 P = 0.05 P =0.01
Risk to family of breast cancer 27 6 9 10 11.82 4.14
15-42 1-15 2-21 4-21 P =10.01 P =0.04
Tamoxifen and other antioestrogen drugs 47 24 13 22 14.59 7.78
32-62 13-38 5-26 13-34 P = 0.00 P =0.01
Effect on family of breast cancer 26 12 11 6 9.62 7.74
14-41 4-23 4-23 2-16 P =0.02 P =0.01
Where to go for additional support 48 19 11 12 24.37 17.38
32-63 9-32 4-24 5-23 P = 0.00 P = 0.00
Arm problems and lymphoedema 38 13 9 8 20.77 15.10
24-53 6-26 2-21 3-18 P = 0.00 P = 0.00
Physical appearance after surgery 41 19 17 13 13.27 10.25
2657 9-33 8-31 624 P = 0.00 P =0.00
Complementary and alternative therapies 13 17 15 15 0.29 0.02
5-27 8-30 6-29 8-26 P =0.96 P =0.89
Menopause and hormone replacement therapy 14 4 4 11 4.70 0.05
5-29 0-14 1-15 5-22 P =0.20 P =10.82
Prostheses 31 20 9 15 8.01 5.07
18-47 10-34 2-21 7-26 P =0.05 P =0.02
Sexuality and relationships 2 4 4 0 2.68 0.73
0-12 0-13 0-15 0-6**** P =0.44 P =10.39
Breast reconstruction 11 10 17 10 1.76 0.00
4-25 3-21 8-31 4-20 P =0.62 P =0.98

*Varying levels of non-response in each category.
**Chi-square, 3 d.f.

***Wantel test = Mantel test for trend of odds, 1 d.f.
****One-sided, 97.5% Cl.

PRR 1.33, 95% CI 1.05-1.69). Women over 69
were less likely to report receiving information,
compared with women aged 50-69, from the
breast care nurse (6% vs. 24%, PRR 0.24, 95%
CI 0.06-0.96), books (3% vs. 35%, PRR 0.09,
95% CI 0.01-0.64), brochures (6% vs. 27%,
PRR 0.24, 95% CI 0.06-0.93) and the surgeon
(47% vs. 69%, PRR 0.69, 95% CI 0.48-0.99).
Women under 50 were also less likely to report
receiving information from the surgeon com-
pared with women aged 50-69 (48% vs. 69%,
PRR 0.70, 95% CI 0.51-0.96). Notably women
of all ages were equally satisfied with the support
provided by the surgeon.

There was little variation in frequency of use of
different sources of support by age. An excep-
tion occurred for women under 50 who were
more likely to report receiving support from
alternative and complementary practitioners
than women aged 50-69 (32% vs. 10%, PRR
3.3, 95% CI 1.67-6.51).

Experiences of information and support

One hundred and sixty-six (76%) respondents
provided some response to open-ended items
asking about where they had looked for infor-
mation and support and how helpful it had

© Blackwell Science Ltd 2002 Health Expectations, 5, pp.289-301
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Table 6 Sources of information used by time since diagnosis

Received information within previous 6 months
Time since diagnosis in months

6-11 12-17 18-23 24-30
N = 47* N = 57* N =47* N = 66*
% % % % Chi-square Mantel
Source 95% Cl 95% Cl 95% Cl 95% ClI test** test***
Surgeon 86 57 52 50 16.70 12.19
73-95 43-70 37-67 37-63 P = 0.00 P = 0.00
Cancer specialist 60 23 16 9 36.62 29.79
43-74 13-37 7-30 3-19 P = 0.00 P = 0.00
GP 43 36 24 25 5.64 4.86
28-59 23-50 13-39 15-38 P =0.13 P =027
Breast care nurse 34 20 14 8 12.11 11.40
20-50 11-34 5-27 3-18 P =0.01 P = 0.00
Alternative /complementary practitioner 14 9 7 8 1.67 1.10
5-28 3-20 1-18 3-18 P =0.64 P =0.30
Peer support programme volunteer 12 4 2 2 6.96 5.13
4-25 0-13 0-12 0-9 P =0.07 P =0.02
Cancer telephone information service 9 7 2 2 4.53 4.14
3-22 2-18 0-12 0-9 P=0.21 P = 0.04
Support group 7 4 7 3 1.82 0.38
1-19 0-13 1-18 0-12 P =0.76 P =0.54
Books 56 30 20 25 15.98 10.39
40-71 18-44 9-34 15-38 P = 0.00 P = 0.00
Magazines 49 43 51 40 1.67 0.39
33-65 29-57 36-66 28-53 P =0.64 P =0.53
Brochures 41 17 17 17 11.23 6.14
26-58 8-30 8-31 8-29 P =0.01 P =0.01
Newspapers 33 28 33 35 0.73 0.24
20-48 16-42 29-48 23-48 P =0.87 P =0.63
Television 53 55 54 60 0.60 0.44
38-69 41-68 39-69 47-72 P =0.90 P =0.51
Radio 14 26 22 23 2.18 0.66
5-28 15-40 11-36 13-36 P =0.54 P =0.42
Internet 7 2 4 5 1.43 0.01
1-18 0-10 0-15 1-14 P =10.70 P=0.93
Family 18 7 13 10 2.90 0.68
8-32 2-18 5-27 4-20 P =0.41 P=0.41
Friends 38 22 22 13 8.86 7.61
24-54 12-36 11-37 6-24 P =0.03 P =0.01

*Varying levels of non-response in each category.

**Chi-square, 3 d.f.

***Mantel test = Mantel test for trend of odds, 1 d.f.

been. While these women do not represent a
systematic or purposive sample, their comments
provide some insight into women’s need for and
experience of information and support. Some
women commented on difficulties they encoun-
tered in obtaining information and/or support.
These included time constraints during medical

follow-up, demands of the respondents’ busy
lifestyles and psychological barriers (see Box 1).
Other women stated that they did not wish to
look for further information and/or support.
Some considered that their needs had been
met already through existing services; others
expressed a preference to get on with living,
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Box 1 Difficulties encountered in seeking out and obtaining
information and support

Box 2 Reasons for not seeking further information and /or
support

Numerous brochures were given to me when initially
diagnosed; a lot of information was given at that stage
from surgeon and oncologist. Post-treatment there
was no information apart from asking questions at
check-ups where time is extremely limited. The first
few months after treatment is a difficult time, because
everyone thinks that you should be back to normal
and you don’t know how much to take on and you still
feel very flat from chemo, etc. (Age <50, diagnosed
12-17 months)

| haven’t looked for support probably because my life
is full and | feel well, and look well, and don’t expect
people to give it. However, when | do go to the clinic a
less hurried interview might be beneficial (too many
patients and not enough staff). The surgeon is always
very supportive and kindness itself and | really don’t
expect him to spend more time with me. Its just that |
seem to be in and out, and not any the wiser. and it
will be 12 months till the next appointment — a long
time to be wondering! Actually the clinic is the only
place where | want people to remember that | am a
cancer patient so | guess | am subconsciously ex-
pecting something additional to a physical check up.
(Age 50-69, diagnosed 24-30 months)

| haven’t had much time to look for support as | work
7 am to 3.30 pm and I'm always too tired to do any-
thing else; except occasionally. (Age 50-69, diag-
nosed 12-17 months)

| find that unless | went for help ... no one came to
me, and when you are not well and places are too far
away and not all people like me find it hard to come
forward. (Age 50-69, diagnosed 24-30 months)

Very depressed, don’t know where to turn and finding
it very hard to go it alone. (Age < 50, diagnosed
12-17 months)

while others perceived the provision of infor-
mation about breast cancer as a source of worry
(see Box 2).

Discussion

As the number of surviving women with breast
cancer increase, it is important to explore
women’s needs for information and support fol-
lowing treatment and the ways in which women
meet those needs. Exploring need rather than
satisfaction offers advantages in being able to
directly assess gaps in services, being able to

My surgery was for a 1-cm lump and | was told my
chance of recurrence and for recovery was very good. |
don’t think of myself as ‘having breast cancer’ as much
as ‘having had a breast cancer removed’. | have not
used much of the information given to me at the time
of surgery since (though | used it at the time), and feel
the most important way for me to cope is to focus on
being healthy in general - i.e. fit, good diet, etc. — and
looking out for signs of reappearance ... | don’t want
to dwell on being ill so | don’t go out looking for
information about breast cancer. | have looked for
ways to stay fit and move on with my life. | don’t see
this as denial, just don’t want to hang onto the label
and wear it like a badge. (Age < 50, diagnosed
12-17 months)

It is easier to know a little, but more important to get
on with life and not dwell or delve too deeply this ... I,
personally, believe in trying to be positive and opti-
mistic and for me to probe for answers would be
negative and demoralising especially in view of the
negative prognosis given me when first diagnosed. It
is an uphill battle as it is to keep positive and not
dwell on ‘what could happen’ without bringing the
subject to mind through seeking information. This
opinion is, of course, relevant to me and others may
differ in their approach. (Age 50-69, diagnosed
18-23 months)

After 2 years it is still the first thing | think about in the
morning. But | believe the more information | am given
the more | would worry. (Age 50-69, diagnosed
24-30 months)

[1] don’t dwell on the fact that | had cancer. Life is too
busy for me, with three children at home and a job. |
like to think it was all an awful nightmare. | must add
that while | was going through the diagnosis and all
the treatment and tests, | felt that | received the very
best advice and care possible. (Age < 50, diagnosed
24-30 months)

directly compare the magnitude of need for help
in different areas and in being able to compare
levels of need among different groups of people.*

This study shows that women continue to
have high need for information about a variety
of breast cancer related issues following the
diagnosis of breast cancer. Furthermore these
needs remain largely unmet as few women
receive information about the issues that con-
cern them. As in previous UK and Canadian
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studies of women further from diagnosis of
breast cancer, survival issues such as recognizing
a recurrence, chances of cure and risk to family
members of breast cancer are considered most
important.'>'> However quality of life issues
such as breast reconstruction; arm problems and
lymphoedema; and sexuality and relationships
are also of high importance for many women. In
this survey over 30% of respondents expressed a
high level of need for each of the 13 issues
examined.

This study confirms the results of previous
studies and demonstrates that women are more
satisfied with the information that they receive
through personal contact compared with printed
sources or the electronic media.'® In particular
women are very satisfied with the information
and support that they receive from health pro-
fessionals. In this study the surgeon was the
most frequently used and most important source
of information for women while the surgeon and
GP were the most frequently used sources of
support after family and friends. These findings
highlight the importance that women place on
receiving information in a supportive and caring
context. In the clinical encounter, information
can be tailored to meet the needs and preferences
of individual women. Furthermore health pro-
fessionals are a credible and trusted source of
information for most women.

We found that most women indicate a high
need for information about breast cancer issues
over time following the primary treatment of
breast cancer. However, these needs remain
largely unmet as women report receiving dec-
reasing amounts of information and support
from a range of sources and decreasing amounts
of information about a number of important
issues over time. While women with breast can-
cer are provided with large amounts of infor-
mation and support at diagnosis, they receive
decreasing amounts further from the time of
diagnosis. In particular contact with health
professionals diminishes with time. Women re-
port receiving less information from the sur-
geon, cancer specialist and breast care nurse and
receiving less support from the cancer specialist,
GP and breast care nurse over time. Factors

such as a lack of time at clinic visits, a general
reluctance to ask questions and feeling too un-
well to ask questions may contribute to this
decrease in information and support received
with time.

Time and resource constraints are critical fac-
tors that limit the amount of information and
support that can be provided in the clinical con-
text. More extensive use of the breast care nurse
during follow-up visits to specialist clinics could
help to reduce the level of unmet need experi-
enced by women. Increased use of GPs in breast
cancer follow-up could allow for greater oppor-
tunity to provide information and support as well
as ease the pressure on the resources of specialist
breast clinics. GP follow-up care is not associated
with any deterioration in survival or quality of
life compared with specialist follow-up.*® Other
mechanisms that could provide more informa-
tion and support are the use of consumer advo-
cates in the breast clinic and increased use of
formal support services such as breast cancer
support groups, cancer telephone information
services and volunteer peer support programmes.

We found that few women use formal support
services or the Internet for either information or
support. However, those who do are very satis-
fied with the information and support they rec-
eive. The use of breast cancer support groups
does not decrease with time. Many breast cancer
support groups include both an informational
and supportive component and expansion of
these services is likely to be valuable in meeting
women’s information and support needs fol-
lowing the primary treatment of breast cancer.

A particular strength of this study was the use
of a cohort sample, together with a high re-
sponse rate. As a result we collected a repre-
sentative sample of women that included both
users and non-users of information and support.
Furthermore the sample size was adequate to
provide precise estimates of common variables
and to examine broad time trends in information
and support since diagnosis.

There were a number of limitations of the
study. The use of cross-sectional rather than a
longitudinal design was a limitation in examining
changes with time since diagnosis and did not
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take into account cohort effects by year of birth.
Furthermore the generalizability of the study
may be limited by not assessing women treated in
the private sector. Women living in rural areas
were under-represented and non-literate women
were likely to be under-represented because of
administration of the questionnaire by post.

Conclusion

The role of the health professional, particularly
the surgeon, is critical in providing information
and support. Information provided in this set-
ting can be tailored to meet the needs and
preferences of individual women and can be
offered within a supportive context. There needs
to be greater time and opportunity for the pro-
vision of information and support within med-
ical follow-up to discuss the issues that concern
women. More extensive use of the breast care
nurse during follow-up visits to specialist clinics
and expansion of the GP role in follow-up could
help to further reduce the level of unmet need
experienced by women.

These results provide a basis for developing
effective models to routinely deliver information
and support about psychosocial and other ‘sur-
vivorship issues’ to women who have completed
primary treatment for breast cancer. The identi-
fication of important information and support
needs enables follow-up health services and other
resources to be targeted more efficiently to meet
those needs. Specific knowledge of women’s
needs may also guide the development of effect-
ive psychosocial interventions that improve
outcomes for women with breast cancer.
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