FOREWORD

Professor James Fennelly,
Chairman, National Advisory Board,
Caring about Women and Cancer (CAWAC).

The CAWAC National Advisory Board (NAB) of Ireland is delighted to produce this report
on the Irish results of the CAWAC survey, the major aim of which was to identify the female
cancer patient's perspective on all aspects of their illness from pre-diagnosis to diagnosis,
treatment and aftercare.
This report is an important adjunct to work already in process, such as the National Cancer
Strategy and specific studies being carried out by the Department of Health and Children
in relation to the management of symptomatic breast cancer throughout the country. Much
of the information from this study will further enhance the importance of the breast and
cervical screening programmes and highlight the importance of early diagnosis to medical
practitioners, policy makers, women's groups, support groups and women themselves.
Finally, can I say that this independent research study could not have been done without the
generous support of Bristol-Myers Squibb to the European Core Advisory Board (ECAB)
and the NAB.
The CAWAC report is a result of valuable input from a very large number of people as
outlined in the acknowledgements. The NAB is particularly grateful to Dr Mary Codd for
the time, effort and commitment she put into analysing the raw data, which has resulted in
this report. We are also grateful to Dillcin Consultants, specifically Ms. Arlene Fitzsimons,
for support and organisation throughout the study.

Mr. Michae1 Dempsey,
Managing Director, Bristol-Myers Squibb
"Bristol-Myers Squibb is delighted to welcome the report of the Irish CAWAC survey. We
hope that it will be a useful guide to the treatment and care of female cancer patients and
provide an insight into their perceptions of oncology care.

As a company we understand the need to strive for improvement and to simultaneously
listen to the needs of those we seek to help. We are committed to an ongoing process of
research and developmen~ with the long term aim of improving the lives of women with
cancer.
I

Bristol-Myers Squibb wopld like to acknowledge the great work of the National Advisory
Board in undertaking this survey, which is the largest ever survey of Irish women with
cancer, and in particular :to thank Professor Jarnes Fennelly and Dr Mary Codd for their
work in chairing the NAB".
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ABSTRACT

This report presents the results of a unique survey of Irish women with breast and
gynaecological cancer. The survey in Ireland was part of a collaborative pan-European
initiative known as the "Caring about Women and Cancer" (CAWAC) project, which was
set up to investigate and report on aspects of the diagnosis and treatment of breast and
gynaecological cancers in 15 European countries. Over 700 Irish women participated in the
self-administered questionnaire survey. Information was sought on their knowledge and
perceptions of cancer prior to diagnosis, their use of relevant screening tests prior to
diagnosis, their satisfaction with aspects of the diagnosis and treatment of cancer and the
impact of cancer on their relationships and lifestyle.
The key findings of the survey are:

• Women are relatively uninformed about cancer prior to diagnosis. When asked
about sources of information on cancer, television, radio and magazines are identified as
the principal sources.
Use of screening tests for breast and gynaecological cancers in the population is low,
though a high proportion of the women surveyed believe that early detection results in
improved survival from cancer.

• Almost a quarter of the women surveyed waited one month or more before seeking
medical advice for symptoms or signs of breast or gynaecological cancer.
Just over one-third of the women surveyed (37%) received their diagnosis within a week
of seeking medical attention; two-thirds were informed within three weeks of
presentation. The remainder waited one month or more before being informed of their
diagnosis (28%) or did not respond to the question(6%). This differed by cancer type;
a higher proportion of women with gynaecological cancer waited a month or more for
results compared to women with breast cancer.
Levels of satisfaction with the interval to receipt of diagnosis reflect the delays as
outlined. Of women with breast cancer, 70% were satisfied with the interval. Of
women with gynaecological cancer, only 50% were satisfied.
The majority of women were extremely satisfied or quite satisfied with the way in which
the diagnosis was communicated, the time spent in the explanation, the 'openness' of
doctors and nurses, the opportunity to ask questions and the information provided. For
88% of women, the diagnosis was communicated by a doctor in a face-to-face situation.
Two-thirds of women were treated within three weeks of their diagnosis; for 27% there
was a delay of one month or more between diagnosis and onset of treatment.

• The majority of women were extremely satisfied or quite satisfied with the information
they received about their treatment and with the care they received in hospital. They
were less satisfied with waiting times for treatment, in particular for radiotherapy. With
regard to side-effects, though satisfied with information given prior to treatment,
25% of patients who received chemotherapy found the side-effects to be worse than they
expected.
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Levels of satisfaction with the overall care received in hospital and with medical and
nursing staff were extremely high (95%), though communication between hospitals and
general practitioners could be improved.
A very small proportion of the women in this survey had been asked to participate in a
clinical trial (10%). Among those who were asked, participation was high. About half
of all women indicated that they would like to have more information before deciding.
Prior to diagnosis of cancer women believe that death is a remote consequence of cancer.
Upon diagnosis the possibility of death becomes a major concern.

• Women found greatest support at all times in their experience of cancer from family
members and friends. Patient support groups and voluntary organisations, while
valued, played a secondary role.
Once diagnosis and treatment of cancer has been completed, there is a strong sense that
women "want to put the experience behind" them and get on with their lives.
Participants' rating of their cutrent health status on a self-rating scale was very
encouraging.
The results of the survey highlight areas of cancer services for women in Ireland which are
working well and are to be commended. They also suggest aspects of care and services
which could be improved. To this end, the publication of this report occurs at an
opportune time in the development of cancer services in Ireland, coinciding as it does with
the implementation of the National Cancer Strategy through the work of the National
Cancer Forum and the National Screening Programmes for Breast and Cervical Cancer.
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INTRODUCTION

Caring about Women and Cancer (CAWAC) is a pan-European initiative set up to
investigate and report on aspects of the diagnosis and treatment of breast and gynaecological
cancers in European women. The rationale for the initiative was the perception of a relative
dearth of information about patients' perspectives of their diagnosis and treatment and the
services, support structures and aftercare available. The anticipated benefit is that the
information derived may help to identify the need for improvements in cancer services.

METHODOLOGY

Planning for the CAWAC initiative began at a European level in April 1996 with the
establishment of a European Core Advisory Board (ECAB). The ECAB is chaired by
Professor Umberto Veronesi, Scientific Director of the European Institute of Oncology
(EIO) and Chairman of the European Commission's Committee of Cancer Experts. The
board is comprised of cancer experts from throughout Europe representing leading
European cancer research institutions, educational institutions, cancer leagues, patient
movements, oncology nurses, psycho-oncologists and general practitioners.
ECAB was responsible for liaison with individual countries, including the invitation to
countries to participate, development of the survey instrument, collation of survey data and
reporting of results on a European basis.
A National Advisory Board (NAB) was established in each partiCipating country, with
responsibility for dissemination of information about CAWAC, selection of hospitals and
patients for participation and implementation of the CAWAC survey in their own country.
The Irish NAB had representatives from both Northern Ireland and the Republic ofIreland,
and comprised specialists from all relevant specialties i.e. epidemiology; general practice,
surgery, gynaecology, medical oncology; clinical oncology and cancer registration and lay
persons representing patient interest groups and public life. Meetings of the NAB were held
at every stage in the development and implementation of the CAWAC survey in Ireland.

The survey instrument

The questionnaire used in the study was developed by the ECAB and circulated to the
NAB's for critique of content, structure and language. Suggested changes were
incorporated and the necessary translations made. The final questionnaire comprised 47
questions, covering five principal domains:
1.

sociodemographic information;

11.

knowledge of cancer prior to diagnosis;

111.

aspects of the diagnosis of cancer;

iv. aspects of treatment received, including levels of satisfaction; and
v.

impact of cancer on personal relationships and lifestyle.

Questions were almost exclusively in a closed format i.e. options were presented requiring
a tick for response. In pre-testing it was estimated that completion of the questionnaire
would take approximately 30 minutes.

Carmg about women and canc~r
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All hospitals on the island of Ireland were stratified by location (Health Board) and type,
i.e. whether Specialist/Academic or General, prior to selection. This was to ensure that each
area of the country would be represented and that patients attending both specialist and
general hospitals would have an opportunity to express their views. The hospitals chosen for
participation are given in Table 1.
I

Table 1: CAWAC

~m\'ey,

Ircl.lIld: Hospitals selected to participate

University Hospitals

Belfast City Hospital Trust
Royal Hospital Trust, Belfast
St. James's Hospital, Dublin
St. Vincent's Hospitals, Dublin
The Mater Hospitals, Dublin
University College Hospital, Galway

Specialist Hospitals

St. Luke's Hospital, Dublin
The National Maternity Hospital, Dublin

General Hospitals

Letterkenny General Hospital
Limerick Regional Hospital
Mercy Hospital, Cork
Portlaoise County Hospital
St. John's Hospital, Limerick
Victoria/South Infirmary, Cork
Waterford Regional Hospital

In each hospital a consultant involved in the diagnosis and treatment of women with breast
and/or gynaecological cancel" was asked to act as the CAWAC co-ordinator with
responsibility for implementation of the CAWAC survey in their own hospital. This
included securing their agreement to identify nurse t'1cilitators to distribute the survey and
19)
agreement to have some of theil" patients apptoached. All consultant co-ordinators
and nurse facilitators (n=31) who were approached agreed to participate.
The chairperson and co-chairperson held information meetings with consultant coordinators to discuss the ptoposed questionnaire content and distribution, and to receive
approval from their ethical committees for the distribution of the questionnaire within the
hospital.
Agreement was reached on patients that could be selected for inclusion in the survey e.g.
inpatients, outpatients and day cases. Criteria for participation were also identified i.e.
patients who were over 18 years, who knew their diagnosis and who were sufficiently well
to complete the questionnaire.
A series of information meetings was held with nurse facilitators. The purpose of these
meetings was to outline the background and rationale of the survey, review the
questionnaire, specify the types of patients who should be approached and prepare answers
to anticipated questions. Particular emphasis was placed on the need for independent
completion of the questionnaire by patients without help from nursing or medical staff.
Patients were encouraged to answer all questions, even those of a sensitive nature, as
honestly as possible with tlle assurance that all responses would remain completely
anonymous. In particular an individual response would not be known to the patient's
doctor.
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The rationale for, and design of, the survey were presented to officials of the Department of
Health and Children in the Republic and the Department of Health and Social Services in
Northern Ireland prior to distribution to patients. Both Departments endorsed the project
enthusiastically, indicating that the resultant information should be of great interest and
value in planning future services. The Chief Executive Officers and Directors of Public
Health of each Health Board were circulated with CAWAC materials, including survey
design and questionnaire. The survey was also announced in national and local newspapers
in an effort to enhance participation.

Fieldwork

Distribution of the questionnaire took place over a six week period from May 1997. The
targeted number of responses for all of Europe was 15,000. The target number of responses
for individual countries was based on population; on this basis the target response for all of
Ireland was 500. Given an anticipated response rate of approximately 30%, it was decided
to circulate a minimium of 1,500 questionnaires throughout Ireland. Replies were to be
returned in a prepaid envelope to Wirthlin Europe, a UK-based company specialising in
research and analysis.

Data analysis

Data from all participating countries were collated and analysed by Wirthlin Europe. A panEuropean report based on these data has been compiled and is being published under the
editorial direction of ECABI. Each NAB was then free to publish CAWAC data pertaining
to the survey in their own country. Wirthlin Europe undertook to present the aggregate
results of the survey in each country for publication and dissemination locally. In addition,
the raw data for Ireland were requested and received for further analysis and discussion.
These data were analysed by a member of the NAB using an interactive statistical analysis
system, i.e. SAS for Windows, Release 6.122. This provided the Irish NAB with maximum
flexibility in rclation to questions of interest, as well as the opportunity for indepth analyses
of specific issues.
For the purposes of analysis, respondents were divided into two groups based on their
responses to a question enquiring about the type(s) of cancer for which they were currently
receiving treatment or consulting a doctor. The groups were:
(a)

those currently being assessed or treated for breast cancer; and

(b)

those currently being assessed or treated for a gynaecological cancer,
i.e. cancer of the ovary, uterus, cervix or vulva.

A respondent who indicated having had a previous cancer which was different to the one
currently being assessed or treated was grouped according to the current cancer.
Data on all questions in the questionnaire were summarised in distribution tables and
narrative form, and circulated to all NAB members for comment. This report is based on
the analysis as described and input from all NAB members into the interpretation of results.

(anng about Women and
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A total of 1,815 CAWAC questionnaires were distributed to female cancer patients in the
hospitals selected in Ireland in the study period. Feedback from nurse facilitators was
uniformly encouraging in relation to patient acceptance of the questionnaire. A total of 734
responses were received, an overall response rate of 40.4%.
Of the 734 respondents, 33(4%) could not be assigned to either the breast cancer or the
gynaecological cancer groups because of incomplete or inadequate information provided.
These were excluded from further analysis. The remaining 701 responses form the basis of
all results in the report. There were 534 women (76%) with breast cancer and 167 women
(24%) with gynaecological cancer in the study group.

Sociodemographic
characteristics

The principal sociodemographic characteristics of the cancer groups combined and
separately are given in Table 2. Approximately one-third of the study group was < 50 years,
with 44% aged 50-64 years. Two-thirds of all patients were married or had a partner; this
proportion was higher for breast cancer patients (69% vs 59%). A somewhat higher
proportion of breast cancer patients had children (81% vs 69%). There was no difference
between the groups with respect to educational level achieved.
Table 2: CAWAC ~lIr\'ey, IJ'cland: Sociodcmographic characteristics

- Secondary
- University

92

• Percentages do not add up ro 100% duc ro lack of response
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Examination of distances to be travelled for rreatment revealed that almost 60% of patients
could get to their treatment centre within one hour. A further 23% were between one and
three hours away and 7% travelled for over three hours for treatment. Payment for
treatment was undertaken by the State in some 60% of cases; in 35% of cases payment was
made privately, through a health insurance agency or through a combination of private and
State payments.
T.lble 3: CA\VAC Survey, Ireland: Access to trc.ltment

• Percentages do not add up to 100% due to lack of response

Clinical features

While few clinical details of the cancers in question were sought from respondents, the
interval between the diagnosis of cancer and completion of the questionnaire was
established (Fig.1). The median interval between diagnosis and completion of the
questionnaire was 24 months in the breast cancer group and 18 months in the
gynaecological cancer group.

Fig 1: CA'WAC Survey, Ircl.md: Years from diagnosis

to

questionnaire
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NR=No Response
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Respondents were also asked to indicate if the cancer tor which they were currently being
assessed or treated was the initial presentation of the cancer, or a relapse of a previous cancer.
For the great majority of patients this was the initial presentation of their cancer. Of the
breast cancer patients 84% (n=451) indicated that this was a first cancer; 11% (n=61)
indicated that it was a relapse; 4% (n=23) did not respond to this question. The equivalent
results for gynaecological cancers were 84% (n 140), 10%
17) and 6% (11=10)
respectively.
While it may be of interest to examine potentia! ditlerences in responses to a variety of
questions between initial and relapsed cases of cancer, the number of relapsed
gynaecological cancers was too small to permit any valid conclusions based on such analysis.
Comparisons have been made in certain instances between initial and relapsed breast
cancers, though once again the number of patients with relapsed cancer is small.

Kt~owledge

and

perceptions ofcancer
prior to diagnosis

A series of questions to ascertain knowledge and perceptions of cancer prior to diagnosis
were asked. The vast majority of women (80%) knew little about cancer prior to being
faced with the diagnosis. Whatever knowledge women had acquired had come primarily
from TV, radio, magazines, books and personal contacts sllch as family members. Of
particular note is that only 14% of women identified the health professions, including
public health information, as a source of information on cancer, while only 3% credited
voluntary organisations with acquisition of such knowledge. These proportions did not
differ by cancer type.

'l:lhlc 4: CA\VAC S+·yey, Irel.1I1d: Knowledge .md perceptions of e.meer priw' to di.lgnosis
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The vast majority of women (81 %) believed that survival from cancer is good if detected
early, but that it depends on the type of cancer (54%). Interesting public perceptions in
relation to causes of cancer come through, with 46% believing it can be caused by stress,
38% by the environment and 35% by familial factors. Prior to diagnosis, only 9% believed
that the diagnosis of cancer was a harbinger of death. These proportions did not differ by
cancer type.

Health thecks prior
to tamer diagnosis

Women were asked to indicate their use of relevant health checks prior to the diagnosis of
cancer. Among those with breast cancer, 363 (68%) claimed to have engaged in some
breast check. Of those who did, breast selt:examination was the most popular, having been
undertaken by 298 patients (82%). This was either alone (n=226) or in combination with
breast clinical examination (n=17), mammography (n=35) or both (n=20) (Fig.2a).
Mammography, alone or in combination with breast selt:examination or clinical
examination was undertaken by 104 patients (29%). It is worth noting, however, that this
number represents just 19% of all breast cancer patients in the study (104/534).
Among those with gynaecological cancers, 49% (n=82) claimed to have had routine
gynaecological examination, cervical screening or smear test. Most commonly sought was
the smear test (n=60) either alone (n=43) or in combination with cervical screening
(n= 11), routine gynaecological examination
or both (n=2) (Fig. 2b). It is not clear
from the questionnaire how patients made a distinction between cervical screening and
smear testing. Cervical screening / smear testing was undertaken by 46% (76/167) of all
gynaecological patients in the study (Fig. 2b).
The proportion of breast cancer patients who had any gynaecological health check was 27%
(n=142); 26% (137/534) had cervical screening / smear testing. The proportion of
gynaecological cancer patients who had any breast health check was 35% (n=58). Only
19% (31/167) had mammography.
Fig. 1 CAWAC Sun'cy, It'e1and: Scrccning IllC.1Sllrcs prim to canccr diagnosis
Fig 2a: BREAST CANCER
(n=534)
BREAST
SELF EXMAINATION
(n=298)

BREAST
CUNICAL EXAM

41 (1196)

MAMMOGRAPHY
(n=104)
No Response = 171 (32%)

(n=63)

Fig 2b: GYNAECOLOGICAL CANCER
(n=167)
GYNAECOLOGICAL
CHECKUP
(n=14)

CERVICAL
SCREENING

(n"'29)

43 (5296)

PAP SMEAR
(n=60)
No Response=85 (51%)
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A series of questions enquired about aspects of cancer diagnosis including discovery of
symptoms/signs, methods by which and by whom the diagnosis of cancer was imparted and
the patient's level of comfort with this. The discovery of signs varied by cancer type. Threequarters of those with breast cancer (397/534) discovered the cancer themselves compared
with 40% (66/167) of those with gynaecological cancers. The corollary of this is that 60%
of gynaecological cancers were first detected by a docror compared with 20% of breast
cancers. Screening methods identified the cancer in 15% of women surveyed.
The majority of women with gynaecological cancers (75 %) had no suspicion of cancer prior
to the diagnosis. This was considerably higher than the proportion of women with breast
cancer who suspected they might have cancer prior to their first visit to a doctor (44%).

Communication of
the cancer diagnosis

The doctor in face to face situations remains overwhelmingly the most important means of
communication of the diagnosis of cancer. The majority of women (74%) were happy
about the situation in which they were informed (i.e. alone or with others). Twenty percent
indicated they were not happy with the situation in which they were informed. However,
it was not possible to ascertain from this survey what preferences they might have had.
Table 5: CAWAC

J

~lIrvcy,

IrcJ.lI1d: Aspects of cancer diagnosis
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in

the chain of events leading to adequate

(a)

the interval between development of symptoms / signs and attendance
at a doctor;

(b)

the interval between attendance at a doctor and receipt of diagnosis; and

(c)

the interval between. diagnosis and onset of treatment.

Examination of the interval between development of symptoms I signs of cancer and
attendance at a doctor revealed that 46% of women with breast symptoms presented within
one week compared with only 17% of women with gynaecological symptoms (Fig.3a). A
further 12% and 8% respectively sought medical attention in 2 to 3 weeks from onset of
symptoms. Almost one-quarter of all women waited one month or more before presenting
with symptoms/signs of cancer. One remarkable point about these data is the high
proportion of women with gynaecological cancers who did not answer this question (47%).
Fig 3a: CA\YAC Survey, Ireland: Interyal (weeks) from symptoms to presentation
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fig 3h: CA\YAC Sun'cy, Ireland: Interval (wccks)
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Fig .'k: CAWAC Survey, Ireland: Illtel·v.ll (weeks) ti'om di.lgnosis to trc.ltmcnt
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The second interval of importance is the period between presentation to a doctor and receipt
of diagnosis. Among those with breast cancer, 39% received their diagnosis within one
week; a further 31 % received their diagnosis in 2 to 3 weeks (Fig. 3b). Among those with
gynaecological cancer, these proportions were 29% and 20% respectively. Almost onequarter (23%) of breast cancer patients and 41 % of gynaecological cancer patients waited
one month or more for their diagnosis.
The third interval of importance is the interval between diagnosis and treatment. Of those
with breast cancer, 39% were treated within one week; a further 28% were treated within 2
to 3 weeks (Fig.3c). Among those with gynaecological cancer, the comparable proportions
were 26% and 35% respectively. One-quarter (25%) of breast cancer patients and 32% of
gynaecological cancer patients waited one month or more after diagnosis for their treatment.
Despite this, 82% of breast cancer patients and 86% of gynaecological cancer patients
regarded their treatment as being prompt.

Satisfaction with
aspects of cancer
diagnosis

Respondents were asked to rate their satisfaction with several aspects of the diagnosis of their
cancer according to whether they were extremely satisfied, somewhat satisfied, neither
satisfied nor dissatisfied, somewhat dissatisfied or extremely dissatisfied. Results, which have
been summarised into categories of satisfaction (extremely and somewhat satisfied) and
dissatisfaction (somewhat and extremely dissatisfied), are presented in lable 6.
Table 6: CAWAC !Sur"ey, Ireland: Satisfaction with aspects of cancer diagnosis

* 'lbtal of satisfied and dissatisfied do not add up to 100%. The balance is made up of those who were non-committal
(answered 'neither satisfied nor dissatisfied') or who did not reply to the question

Of particular note is that approximately three-quarters of breast cancer patients appear
satisfied with the time between presentation and diagnosis, time spent with hospital doctors,
the degree of openness of doctors and nurses, how the diagnosis was explained, privacy,
opportunity for questions and the amount and usefulness of information provided. Women
with gynaecological cancers appeared less satisfied, with approximately two-thirds indicating
satisfaction with all of aspects of diagnosis outlined above. This was particularly true for the
interval between presentation and diagnosis (57% satisfied) which concurs with the finding
that over 40% of gynaecological cancer patients had to wait one month or more for their
diagnosis. Both breast and gynaecological patients appeared to suggest that additional time
with their GP would have been welcome.

CurIng about Women and Cancer

Main flan and
concerns of
cancer patients

Page 14

Questions relating to the main fears and concerns of women diagnosed with breast!
gynaecological cancers revealed that most women are concerned about the cancer becoming
more widespread (75%) and that they might die from it (62%). This was particularly the
case with patients who had relapsed. Fewer were concerned about pain and suffering (37%)
or side-effects of treatment (42%). More than two-thirds felt their husband I partner and
families would cope and that they could continue to look after their children.
Understandably, a higher proportion of women with breast cancer were concerned about
the effect on their physical appearance (27% compared with 9% of gynaecological cancer
patients) though the actual proportion was not remarkably high. Very few feared rejection
by their husband I partner (8%) or were concerned about the impact of the cancer on their
sex life (10%) or fertility (3 %). Equally few were concerned that they might not receive the
best treatment for their cancer (9%).
Table 7: CAWAC Surycy, Ireland: l\'iain fcars and concerns
- GYNAE

CANCERS
Total

cope·
Family would not be able
: .::'. I would not be able to take
of my children
~ It would change my physical

120 '(22)

• Numbers do not add up to 100% due to lack of response
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Combi'lmtWns of
treatment given

Among patients with breast cancer, 473 (89%) had surgery, 235 (44%) had chemotherapy
and 290 (54%) had radiotherapi' Among those with gynaecological cancers, 141 (84%)
had surgery, 109 (65%) had chemotherapy and 40 (24%) had radiotherapy. The
combinations of treatment are shown in Fig. 4 and Table 8.
fig,
4: CAWAC
v

I

SurVCY,
I'

Ireland: Tv\)cs
of Trc.ltmcnt for
,r

Fig 4a: BREAST CANCER
SURGERY
(£1=473)

CHEMOTHERAPY
(£1=235)

CUlCCt'

Fig 4b: GYNAECOLOGICAL CANCER
SURGERY
(£1=141)

CHEMOTHERAPY
(n=109)

19 (4%)

RADIOTHERAPY
(n=290)
No Response = 19 (4%)

9 (5%)

RADIOTHERAPY
(n=60)
No Respoose

4 (2%)

I

Table S: CAWAC Survcy,
Ircl.lIld: Comhinatiolls oftrcatmcnt
I
•

Satisfoction with
aspects ofcancer
treatment

Patients were asked to rate their satisfaction with the following aspects of their cancer
treatment:
(a)
information on what to expect from the treatment;
(b)
waiting time in hospital;
(c)
the care they received during treatment; and
(d)
information on possible side-effects.

Curing about Women and Cancer
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The great majority of breast cancer patients who had had surgery, radiotherapy or
chemotherapy were extremely satisfied or quite satisfied with the information given them
on what to expect from their treatment (Fig. Sa). The majority of gynaecological cancer
patients were also extremely satisfied or quite satisfied with the information they received.
However, they were on average less satisfied than the breast cancer patients (Fig. Sa).

fig :;a: CAWAC Survey, Ireland: Satist:lCtion with int<JrIn.ltion on what to expect
100.-~------------~~------------------------

80
%

60

40

•

Gynaecological

20

o
Breast cancer patients were quite satisfied with waiting time in hospital (86%) for surgery
(Fig. 5b). They were less satisfied with waiting time for chemotherapy (69%) and
radiotherapy (65%). Levels of satisfaction among gynaecological patients were lower for
all modalities of treatment. Of particular note is the relatively low level of satisfaction of
waiting time for radiotherapy (57%).
Fig 5b: CAWAC Survey, lrehlnd: Satisfaction with waiting time in hospital
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Levels of satisfaction with the care received in hospital were high for all modalities of
treatment in both breast and gynaecological patients
5c).
Fig 5e: CAWAC Survey, h'eLmd: SatisElCtion with c.me received in hospital
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Satisfaction levels with information on side-effects on all types of treatment were only
moderately good in both groups of patients (Fig. 5d). Least satisfied were patients
undergoing surgery.
I

Fig
5d: CAWAC Sun'cv,
Ireland: Satisfaction with infonn,niol1 on side-effects
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Satisfaction ratings with aspects of hormone treatment need separate comment for two
reasons:
(a)
thc number receiving hormone therapy was relatively small; and
(b)
a high proportion of those who received hormone therapy did not answer the
questions. Reasons for this are unclear, but may be related to difficulties with
understanding aspect~ of hormone therapy.
Because of this we feel unable to include these data in the analysis in a meaningful way.
Additional aspects
ofcancer treat1ncnt
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The vast majority of patients indicated that the treatment was either not as bad as they
expected or about what they expected (Table 9). This was the case for 86% of those who
had had surgery, 83% of those who had had radiotherapy, 67% of those who had had
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chemotherapy and 57% of those who had had hormone treatment. There was no
substantial difference in these proportions by cancer type. Of note is that one-quarter of
patients receiving chemotherapy indicated that the treatment was somewhat worse than
they expected.
In response to a question regarding current knowledge about their disease, more than half
indicated that they now knew 'a lot' about cancer. This is in contrast to the 80% who
indicated that prior to diagnosis they knew 'little' about cancer. It is of note, however, that
some 40% of patients indicated that they still knew 'little' about cancer even after diagnosis
and treatment.

Participation in
clinical trials

Approximately 10% of patients were requested to participate in clinical studiesjrandomised
controlled trials involving drug therapy Of those requested, a high proportion (68%
overall) agreed to participate. Of particular note is that 46% of the total surveyed indicated
that they would need to know more before deciding about participation (Table 10).
Table 10: CAWAC Survcy, Ircland:

P~1l"tieipation

PARTICIPATION IN CLINICAL
TRIALS

I

Request to participate in clinical trials
If yes, agreed to participate
Need to know more before deciding

Additional
treatments

in clinical trials

BREAST
CANCER
n=534

GYNAECOLOGICAL
CANCERS
·n=167 .

n :%

n::' %.

47 (9)
31 (66)
246 '(46)

25 : (15)
18 : (72)
74 : (44)

..

.~nT:~:'.l
n.. :.%
72 :(10)

49 (68)
320 ;(46)

Although few patients engaged in any particular additional actlvltles or treatments
complementary to their conventional treatment, 300 (43%) engaged in at least one of the
activities listed. The activities found to be most important were spirirual practice and
relaxation techniques. Of particular note is that few patients became involved in patient
support group meetings; only 7% indicated their use of this activity.
"Elble 11: CAWAC Survey, Ireland: Additional tl"catmcnts
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The vast majority of breast and gynaecological patients were extremely satisfied (82% and
87% respectively) or somewhat satisfied (12% and 8% respectively) with the overall care
they received. Thus, 94% and 95% respectively were satisfied with this aspect of care. Twothirds were satisfied with the cancer knowledge of their general practitioners. It should also
be noted that communication between hospitals and general practitioners could be
improved, as could co-ordination of treatment across hospital departments .
I

T.lblc 12: CAWA<CI SlI1,'c\',
Ircl,md: Satisfaction with medical staff
•

- Treatment'
- Ability of
with cancer
. Cancer Knl[)Wlea{!c
Accessibility to

60; (11)
41 (7)

, Total of satisfied and dissatisfied do not add up to 100%. The balance is made up of those who were noncommittal (answered 'neither satisfied nor dissatisfied') or who did not reply to the question

Emotional
and practical

support

It would appear that immediate family, including husband, children and parents, were the
most important source for emotional and practical support for breast cancer patients at all
stages of their cancer diagnosis, treatment and post hospitalisation period. Of interest is the
fact that other family members and friends were more important to gynaecological cancer
patients when told the diagnosis than immediate family. This may relate to the sensitive
nature of the diagnoses. Employers and colleagues had a small role in emotional and
practical support for cancer patients at any time. Cancer support organisations and patient
support groups were also less important as were social workers and psychologists.
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Table 13: CAWAC Survey, Ireland: Emotional .Hld p"actical support
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Approximately half of the breast cancer patients indicated that a support group was available
to them in or through the hospitaL This is substantially ditferent from the proportion of
gynaecological patients (14%) who indicated same,
Patients felt that they would benefit more from liaison with a small group of fellow cancer
patients than from a large group. They were also interested in written material, personal
counselling with a cancer patient and in a telephone help line such as that provided by the
Irish Cancer Society. The times at which patients needed support most were during the
period awaiting diagnosis, before and after surgery and upon their return home from
hospitaL This emphasises the need for continued support after hospitalisation and
completion of treatment. A higher proportion of gynaecological cancer patients indicated
their need for support before and during chemotherapy (39% and 46% respectively).
It is worth noting that 16% of patients indicated that they had financial problems as a result
of their illness. Of these, more than half sustained either job loss or decrease in salary. It
should also be noted, however, that two-thirds of patients had no tinancial difficulties
relating to their illness.

RetatifJ't1ships
and lifostyle

For the majority of patients the cancer did not affect their relationship with their immediate
family and friends. A high proportion did not provide answers to this guestion in relation
to parents, employers and colleagues. Of particular note is that three-guarters of patients
said that the cancer had made them value their life more and be less concerned about minor
problems. Also of note is that more than half of the patients 'only wanted to put this behind
them'. Only 20% indicated some negative impact on their sex life as a result of their cancer.
More than half felt that their husband I partner had coped well.
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Tahlc 14: CAWAC Sun'cv, Ireland: Rc1.1tionshins .md lifcstyle
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Activities in which patients had become invo.lved since their diagno.sis included o.btaining
information about their disease and talking about cancer/helping other sufferers. However,
very few participate in structured support groups.

,

Experiences
(JUtside hospital

T~lblc

15: CAWAq Survey, Ireland: Experiences outside the hospital
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Only 40% of breast cancer patients and 26% of gynaecological cancer patients were satisfied
with practical advice given them on how to cope with life and recovery after the diagnosis
and treatment of cancer (Table 14). Even fewer (25% and 11 % respectively) were satisfied
with the possibilities of making contact with fellow patients, However, more than 80% of
breast cancer patients and almost the same proportion of gynaecological cancer patients
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appeared quite happy with the frequency with which they see their cancer specialist or
general practitioner. Furthermore, more than half of all patients rated themselves ~ 80 on
a self-rated current health status scale of 0-100 at the time of completion of the
questionnai re.

DISCUSSION

This survey of a sample of Irish women with known breast and gynaecological cancers has
provided the opportunity to examine several aspects of the delivery of cancer services in
Ireland. It comes at an opportune time, coinciding as it does with the implementation of
the National Cancer Strategy through the National Cancer Forum and the development of
the National Screening Programmes for breast and cervical cancer.
The remit of the survey was very broad in its attempt to address aspects of breast and
gynaecological cancer at all stages, beginning with women's knowledge and perceptions of
cancer prior to diagnosis and their use of relevant health checks, through several aspects of
cancer diagnosis, treatment and aftercare.
The strengths of the study lie in the distribution of the survey to female cancer patients
throughout the island of Ireland, and not just treatment centres in the major cities.
Furthermore, patients attending both general and specialist hospitals were asked to
participate. The study is somewhat limited by the fact that participants were not randomly
selected from the population of women with breast and gynaecological cancers. This,
however, would not be possible without identifying women by name from a central
repository of cancer patients, with the attendant ethical implications.
The relative proportions of breast and gynaecological cancers in the study group (74% and
26% respectively) are quite similar to the distribution of incident breast and gynaecological
cancers reported to the National Cancer Registry 1996 (67% and 33% respectively)'.
Furthermore, the age distribution of the CAWAC survey patients is similar to that of
patients reported to the National Cancer Registry.
The response rate of 40% among those asked to participate is somewhat higher than usual
for this type of self-administered questionnaire, where the responsibility is on the patient
herself to return the questionnaire to a central agency<. In this respect the diligence of the
consultant co-ordinators and nurse facilitators in the participating hospitals must be
acknowledged. Also of value in enhancing the response rate was the assurance of complete
confidentiality in relation to responses provided.
Thus, while there are acknowledged limitations to the patient selection, the data
accumulated in this survey provide a view of the adequaC)~ or otherwise, of services for
female cancer patients in Ireland.
There are several findings worthy of comment. Data relating to access to treatment indicate
that 60% of patients in this survey are within one hour of a cancer treatment centre. A
further 23% travel between one and three hours. One aim of the National Cancer Strategy
is to reduce the travel requirement for 85% of cancer patients by providing adequate cancer
services in their region. Thus, the number of patients who have to travel for longer than
three hours will be reduced.

Canng about women and cd1lcer

Women are relatively uninformed about cancer prior to being faced with the diagnosis. This
is probably not peculiar to women but most likely applies to the whole population. Herein
lies an oppornmity to improve the level of general knowledge of cancer, including awareness
of the signs and symptoms for which to be vigilant as well as the relevant early detection
measures which can be undertaken. For agencies charged with the task of increasing
awareness of cancer in the population, a key finding relates to the methods which appear to
be effective in transmitting information. Principal among these are television and radio,
magazines and books. The medical and nursing professions and public health information
are failing to get the message across about cancer or at least are not being identified with
information propagated through the media and print.
Of particular note is that levels of specific screening activities for breast and gynaecological
cancer are low. Thus, only 19% of both breast cancer and gynaecological cancer patients in
this study had previously had a mammogram. Only 26% of breast cancer patients had ever
had cervical screening / smear testing. This proportion was somewhat higher in those who
developed gynaecological cancer (46%). It is not possible to ascertain the extent to which
these proportions are confounded by or confused with investigations carried out just prior
to, or at the time of, diagnosis of the cancer.
These estimates of engagement in relevant health checks must be of interest to the National
Breast and Cervical Screening Programmes which are due to begin in the near future. It is
somewhat disappointing that such a small proportion of the female population appear to
participate in screening activities. On the other hand, the majority of women believe that
early detection of cancer offers the best possibility of a good outcome. Therefore, vigorous
and well resourced publicity campaigns for the screening programmes should help to ensure
good participation among members of the target populations.
A key finding of this study relates to the unacceptably long intervals (a) between the
recognition of symptoms or signs of cancer and presentation to the medical profession, (b)
between presentation and receipt of diagnosis and (c) between diagnosis and onset of
treatment. It would appear that women with breast symptoms are more likely to attend
earlier and are also more likely to receive their diagnosis sooner than women with
gynaecological cancers. This may relate in part to aspects of services for gynaecological
cancers. However, as part of public health education programmes, women must be
encouraged to attend their GP sooner when symptoms potentially indicating cancer
develop. It was not possible to explore reasons for delays in diagnosis and start of treatment
in this survey However, based on these data it would appear that all
of the processes
of diagnosis and treatment need to be expedited.
It is encouraging to note that respondents in this survey were, by and large, satisfied with
several aspects of the diagnosis of their cancer. Specifically, patients appeared satisfied with
the time spent with them by hospital doctors, the degree of openness of doctors and nurses
and the manner in which the diagnosis was explained. This is similar to findings in a study
from Norway which indicated that satisfaction with information was predicted by
perceiving physicians as being personally interested, being informed in the physicians'
offices or oncology departments and extended time spent on discussionS. Of interest is that
43% of patients in that particular study were informed of their diagnosis by telephone, letter
or in the corridor / on the roundS.
One of the main fears of newly diagnosed cancer patients is that they might die from the
cancer (62%). This contrasts sharply with the perception, prior to diagnosis, of death as a
possible outcome of cancer (9%) and highlights the immediate anxiety felt by cancer
patients about their survival. A study by Luker et aI examined the specific information needs
and sources of information for 105 women with breast cancer at two points in time, i.e. at
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diagnosis and 21 months after diagnosis 6 • At diagnosis the priority information needs
concerned survival issues. Further out from diagnosis, survival issues were still a concern
but not to the same extent. Information sources at the time of diagnosis were primarily the
specialist breast care service, while at later times women received most of their information
from media sources primarily women's magazines 6 • Patients 111 this survey were generally
satisfied with the methods of communication of their diagnosis, which was primarily
undertaken by a doctor in a face to L.1.ce siUlation.
Levels of satisfaction with cancer treatment were high, in particular, in relation to
information on what to expect from treatment and the care they received during treatment.
This is similar to the findings of Herity et al in a sUldy of the needs of cancer patients and
their relatives at two Dublin hospitals 7 •
Satisfaction with radiotherapy services were reduced. It is anticipated that access to
radiotherapy will improve with the implementation of the National Cancer Strategy and
development of these services.
Patients generally were well informed about what to expect from their treatment. It is worth
noting, however, that for 25% of patients who had chemotherapy, the treatment was worse
than they had expected. This suggests that the information they received prior to treatment
was either inadeguately communicated or not completely understood. A study of the
discordance between physicians' estimations and breast cancer patients' self-assessment of
side-effects of chemotherapy concluded that patients reactions to treatment may be more
individualistic than anticipated·. Therefore, a better understanding by physicians of cancer
patients is necessary to improve quality of careR.
The use of alternative treatments by women who received standard therapy for breast cancer
has previollsly been investigated. In a surdy of 480 newly diagnosed patients, 28% used
alternative medicine after surgel)~ This was found to be associated with a greater degree of
psychosocial distress and poorer quality of life". In this study, while no onc form of
alternative therapy/psychological therapy was used to a great extent by patients, a relatively
high proportion (43%) of all patients used at least one additional method. Most important
among them were spiriUlal practice and relaxation techniques. Perhaps this indicates a
heretofore unidentified degree of anxiety and need for support among female cancer
patients in Ireland, and almost certainly warrants further investigation.
Sources of emotional support for respondents to this survey were primarily their immediate
families, friends and health professionals. Cancer support organisations and patient support
groups played a lesser role. These findings conCUf with the findings of Slevin et al who
reported that the three most important sources of emotional support for cancer patients
were family (73%), senior registrars and (73%) consultants (63%)"'. Patients preferred
doctor and nurse led support groups to patient led groups (26% vs 12%). Family was noted
to be of greatest importance in a sUldy by Rustoen et ai, which also emphasised the
importance of family relationships and the social network for the quality of life of cancer
patients ll • In fact, Dow et al have stated that quality of life in cancer survivors hip means
that surviving is a family experience. Cancer does not occur as an individual, isolated
experience but rather as an illness that has an impact on the entire familt'.
In conclusion, communication at all levels and between all actors in the cancer arena
emerges as a most important component of adeguate diagnosis, treatment and aftercare of
cancer in women. Thus, the ease with which women can communicate with their general
practitioner Of their first point of contact with the medical profession may dictate the
rapidity with which they seek help for symptoms. Timely and sensitive communication of
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the diagnosis of cancer may go a long way towards alleviating anxiety women feel at the
time of diagnosis. Improved communication between hospital departments may help to
expedite treatment schedules. Adequate communication between hospitals and general
practitioners may empower GP's to deal in a comprehensive and informed way with their
female cancer patients. Communication in families will contribute to the emotional
support, social well-being and ultimate quality of life of cancer patients.

RECOMMENDATIONS

Targeted health promotion / education programmes should be aware of the most
effective methods for transmitting health-related messages.

•

Women should be encouraged to seek medical advice for suspicious symptoms ot signs
as soon as is practicable.
Reasons for delays in informing women of their cancer diagnosis, and in initiating the
required treatment for cancer, should be examined. This should be followed by
implementation of specific measures to shorten these intervals.

•

The medical and nursing professions should be encouraged to continue to be very clear
about the information they impart to patients. Particular attention should be paid to
the time spent discussing the side effects of chemotherapy.

•

Methods of communication between hospitals and general practitioners should be
examined with a view to becoming more effective in the interest of general practitioner
knowledge and patient welfare.
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