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by Cristina Carrera 

The number of diagnoses of ductal carcinoma in situ (DCIS) of the breast has 
increased considerably since the introduction of the National Health Service Breast 
Screening Programme (NHSBSP), but the general public seems to be largely 
unaware of this condition. Despite the growing number of biomedical studies 
devoted to DCIS, the psychological aspects associated with this condition have 
been neglected so far. This thesis is concerned with these issues and presents three 
different but complementary studies. 

A study of epidemiological data provided evidence for the above mentioned 
increase in the number of DCIS diagnoses in the old Wessex region together with 
the likelihood of continuing increases in the near future. 

A second study involving a breast screening questionnaire, which was completed 
by 1,190 women employed by the University of Southampton in the autumn of 
1998, showed that despite the NHSBSP and the increased media attention devoted 
to breast cancer, there are still misconceptions and a lack of knowledge about the 
disease in general and about DCIS in particular. 

Finally, an in-depth longitudinal study of 13 women diagnosed with DCIS, who 
were followed up for the first six months after diagnosis, was carried out. The 
analysis of both quantitative (questionnaires) and qualitative (semi-structured 
interviews) data revealed that patients suffered from high psychological morbidity 
levels at diagnosis, although these decreased at follow-up. They were unaware of 
DCIS prior to diagnosis. The information they received was mainly disease- 

related, and although on the whole declared themselves to be satisfied with it 
information gaps became apparent as the interviews proceeded, and some women 
still had information needs at follow-up. Despite the potential for DCIS patients to 
become involved in the treatment decision-making process, most of the participants 
in the present study were not given a choice of treatment. Many of them were 
satisfied with this, as they preferred to play a passive role in the treatment decision- 
making process, particularly at diagnosis. However, a minority showed a 
preference for a more active involvement at all times. 
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Introduction 

Introduction 

Despite the fact that the number of diagnoses of DCIS has increased considerably 

since the introduction of the NHSBSP in the late 1980s, there is a lack of 

psychological studies examining this condition. The present thesis is concerned 

with the psychological aspects associated with the detection, diagnosis and 
treatment of DCIS. 

Chapter One presents an overview of the literature. It starts by defining what DCIS 

is and explaining its natural history and epidemiology. The detection, treatment 

options, information issues, and psychological morbidity levels associated with this 

condition are also discussed. 

Chapter Two presents the first study of this thesis, an epidemiological study of 
DCIS data. Data from 766 DCIS cases diagnosed between 1988 and 1996 in the 

old Wessex region were provided by the South and West Cancer Intelligence Unit 

in July 1998. These data were analysed in order to demonstrate the reported 
increase in the number of DCIS diagnoses since the start of the NHSBSP, as well as 

the likelihood of continuing increases in the near future. 

Despite the establishment of the NHSBSP and the increased media interest in breast 

cancer issues, women still appear to have misconceptions and lack of knowledge 

about this condition. Carrera and Payne (1999) suggested that a postal survey 

might be a useful way of exploring public perceptions of breast cancer (including 

DCIS) and breast screening. Therefore, an anonymous self-completion postal 

questionnaire exploring these issues was sent to all the female employees at the 

University of Southampton in the autumn of 1998. Chapter Three describes the 

methodology and procedure of this second study. Its aim and objectives are stated, 

the methods and the sample used are described, and an explanation of how the 

study was conducted is provided. 

Chapter Four presents the findings from the breast screening questionnaire and 
discusses these in the light of current literature. 



Introduction 

Chapter Five describes the methodology and procedure of the third and final study 
of this thesis, a longitudinal study of women diagnosed with DCIS that explored 

what a small sample of women newly diagnosed with the condition knew about it 
how they experienced their disease, and what they thought about information and 
treatment decision-making issues over the first six montl; s following diagnosis. 

They completed several questionnaires at diagnosis, at three and at five to six 

months post-diagndsis. They were also interviewed at diagnosis and at five to six 

months post-diagnosis. In Chapter Five, the aim and objectives of this study are 

stated, the methods and the sample used are explained, and an explanation of how 

the study was conducted is proVided. 

C hapter Six presents the findings of the longitudinal study of women diagnosed 

with DCIS and discusses these in the light of current literature. 

Finally, Chapter Seven offers some concluding thoughts in the light of the findings 

presented in previous chapters. In particular, this chapter summarises the main 
findings from the three studies mentioned above, discusses the implications derived 

from them, and arrives at a final conclusion for the whole thesis. 
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Chapter One 

Chapter 1. Ductal carcinoma in sitit (DCIS) of the breast: 
literature review 

1. Introduction 

Breast cancer is the commonest cancer in women (Cancer Research Campaign - 
CRC-, 2000; McPherson et al, 2000). Around 30,000 women are diagnosed with 
the disease in England and Wales each year (Office for National Statistics -ONS-, 
1999). The lifetime risk of breast cancer has increased from one in 12 to one in 10. 
Much of this increase in diagnosis since the late 1980s occurred in women aged SO- 
64 and is associated with the NHSBSP (CRC, 2000). 

Although breast cancer mortality in the UK has declined by nearly a third in ihe 

past 10 years, thanks mainly to tamoxifen (Brown, 2000; Kmietowicz, 2000), 

breast cancer survival in this country is poorer than in other European countries 
(Fallowfield with Clark, 1991; Gage and Fouquet, 1997; McPherson et al., 2000; 

Sikora, 1999). Around 12,000 women die from breast cancer in England and 
Wales each year (ONS, 1999). Therefore, it is not surprising that breast cancer is 

one of the conditions most feared by women (Baum et al., 1994; Fallowfield with 
Clark, 199 1; Sikora, 1999; Spittle and Morgan, 1999). 

This chapter will introduce the concept of DCIS, its natural history and 

epidemiology, detection, treatment options, and psychological morbidity associated 

with it. However, given the lack of psychosocial research on DCIS, this section 

will also include studies on women diagnosed with early breast cancer, as well as 

some relevant publications on cancer patients in general. 

Since the UK as a whole was not covered by the NHSBSP until 1990 (Baum, 1995; 

Gage and Fouquet, 1997), the main focus will be on articles published from that 

year onwards, although some relevant papers published before 1990 will also be 

included. The articles were published in English and found in MIEDLINE, 

ENIBASE and BH)S (ISI). The keywords used were the following: DCIS, ductal 

carcinoma in situ, intraductal carcinoma, non-invasive breast cancer, early breast 

cancer, information needs/preferences, information-giving, decision-making 

2 



Chapter One 

preferences, treatment choice, breast screening, mammography, psychological, 
psychosocial, and doctor-/nurse-patient communicationfinteraction. 

In this review, breast cancer patients will be referred to as 'she', although it is 

acknowledged that the disease also affects men. 

2. Ductal carcinoma in situ (DCIS) of the breast 

2.1. Definition 

Breast cancer covers a wide variety of disease patterns (Fallowfield with Clark 

199 1). More than 90 per cent of all breast cancers are invasive ductal carcinomas 
(Baum et al., 1994), but pre-invasive breast cancer also exists and can present two 
forms: ductal carcinoma in situ (DCIS) or lobular carcinoma in situ (LCIS). The 

main focus of this literature review will be on DCIS. 

DCIS is a "carcinoma of the mammary ducts without evidence of invasion" 

(Hamilton, 1992, p. 316). However, whilst some consider it a pre-cancerous 

condition because the cells have not invaded surrounding tissue or metastasised, 

others think of it as non-invasive breast cancer because it can progress to invasive 

malignancy (Dell, 1997; Hayes, 1997). In fact, consensus on a single unified 

classification for DCIS has not been achieved so far (Silverstein, 1998; Sloane et 

al., 1994). Five classification systems have been identified, which stresses the need 
for improved diagnostic criteria (Sloane et al, 1998). 

2.2. Natural history and epidemiology 

Because almost all women diagnosed with DCIS are treated, the natural history of 

the condition is not well known (Dell, 1997; Ernster,. 1997; Hamilton, 1992; Jatoi 

and Baum, 1995; Kerlikowske et al., 1997; SCCPGCTBC, 1998; Sharma et al, 

1997; Talamonti, 1996). 

Although some DCIS cases are precursors of invasive breast cancer, neither all 
invasive breast cancers are preceded by DCIS nor all DCIS cases become invasive 
(Kerlikowske el al., 1997). Overall, 40 per cent of cases have the potential to 
become invasive (Baum et al., 1994), and although certain features are associated 
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with a higher risk of invasion or recurrence (Blume, 1997; Ernster, 1997), there are 
no histological features that distinguish the DCIS that will become invasive from 

the DCIS that never will (Sharma et aL, 1997; Veronesi, 1997). 

Additionally, occult DCIS is not uncommon (Jatoi and Bhum, 1995). Autopsy 

studies have shown that f ive to six per cent of apparently normal breasts have in 

situ carcinomas (Baum et al, 1994; Sharma et al., 1997), and the same applies to 
40 per cent of the breasts removed by mastectomy because of a cancer detected 

elsewhere in the breast (Baum et al., 1994). This being the case, Ernster (1997) 

questions the value of detection and treatment for some women. 

The risk factors associated with DCIS are similar to those associated with invasive 

breast cancer, including increasing age (Ernster, 1997; Weiss et al, 1996), family 

history of breast cancer (Kerlikowske et al., 1997; Sharma et al, 1997; Weiss et al., 
1996), nulliparity or late age at birth of first child, African-American race, and 

previous breast biopsy (Kerlikowske et al., 1997; Weiss et al., 1996). This 

suggests that in situ tumours are closely related to invasive tumours (Kerlikowske 

et al., 1997; Weiss et al., 1996), but more research is needed to better understand 

the malignant potential of DCIS and the factors that predict which DCIS lesions 

will become invasive if left untreated (Kerlikowske et al, 1997). 

2.3. Detection: breast screening 

Before routine breast screening was introduced, DCIS was thought to represent an 

unusual form of early breast cancer and regarded as a single disease (Lagios, 1997; 

Sharma et aL, 1997; Silverstein, 1998; Talamonti, 1996). The majority of cases 

presented in the same way as those with invasive cancer (Dell, 1997; Fentiman, 

1990; Page el al., 1995; SCCPGCTBC, 1998; Sharma et al., 1997; Silverstein, 

1998; TalamontL 1996). 

Nowadays, DCIS is recognised as a heterogeneous group of lesions with a diverse 

malignant potential (Silverstein, 1998), and is most commonly associated with the 

presence of impalpable marnmographic microcalcifications (Dell, 1997; Page et al., 

1995; SCCPGCTBC, 1998; Sharma et al., 1997; Silverstein, 1998; Talamonti, 

1996). 
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DCIS has been increasingly diagnosed since the start of the NHSB SP (McKinna et 
al., 1992; Sharma et al., 1997; Silverstein, 1997a; Webb and Koch, 1997). Its 

incidence has increased from one per cent before the NHSBSP to about 20 per cent 
today (Baum et al, 1994; Thornton, 1997a, 1997b). However, Ernster (1997) 

warns that this increased incidence of screen-detected DCIS should not be seen as 

an excess of truly new cases but as an epidemic of detection, because DCIS is 

generally asymptomatic and presumably most of the excess cases currently 
diagnosed would have been present but undetected before the use of 

mammography. 

The aim of breast screening is "to reduce mortality from breast cancer by detecting 

and treating it when it is small and before it has had the chance to spread" (Blamey 

et al., 2000, p. 689). The NHSBSP was developed after the Forrest Report 

recommended its setting up in 1987 (Baum et al., 1994). This programme invites 

50-64 year-old women for routine mammograms every three years. Women over 

the age of 65 can have it on request (Department of Health, 1993). Evidence for 

the efficacy of breast screening for women under 50 is controversial (Alexander et 

al., 1999; Friedman et al., 1998; Kerlikowske et al., 1995; Moss et al., 1999; 

Ransohoff and Harris, 1997). 

Breast screening enables the detection of cancers smaller than 0.5 cm in diameter 

(Baum et aL, 1994). At best it has a sensitivity (i. e. its ability to correctly identify 

people with the disease) of about 90 per cent and a positive predictive value of no 

more than 15 per cent that is, only 15 per cent of those with a positive test result 

will actually have breast cancer (Rooney et al., 2000; Wilson, 2000). 

In the UK, the average NHSBSP uptake rate is 75.5 per cent (NHSBSP website, 

2000), but there are huge regional variations (Department of Health, 1993). The 

proportion of women who have ever had a mammogram also varies greatly in 

North America (Hebert-Croteau et al., 1997; Lennan et al., 1990; Lewis et al., 
1995; Price, 1994). 
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2.3.1. Attitudes to breast screening 
Most women appear to believe that breast screening is useful in the early detection 

of breast cancer (Friedman et al, 1996; Lerman et al, 1990), feel reassured after 
the screening (Baines et al., 1990), and overestimate the risk reduction associated 

with breast screening (Black et al., 1995). Attenders (i. e'those women who attend 
for breast screening) appear to see it in a more positive light than non-attenders do 

(Fallowfield et al., 1990a; French et al., 1982; Price, 1994). 

Since intentions to have a mammogram a[e positively associated with being 

worried about breast cancer (Lerman et aL, 199 1 a), and a decreased concern about 
breast cancer appears to decrease the chances of future breast screening (Lerman et 

al., 1991b), some degree of concern may be necessary to motivate women to attend 
for breast screening. 

Intentions to have a mammogram are also positively associated with believing that 

breast cancer can be asymptomatic, and perceiving a greater than or equal to 

average personal risk of developing breast cancer (Lerman et aL, 199 1 a). 
Prospective adherence to mammography does not seem to be adversely affected by 

a previously abnormal mammogram. Women who have had previous 

marnmograms, are married and have had at least high school education are more 
likely to attend subsequent screening (Lerman el aL, 1991b). 

Women who attend for breast screening appear to be more likely to be older 
(Friedman et al., 1996,1998; Lerman et al., 1990), better educated (French et al., 
1982; Hobbs et al, 1980; Kruse and Phillips, 1987; Lerman et al., 1990; Miller and 
Champion, 1997), white (Lerman et al., 1990; Kruse and Phillips, 1997), and 

married (French et al., 1982; Lerman et al., 1990) than non-attenders. They are 

also less likely to be anxious, embarrassed, or concerned about cost and radiation 

than their counterparts (Lerman et al, 1990). Additionally, they are more likely to 
have a higher socio-economic status (Fallowf ield with Clark, 199 1; French et aL, 
1982; Hobbs et al., 1980; Kruse and Phillips, 1997; Miller and Champion, 1997), a 
family history of breast cancer (French et al., 1982; Lerman et al., 1990), and a 
better knowledge of breast cancer (Fallowfield with Clark, 199 1; Lerman et aL, 
1990; Miller and Champion, 1997; Saidi et al., 1998) than non-attenders. Finally, 
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they perceive themselves as more vulnerable to breast cancer, perceive the benefits 

of screening (Fallowf ield with Clark, 1991; Lerman et al., 1990; Miller and 
Champion, 1997), believe that cancer can be cured (Hobbs et al., 1980), practise 

other health preventive behaviours, and intend to take up the breast screening offer 
(Saidi et aI, 1998). 

Therefore, it is unlikely that there is a single motivating factor that distinguishes 

attenders from non-attenders. There seems to be a consistency in the practice of 

preventive health behaviours, so that people who attend for one form of screening 
(e. g. breast screening) are more likely to attend other forms of screening (e. g. 
dental check-ups) and to carry out other health behaviours (e. g. practise breast self- 

examination -BSE-) (French et al., 1982; Hobbs el al., 1980; MacLean et al., 1984; 

Saidi et al., 1998; Wardle and Pope, 1992). Therefore, attitudes to screening 

appear to be maintained over time and in relation to different procedures. 

Frequently cited reasons for attending breast screening in the UK are finding out 

whether cancer is present, passive reasons (e. g. receiving the invitation letter), early 
detection/treatment of breast cancer, being aware of personal risk (French et al., 

1982; Saidi et al., 1998), prevention (French et al., 
" 
1982), reassurance/peace of 

mind, being given the opportunity to attend, and that it seemed a good idea (Saidi et 

al., 1998). 

In the UY, the following reasons for not attending breast screening have been 

mentioned: practical reasons (e. g. work/family commitments), fear of pain/cancer, 
lack of interest/irrelevant (French et at, 1982; MacLean et al., 1984; Saidi et al., 
1998), not feeling like it (French et al., 1982), currently attending other medical 
facility (MacLean et al, 1984; Saidi et al., 199.8), negative feelings about the 

envisaged experience, believing that one should not be looking for trouble, 

postponement, family influence, and no specific reason (MacLean et al., 1984). 

The reasons for attending (Kruse and Phillips, 1997) and not attending (Baines et 

al., 1990; Lerman et al., 1990) for breast screening reported by American studies 

were somewhat different maybe due to differences in the health care systems in 

terms of breast screening recommendations, availability and cost. 
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2.3.2. Positive and negative aspects of breast screening 
Some of the positive aspects of breast screening are the following: 

(a) Effectiveness - According to Blamey et al. (1995,2000), it is the best screening 

tool available so far. Although its effectiveness has been'under assessment for over 
20 years and still is a controversial subject, screen-detected cancers tend to be 

smaller and more likely to be non-invasive, involve the lym'ph nodes less often, and 
require less extensive surgery than symptomatic cancers (Baum et al., 1994; 

Blamey et al., 2000; Garvican and Littlejohns, 1997; Jatoi and Baum, 1995). 

The mortality reduction from br east cancer associated with breast screening is 

greatest in women aged over 50 (Blamey et al, 1995,2000). Trials such as the 

Health Insurance Plan of Greater New York in the US and the Swedish Two 

Counties Programme have shown a mortality reduction of about 30 per cent in 

women over 50 (Wardle and Pope, 1992), although this is subject to controversy 

(see negative aspects of breast screening). Blanks et al. (2000) studied the effect of 

the NHSBSP on mortality from breast cancer in England and Wales from 1990 to 

1998, and found that by 1998 both screening and other factors such as 

improvements in treatment had resulted in a substantial reduction in mortality. 

Further reductions are expected, particularly for women aged 55-59 over the next 

10 years. 

The potential benefits of digital mammography remain to be evaluated (Blamey et 

al., 2000). 

(b) No long-lasting psychological distress - There is no strong evidence that 

participati on in breast screening followed by a negative result poses any 

psychological threat (Blarney et al, 1995,2000; Sutton, 1998; Sutton el al., 1995; 

Wardle and Pope, 1992). Even if the outcome is a false positive, breast screening is 

not likely to generate negative psychological effects (Scaf-Klomp et al., 1997). 

However, other researchers have found that women do feel emotionally disturbed 

when invited to attend for breast screening and when recalled for further 

assessment (see negative aspects about breast screening). 
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Breast screening also has some negative aspects, which are as follows: 

(a) Lack of flexibility - Opening times of screening centres need to be flexible and 
responsive to local needs. Some women are unhappy about the fact that the word 
'breast' is displayed so obviously (Fallowfield et al., i 990a). 

(b) Reliance on GPs' registers - The NHSB SP relies on GPs' registers, which are 
inadequate (Rodgers, 1990). The maintenance of accurate registers of patients' 
details is essential in order to identify wo-men in the target population and invite 

them for screening (Department of Health, 1993). 

(c) Unknown optimum screening interval*- Thornton (1997b), diagnosed with 

screen-detected DCIS herself, expressed her concern about how the screening 
interval can be determined if the natural history of the disease is not well 

understood and the speed of tumour growth is widely variable. 

In fact, there is a dispute over the optimum screening interval (Baum et al., 1994). 

Data from the NHSBSP indicate that the screening interval is too long: more than 

80 per cent of cancers occurring within the screened population in the third year 

after a mammogram, are interval cancers (Benson et al., 2000). The best frequency 

for breast screening is probably between a year and a half to two years, but 

screening women aged 50-64 once every three years appears to be the best option 
from a cost-effectiveness point of view (Blarney et al., 1995). 

An extended age range and a reduced screening interval are advocated by some 
(Goodare and King, 1999; White, 1999), and it was recently announced that women 

up to the age of 70 will be targeted by the NHSBSP (NHSBSP website, 2000; 

Wilson et al, 2000). 

(d) Hasty start - According to Rodgers (1990), breast screening started too quickly, 
in less than half the time recommended by the Royal College of Radiologists and in 

less than the time between general elections. Edwina Currie, the then Health 

Nlinister, acknowledged that "In medical terms it was worth doing. In political 
terms, with the election only a few months away, it was also attractive" (Currie, 
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1990, p. 124). Moreover, the Forrest Report was prepared only by health 

professionals, without public consultation or lay representation on the working 

party, and the expert witnesses called were bound to secrecy (Thornton, 1997c). 

(e) Expense - Breast screening is an expensive procedure that requires high 

technology machinery, special film and processing, and highly trained staff 
(Blamey et al., 1995). In England, the budget was approximately 137 million in 

1997/98; about Y. 25 per woman invited or about 13 5 per woman screened 
(NHSBSP website, 2000). In order to be cost-effective, over 70 per cent of the 

target population must accept the invitation (B lamey et al., 1995), but there remain 
huge regional variations within the UK (Department of Health, 1993). 

Baum et al. (1994) believe that the total cost per life saved by breast screening must 
be considered against the benefits that might be available if money and resources 

were spent elsewhere, including therapy trials, improving the services for 

symptomatic women, or restricting invitations to women who are at high risk of 
developing the disease (Baum, 1995,1999). 

(f) Lack of mortality reduction - Although the general view is that breast screening 

can reduce mortality from breast cancer, there have been dissenting voices; both 

case control studies and randomised control trials have been criticised (Gotzche and 
Olsen, 2000; Rodgers, 1990). Some studies such as the Malmo trial in Sweden 

have shown no significant reduction in mortality from breast cancer (Mayor, 1999; 

Wardle and Pope, 1992) despite the improvement in the quality of mammographic 

examinations and the detection of many more small cancers, despite each exposure 
delivering a much lower radiation dose, and despite new and more effective 

treatments such as tamoxifen (Watmough el al., 1997). 

The enthusiasm of the NHS to promote screening may have given women 

unrealistic expectations (Baum, 1999; Roberts, 1989; Wilson, 2000). On the 

NHSBSP website (2000), breast screening is portrayed in a positive way (for 

example, only three limitations of breast screening are briefly mentioned, namely, 

anxiety, x-rays and accuracy), and women are encouraged to attend. This may 
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contribute to the misconceptions that exist among the general public about the 

purpose and accuracy of screening (Austoker, 1999). 

(g) Potential harm - Although there has been much discussion about the potential 
benefits of mammography, there has been far less about the potential harm. The 

harm that has been paid most attention is the false positive result. One in 100 

mammograms results in a false positive, which causes unnecessary worry and 
biopsies (Baum et al, 1994; Roberts, 1989). Although relief is likely to be 

experienced after a false positive result, apger may follow together with a 

reluctance to participate in future breast screening. It may also take time to regain 

confidence in one's health and on medical staff, and a true negative after a false 

positive result may not always be fully reassuring (Scaf-Klomp el al., 1997; Wardle 

and Pope, 1992). 

Between two to three in 10 cancers may not be picked up (false negative result) 

(Baum et al., 1994). Although there is an irreducible number of false negative 

results in any screening programme, the current NHS breast screening practice may 

be failing to achieve this irreducible number (Wilson, 2000). Cancers may also 

arise between screens (interval cancers) (Rodgers, 1990). 

There is an excess of four to five per cent of breast cancers in populations who 

undergo breast screening (Jatoi and Baum, 1995). Some of the cancers detected by 

breast screening would have progressed very slowly, if at a 11, if left alone, and 

others would not have caused any symptoms during the patient's life (Baum et al., 

1994; Blamey et al, 1995). This may be the case for some DCIS patients. 

Radiation risk is another issue to consider, although it seems that the risk of 

developing breast cancer as a result of this is very small (Baum et al., 1994; 

Blamey et al., 1995,2000). 

When having a mammogram, some women experience pain and discomfort, which 

can vary from mild to extreme. Since moderate discomfort is not rare, it can serve 

as a disincentive to return for routine breast screening, and the bad experience of 
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one woman may also influence the decision to attend of many others (Baines et al., 
1990; Fallowfield et al, 1990a; Van Netten et al, 1997). 

There is also a possibility that the manipulation of the breast associated with 

marnmographic compression may facilitate invasion and "metastasis (Van Netten et 

al., 1997; Watmough et al, 1997). Wardle and Pope (1992) warned that this might 
be an unvoiced but common concern. 

Finally, needle track cancer cell seeding J(ollowing biopsies for screen-detected 
lesions has been reported. The haematomas present where the biopsies have been 

performed also indicate at least a risk of cancer cells entering the circulation. If this 

is the case, then the detection and treatment of some of these lesions at an early 

stage may be counterproductive (Watmough et al., 1997). 

(h) Ethical issues - The ethics of routine screening have been questioned because of 

the anxiety it generates (Jatoi and Baum, 1995; Rodgers, 1990), and because 

attenders may believe (falsely) that breast screening can prevent them from getting 
breast cancer rather than improve treatment effectiveness (French et al., 1982; 

Wardle and Pope, 1992). Women whose cancer is detected by breast screening 

may also feel they should be grateful because detecting breast cancer is what breast 

screening is supposed to do (Roberts, 1989). 

Ironically, the Forrest Committee emphasised that successful screening required a 

clear understanding of the natural history of the disease, which is not the case of, 
DCIS, and that treatment should be more effective if the lesion is detected early, 
but there is doubt over how to treat minimal lesions such as DCIS. Moreover, not 

all cases, if left alone, will become life-threatening (Kerlikowske et al., 1997; 

Watmough et al., 1997), so that if all screen-detected cases are treated there will be 

over-treatment (Hamilton, 1992; Watmough et al., 1997), but if not the purpose of 

screening will be defeated (Watmough et al., 1997). 

Additionally, breast screening turns otherwise healthy women into patients 

undergoing medical tests, and the long-term consequences are unknown (Baum et 

al., 1994). Women diagnosed with DCIS might suffer from anxiety and have 

12 



Chapter One 

difficulties when trying to obtain insurance, loans, and employment (Jatoi and 
Baum, 1995; Thornton, 1997a, 1997b, 1997c). Also, some women are diagnosed 

with screen-detected breast cancer and treated, but still develop a recurrence. 
Austoker (1999) argues that in such cases breast screening has made no real 
difference to their destiny, but merely prolonged the peri6d they are aware of their 
disease. Consequently, Saidi et al. (1998) wonder to what extent should 

asymptornatic women be encouraged to attend for breast screening. 

Women need to know that breast screening does not detect all breast cancers, that it 

does not prevent breast cancer from occurring, and that it cannot predict whether 
breast cancer will develop in the future (Roberts, 1989). They also need to know 

that some of the non-invasive screen-detected breast cancers may not become 

invasive (Thornton, 1993,1997a, 1997c), and if that is the case, breast screening 

will have merely made them aware of their disease (Austoker, 1999), and they will 
have to live with the financial and psychological costs associated with it (Jatoi and 
Baum, 1995; Hayes, 1997; Silverstein, 1997b; Thornton, 1997a, 1997b, 1997c). 

This has yet to be the case both in the UK (Thornton, 1998a, 1998b) and in other 

countries (Scaf-Klomp el al., 1997; Schwartz et al., 2000). 

In conclusion, breast screening is a controversial issue. Because of the various 

uncertainties about screening and subsequent treatment women should not be 

pushed to attend (Fallowfield et al., 1990a), but given full information (i. e. risks, 

benefits and limitations) so that they have realistic expectations and are able to 

make informed decisions about whether to attend for breast screening (Austoker, 

1999; Benson et al, 2000; Black et al, 1995; Farmer, 1996,2000; Roberts, 1989; 

Saidi et al., 1998; Schwartz et al, 2000; Watmough et al., 1997; Wilson, 2000). 

2.4. Women's knowledge about breast cancer 

Women's increased awareness of early detection methods such as BSE and breast 

screening has contributed to a greater overall incidence of detection and detection 

at earlier stages (Lewis et al, 1995). Indeed, since the introduction of the NHSBSP 

considerably more in situ cancers have been detected by mammography (Hamilton 

and Buchanan, 1990). 
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However, despite its increased incidence, women seem to be unaware of DCIS. In 

the UK, Thornton (I 997b) complained about not being informed about it prior to 

screening. In the US, Schwartz et al. (2000) found that women were unaware of 
MIS and even doubted its existence. Only six per cent of the 479 respondents 

reported having heard of it, although 60 per cent would like to take it into account 

when deciding whether to have a mammogram, with interest highest among 

younger women. 

Despite the increased attention given to breast cancer by the media, there is still a 
lack of knowledge about the condition in general. In North America, Lawson 

(1998), Price (1994) and Salazar and Carter (1994) found that women were 

confused and not very knowledgeable about breast cancer and its symptomatology. 
In the UY, MacLean el al. (1984) reported that 43 per cent of the participants 
believed that breast cancer was caused by bumps and knocks. More recently, 

Spittle and Morgan (1999) found that women significantly underestimated the 

impact of lifestyle and environmental factors on their risk of developing breast 

cancer. For example, 64 per cent believed (falsely) that breast cancer was more 
likely to be inherited than caused by a person's environment, lifestyle, or 

behaviour. 

Women also seem unable to estimate the average lifetime risk of developing breast 

cancer correctly. American (Lerman et al., 1990; Price, 1994) and British (Payne, 

1989,1990) studies have shown that women tend to underestimate it. Moreover, 

52 per cent of Payne's (1989,1990) sample overestimated the average length of life 

after treatment and respondents tended to underestimate the most common age 

group to get breast cancer. On the contrary, studies in the US (Black et al, 1995), 

the U`K (Lavelle and Charlton, 1998), Canada (Hebert-Croteau et al., 1997), and 

Australia (Paul et al., 1999) have shown that women tend to overestimate their 

probability of both developing and dying from breast cancer. This seems to be 

typical of highly publicised events (Hebert-Croteau et al, 1997) and may be due to 

the fear associated with cancer (Paul et al., 1999). Women who overestimate their 

personal risk seem to be those who practise BSE, have had a mammogram in the 

last two years, have a family history of breast cancer (Hebert-Croteau et aL, 1997), 

and have no more than high school education (Black et aL, 1995). 
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Although increasing age is the major risk factor for breast cancer, only five per cent 
of Paul et al. 's (1999) sample mentioned it when asked about risk factors for the 
disease. Older women are not as concerned about getting breast cancer as younger 

women (National Cancer Institute -NCI-, 1999; Paul et al., 1999), and are more 
likely to perceive themselves to be at low risk of having the condition (Friedman ef 

al., 1998; Hebert-Croteau et al., 1997; Paul et al, 1999) or too old to need breast 

screening (MacLean et al., 1984) than younger women. 

Friedman et al. (1998) found no significapt age differences regarding breast cancer 
knowledge, but Payne (1989,1990) reported that older women were more likely to 

identify obscure symptoms such as nipple retraction as possible early signs of 
breast cancer, and were more optimistic that life returned to normal after breast 

cancer treatment than younger women. On the other hand, Paul et al. (1999) found 

that young women were more likely to have a better knowledge about the risk 
factors for breast cancer. 

NEller and Champion (1997) reported a strong influence of race and income on 
knowledge about breast cancer, where Caucasian women knew more about breast 

cancer, had a higher income, and saw themselves as less likely to get breast cancer 

than African-American women. 

Women who are the most knowledgeable are also more likely to have higher levels 

of education (Hebert-Croteau et al, 1997; Paul et al., 1999), perceive themselves 

as more susceptible to breast cancer, perceive breast cancer as less severe, perceive 

more benefits to screening (Price, 1994), practise BSE at least once a month 

(Hebert-Croteau et al, 1997), and have had at least a mammogram in the past 

(Friedman et al., 1996; Miller and Champion, 1997). 

in conclusion, it seems that despite the increased public attention devoted to breast 

cancer, women need to be better informed because there is still much 

misinformation and misunderstanding surrounding this condition (Hebert-Croteau 

et al, 1997; Paul et al., 1999; Salazar and Carter, 1994). Breast cancer education 

needs to be tailored towards minority groups, older women, and women with low 

levels of education (NEller and Champion, 1997; Paul et al., 1999). A new baseline 
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of women's knowledge and beliefs needs to be established (Lavelle and Charlton, 

1998; Lawson, 1998), as a clear understanding of the fears and myths associated 

with breast cancer is useful to doctors and is the foundation of any health education 
programme (Spittle and Morgan, 1999). 

.4 

2.5. Treatment options 

The treatment options for DCIS are the same as for invasive breast cancer (Carty et 

al., 1995) and range from various forms of excision with or without radiotherapy to 

mastectomy with or without reconstruction (Silverstein, 1998). However, there is a 

great deal of confusion and disagreement because of the lack of knowledge about 

its natural history (Baum et al., 1994; Hamilton and Buchanan, 1990; McKinna el 

al., 1992; Sharma et aI, 1997; Silverstein, 1997a; Thornton, 1997b). 

DCIS is a heterogeneous group of lesions and patients have a variety of personal 

agendas that must be considered when selecting treatment so no single approach is 

appropriate for all patients. Additionally, as the understanding of this condition has 

evolved and the range of treatment options has increased, the treatment decision- 

making process has become more complex and controversial (Silverstein, 1998). 

Traditionally, mastectomy has been the favoured approach (Hamilton, 1992; 

Lagios, 1997; SCCPGCTBC, 1998), with cure rates approaching 100 per cent 

(Dell, 1997; Hamilton, 1992; Talamonti, 1996) and recurrence rates of less than 

two per cent (Talamonti, 1996). Mastectomy is indicated for large lesions situated 

near or involving the nipple (Carty et al, 1995; Sharma et al., 1997), multicentric 

lesions, patients not prepared to take the increased risk of death, patients not 

interested in breast-conserving therapy (BCT), and patients reluctant to undergo 

close follow-ups (Sharma et al., 1997). 

However, since some women have been found to live with occult DCIS, 

mastectomy may be over-treatment (Hamilton, 1992; Silverstein, 1998; Talamonti, 

1996; Thornton, 1997b). Additionally, mastectomy and lumpectomy plus 

radiotherapy have been reported to produce similar outcomes in terms of five-year 

survival and disease-free interval (Fisher et al., 1985), and since early invasive 

breast cancer can be treated by BCT, it seems paradoxical that mastectomy should 
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be the treatment of choice for non-invasive breast cancer (Dell, 1997; Fentiman, 

1990; Fisher et al, 1993; Julien et al, 2000). 

Small lesions can be completely removed by local excision with a high chance of 

cure (Carty et al., 1995), and the proportion treated by BCT has increased both in 

the US (Winchester et al., 1995; Ernster, 1997) and the UK (McKinna et al, 1992; 

Morris et al., 1992). However, removing tumours that can be identified only by 

mammographic microcalcifications is not easy (Blume, 1997), and there is no 

consensus about the amount of surgical clearance that is necessary to completely 

remove the tumour cells from the breast with the best possible cosmetic result 

(Boyages et al., 1999). 

Because the risk of metastasis in DCIS patients is negligible, the risk of local 

recurrence is the main risk to be avoided (Van Zee et al., 1999). Local recurrence 

rates vary from 10 to 63 per cent following BCT (Sharma et al., 1997). 

Recurrences are demoralising and life-threatening if invasive, which occurs in 

about half of the cases (Ernster, 1997; Sharma et al, 1997; Silverstein, 1998; 

Talamonti, 1996). A lack of family history of breast cancer, older age, negative 

resection margins, smaller lesion size, and certain pathologic factors have been 

associated with lower recurrence rates (Boyages et al., 1999; Hetelikidis et al., 

1999; Kestin et al., 2000; Van Zee et al., 1999). However, the best way of 

assessing and combining these factors is yet to be determined (Hetelikidis et al., 

1999; Van Zee et al., 1999). 

Radiotherapy seems to have a role in reducing local recurrence (Amichetti et al., 

1997; Dell, 1997; Fisher et al, 1993,1998; Fonseca et al., 1997; Julien et al., 2000; 

Kestin et aL, 2000; SCCPGCTBC, 1998; Silverstein, 1998; Talamonti, 1996; Van 

Zee et aL, 1999; Vidali et al., 1997). However, not all cases will benefit from 

having post-operative radiotherapy (Silverstein et al., 1999), but it is not known 

which patients might benefit from it and by how much (Boyages el aL, 1999; 

Hetelikidis et a1,1999; Kestin et aL, 2000; Silverstein, 1998). It has also been 

suggested that radiotherapy may delay progression rather than control local 

recurrence, and therefore, longer follow-ups may be necessary (Sharma et al., 
1997). Furthermore, it may be hard to justify radiotherapy to women who have 
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volunteered for breast screening (Hamilton and Buchanan, 1990) and who may not 

progress to invasive breast cancer during their lifetime (Thornton, 1993,1997a, 

1997c) because of the physical, financial and psychological costs associated with it 

(Hayes, 1997; Silverstein, 1997a; Thornton, 1997a). 

The role of tarnoxifen as adjuvant to BCT when treating DCIS also remains unclear 
(Carty et al., 1995). Although it has been shown to reduce the risk of ipsilateral 

breast cancer in DCIS patients (Fisher et al., 1999), there are physical, financial and 

psychological costs that need to be considered (Hamilton, 1992). 

In summary, it is not known which cases, if untreated, will become invasive breast 

cancer, which cases, if treated conservatively, have such high rates of recurrence 
that mastectomy is the best option, or which of those patients who can be treated by 

BCT need post-operative radiotherapy (Silverstein, 1998). Therefore, it seems that 

women with DCIS cannot be guaranteed a less radical management of their disease 

(Rodgers, 1990), and find themselves in an ambiguous position: their cancer is at 

an early stage and has high rates of cure, but they are offered the same treatments 

as women with invasive breast cancer (Kalinowski, 1991). 

2.5.1. The treatment decision-making process 

2.5.1-1. Stages 

Charles et al. (I 999a) subdivide the treatment decision-making process into three 

stages: information exchange, deliberation, and decision on the treatment to 

implement. Depending on the treatment decision-making model that doctor and 

patient adhere to, the characteristics of these stages will vary. Three treatment 

decision-making models have been identified in the literature': 

(a) Paternalistic - where the doctor makes what he/she thinks is the best treatment 

decision for the patient without involving her in the decision-making process 

(Charles et al., 1997,1999a, 1999b, 2000; Gafni et al., 1998). 

1A fourth model, known as the doctor-as-an-agent model, also e)dsts. Here, the patient mentions 
her preferences to the doctor and the doctor decides on a treatment trying to choose what the patient 
would have chosen if she had been as well informed as the doctor (Charles et al., 1997; Gafni et aL, 
1999). However, Gafni et al (1998) compared this model with the informed model and concluded 
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(b) Informed - where the doctor informs the patient about the treatment options, 
benefits and risks in the assumption that the patient will be empowered to make 

the treatment decisions on her own (Charles et al., 1997,1999a, 1999b, 2000; 

Gafni et al., 1998). 

(c) Shared - where both doctor and patient participate in the process of treatment 
decision-making. Information is shared and a treatment decision is made and 

agreed by both doctor and patient (although there may also be no decision or 
disagreement). Friends and family are often involved in the process too 
(Charles et al., 1997). 

During the past decades there has been an increasing emphasis on the provision of 

information to patients and their participation in treatment decision-making 

(Charles et al, 1997,1999a; Richards, 1999; Richards et al., 1995). The traditional 

paternalistic view that 'doctor knows best' has been replaced by the ideal of honest 

communication with patients in order to share the decision-making process (Ong et 

al., 1995; Wardle and Pope, 1992), and "nowhere in medicine is there a more 

appropriate place for women to play a role in the decision-making process than in 

breast cancee, (Silverstein, 1997b, p. 9). 

Women diagnosed with DCIS are potentially able to choose whether to have a 

mastectomy with or without reconstruction or BCT with or without radiotherapy. 

However, Farmer (1996,2000) observed that, in practice, treatment choice is not 

always offered, and if offered, it is with bias towards BCT. 

Information about treatment of non-invasive breast cancer has changed over the 

past two decades (Hoffman, 1997) and choice of treatment may be more difficult 

because doctors do not have enough information to propose easy or clear choices 
(Hoffman, 1997; Silverstein, 1997b). 

DCIS patients are usually reassured that they are not going to die of the disease, so 

maybe the loss of a breast to eliminate what may not be seen as a serious illness is 

that the latter was superior in terms of feasibility of implementation, so the doctor- as a agent model 
will not be included in this literature review. 
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perceived as a high price to pay (Hoffman, 1997). However, Ragovin (1997), 

diagnosed with screen-detected DCIS herself, stated that for her "the prevailing 
issue was removing the cancer and staying alive ( ... 

). Though I was not happy 

about the mastectomy, I was far more worried about having breast cancer" (p. 326). 

Fallowfield et al (1990b) reported similar findings from their study of women with 

early breast cancer. 

Women may be both relieved with the potential for cure and confused about the 

choices for treatment (Kalinowski, 199 1). 
_ 

For example, Thornton (I 997c) 

remembered her "surprise at realising that my ( ... ) consultant did not know how to 

treat my condition, and was asking for my help in determining the best way 
forward. I had expected to be told which ( ... ) treatment was necessary: he, after 

all, was the expert and L the passive recipient of his accumulated wisdom and 

expertise" (p. 825). She felt isolated and ill-prepared for considering the ffferent 

options and found it "difficult to find the middle ground between the old 

paternalism and the new notion that the patient has a right to make decisions about 
her own body" (Thornton, 1993, p. 429). 

Another example is that of Siegel (1997, p. 38-39), a woman, wife, mother, and 

psychologist with breast cancer who shared her experience in a personal 

communication: "While I understand the benefits of [being asked to make active 

treatment decisions] and how in many ways it is preferable to the old 'Doctor is 

God and Patient is Passive Recipient', it is not without its problems. I found it 

painfully difficult to discuss and consider medical options without any expertise in 

the medical field. I was asked to make decisions about things about which I have 

no knowledge. I needed a tremendous amount of information and I didn't have 

much time". 

The need for some form of doctor-patient partnership is clearer when the patient 
has a serious or life-threatening illness, different treatment options exist each of 

them with its benefits and risks, and outcomes are uncertain (Charles et d, 1999a, 

1999b), as in the case of women diagnosed with DCIS. The doctor knows about 
disease-related issues, but only the patient knows about her experience of illness, 

20 



Chapter One 

social circumstances, behaviour, values and preferences (Coulter, 1999), and only 

the patient will suffer the consequences of the treatment chosen. 

However, medical training in Britain is thought to encourage paternalistic practice 
(Stevenson et al, 2000), and time and funding constraind make it difficult for' 

doctors to explore patients' preferences about the treatment decision-making 

process (Charles et at, 1999b; Sculpher et al., 1999; Stevenson et al., 2000). Also, 

doctors do not appear aware of what shared decision-making entails, and some 

believe they use it in their consultations when the reality is different (Farmer, 1996, 

2000; Stevenson et al., 2000). 

2.5.1.1.1. Information exchange 

The first stage of the treatment decision-making process refers to the type, amount 

and flow of information exchanged between doctor and patient (Charles el at, 

1999a). 

Information-seeking is one of the most basic forms of coping. Individuals in 

threatening situations, such as being diagnosed with breast cancer, need 

information in order to understand what is happening to them and the implications 

for their well-being (Lazarus and Folkman, 1984). Information enables patients to 

participate in the treatment decision-making process (Richards el aL, 1995) and 

helps them adjust to their disease (Knobf, 1994). Not knowing is associated with 

uncertainty and unrealistic fears (Bottomley and Jones, 1997; Cassileth et al, 1980; 

Fallowf ield et al, 1987), which may lead to failure to adjust and psychological 

morbidity after successful completion of treatment (Fallowfield et al., 1986,1990b; 

PAIsson and Norberg, 1995). Patients who are well informed and satisfied with the 

information received have been reported to be feel physically and mentally better 

than those who are poorly informed or less knowledgeable (Amichetti et aL, 1999; 

Fallowfield et al, 1990b, 1994a, 1994b; Jones et al., 1999; Street el al., 1995). 

2.5.1.1.1.1. Amount of information 

The amount of information given can vary across decision-making models and is 

influenced by time and money constraints. This issue particularly applies to the 
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shared decision-making model, which is likely to take more time than the 

paternalistic or informed models (Charles et al., 1999a). 

American (Blanchard et aL, 1988; Cassileth et al., 1980), Canadian (Galloway et 

al., 1997; Graydon et al., 1997), Australian (Dowsett et dI., 2000), and British 

(Bottomley and Jones, 1997; Fallowfield et al, 1995; Leydon et al., 2000; 

Meredith et al., 1996; National Cancer Alliance -NCA-, 1996) studies have shown 

that regardless of cancer type, most cancer patients want open and detailed 

information about their condition. However, patients' attitudes and coping - 

strategies may limit their wish for further information, so that not all patients want 

or seek further information at all stages of their illness. Therefore, health 

professionals need to be flexible and responsive to individual coping strategies and 

information choices (Leydon et al., 2000). 

Younger patients (Fallowfield el al., 1995) and those from affluent areas (Meredith 

et al, 1996) have been reported to want more information than their counterparts.. 

2.5.1.1.1.2. Type of information 

Studies in the US (Cassileth et at, 1980; Matthews et al., 1994), Canada (Bilodeau 

and Degner, 1996; Degner et al., 1997; Galloway et al., 1997; Graydon el aI, 

1997), the UK (Luker et al., 1995,1996; Jones et al., 1999; Meredith et al, 1996; 

NCA, 1996), the Netherlands (Sttigelbout and Kiebert, 1997), and Finland 

(Suominen, 1992) reveal that the main information needs of cancer patients, 

regardless of cancer type, are disease-related. 

It is worth highlighting the results of the studies carried out by Bilodeau and 

Degner (1996), Degner et al (1997), and Luker et al. (1995,1996), since they used 

the same measures as those applied in the longitudinal study of women diagnosed 

with DCIS, reported in Chapters Five and Six of this thesis. In all three studies, the 

two most highly ranked types of information were related to knowing the chances 

of cure and stage of disease, followed by information about treatment options and 

risks of family members getting breast cancer. There was also an indication that 

information needs may change over time, as information about chances of cure was 

more important at the time of diagnosis and information about self-care was more 
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important at follow-up. 

2.5.1.1.1.3. Flow of information 

The flow of information also varies across models. In both the paternalistic and 
informed models, the exchange is one-way (from doctor fo patient) and the doctor 
is the information provider. In the former, the doctor informs the patient in order to 

obtain informed consent but the doctor is assumed to know best and makes the 

treatment decision. In the latter, the patient alone is the decision-maker. On the 

contrary, in the shared model the exchange is two-way; all relevant treatment 

options are discussed and evaluated by both doctor and patient within the context of 

the patient's individual circumstances (Charles et al., 1999a). 

Cancer patients often report difficulties when communicating with doctors (Lerman 

et al., 1993) and appear to be dissatisfied with the information received from them 

(Bottomley and Jones, 1997; Fallowfield et al., 1986; Jones et al., 1999; NCA, 

1996; PlIsson and Norberg, 1995). Some issues are frequently omitted or not 

answered completely (Burton and Parker, 1997; Jones et al., 1999). For example, 

none of the DCIS patients in Webb and Koch's (1997) study knew that they had 

non-invasive breast cancer. 

The cancer consultation appears to be largely dominated by the doctor, who gives 

patients large amounts of biomedical information but little psychosocial 

information, and patients have little opportunity to ask questions (Farmer, 1996, 

2000; Ford et al, 1996). To make matters worse, recall is poor because patients are 

shocked and unable to take in much information at the time of the diagnosis 

(Bottomley and Jones, 1997; Fallowf ield et al., 1986; Hughes, 1993). Patients also 

have unmet needs further from diagnosis (Luker et aL, 1996). 

Several American and European studies have identified deficient communication 

skills among health professionals (Cawley et al., 1990; Matthews et al., 1994; 

Razavi and Delvaux, 1997; Simpson et al., 199 1; Suominen et al., 1994). Ways of 

improving the communication between health professionals and cancer patients 

have been suggested by several researchers (Bennet and Alison, 1995; Fallowfield, 

1993; Ramirez et at, 1994; Richards et at, 1995; Simpson et at, 199 1). 
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Communication skills can be taught and improved (Maguire, 1990) 

Harris (1997) found that health professionals differ and even contradict each other 
when they provide information to breast cancer patients in the UK. In fact breast 

cancer is managed in a fragmented and inefficient way iii this country, where even 
treatment options practised by surgeons differ from recommended published 

guidelines, and consequently, there are variations in the outcomes of treatment 
(Poole, 1996). Indeed, Calman and Hine's (1995) reported a wide variation in the 

pattern of Pare available for breast cancer between district health authorities, 
between different hospitals, and between surgeons. They proposed a new structure 

of cancer services, from primary care through Cancer Units in district hospitals to 
Cancer Centres, which will provide specialist and therapeutic techniques, as well as 
the opportunity for specialised multidisciplinary consultation. The Cancer Nursing 

Society report from the Royal College of Nursing (1996) agreed with these 

recommendations and emphasised the importance of providing patients and their 
families with clear and non-conflicting information. 

Given the importance of information transfer from doctor to patient in both the 

informed and shared models, various decision aids have been and continue to be 

developed to help doctors communicate with patients. They include interactive 

videos, computer programmes, audio-tapes, and decision boards (Charles et al, 

1999a; Ford et al., 1995; Gafni et al., 1998; Hogbin and Fallowf leld, 1994; Jones et 

al., 1999; McHugh et al., 1995; North et al, 1992; Ong et al., 1995), but a detailed 

analysis of these is beyond the scope of this literature review. 

2.5.1.1.1.4. Sources of information 

Not only do patients receive information from their doctors, but also from various 

other sources. Studies in the UK (Luker et al., 1996; Meredith et al., 1996), 

Canada (Bilodeau and Degner, 1996) and Finland (Suominen, 1992) revealed that 

personal sources of infonnation are preferred over written sources. 

The studies carried out by Bilodeau and Degner (1996) in Canada and Luker et al. 
(1996) in the UK incorporated the same measures as the longitudinal study of 

women diagnosed with DCIS reported in Chapters Five and Six of this thesis. 
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Bilodeau and Degner (1996) found that women with breast cancer preferred 

personal sources of information (doctor, nurse, and friend/relative) over written 

sources (brochure, medical literature, videotape, TV/radio, women's journal, and 

newspaper). Doctors were the most frequent actual source of information, followed 

by friends/relatives, and nurses, whilst videotapes were the least used source. 
Similar results were reported by Luker et al. (1996), who also found that the 

sources of information used by women with breast cancer changed over time. 

Whilst at diagnosis women received information from the hospital consultant, the 

Breast Care Nurse (BCN) and leaflets, women's magazines, the hospital consultant 

and TV/radio were used more often at follow-up. 

The women in Hughes's (1993) study preferred a combination of both personal and 

written sources. 

The fact that different methodologies were used may account for the different 

results reported in these studies. Bilodeau and Degner(1996) and Luker etal. 
(I 996j used the same ranking of information sources, Meredith et al (1996) used a 

modified version of the questionnaire used by Cassileth and colleagues in 1980, 

and Hughes (1993) used a 26-item observer checklist together with a 21-item 

questionnaire. Cultural differences and differences in the health care systems may 

explain some of the differences too. 

2.5.1.1.2. Deliberation 

The second stage of the treatment decision-making process refers to the process of 

discussing treatment preferences, and the minimum requirements vary across 

models. 

in the paternalistic model, the doctor weighs the pros and cons of each treatment 

option and communicates his/her decision to the patient In the informed model, an 

informed patient is assumed to be able to make the best decision for herself, so the 

patient deliberates and decides on her own. In the shared model, deliberation is 

interactional; not only is this complex and time-consuming, but negotiating as equal 

partners may not be easy for some patients because of the information and power 
imbalance in the doctor-patient relationship (Brody, 1980; Charles et al., 1999a; 

25 



Chapter One 

Guadagnoli and Ward, 1998). Many patients have been socialised to think that 
doctors know best that trusting the doctor means trusting his/herjudgement, or that 

agreeing with the doctor will result in better care (Charles et al., 1997). Therefore, 

at a time when the patient may be vulnerable and frightened, she may be 

intimidated to express her preferences and negotiate with-her doctor (Charles et al., 
1999a; Guadagnoli and Ward, 1998). Patients may also adopt a passive role 

because they have always done so in the past and are unaware of other possibilities 
(Guadagnoli and Ward, 1998). It is the doctor's responsibility to create a safe 

environment where the patient feels comfortable to ask for information and express 

opinions (Charles et al., 1997,1999a; Guadagnoli and Ward, 1998). On the other 
hand, there may be patients who are well informed and have 

* 
no difficulty in 

expressing their preferences, and if these are different from the doctor's conflict 

exists (Charles et al, 1999a). 

To make matters more complicated, the patient may decide to share the decision- 

making with other people such as her family, friends, and/or GP. In many cases, 

the doctor-patient interaction is only one element of a larger decision-making 

process that involves others and that takes place outside the medical encounter 

(Charles et al., 1999a). 

Decision 

In the paternalistic and informed models, the treatment is decided by one person 

(the doctor and the patient respectively). In the shared model, both doctor and 

patient work towards reaching an agreement (Charles et al, 1999a). 

In reality, most doctor-patient encounters combine elements from the three 

different models. Moreover, the model used in one medical encounter can change 

in the next encounter and even within a single encounter (Charles el al., 1999a, 

1999b, and 2000). 

2.5.2. What are patients' preferences regarding sharing the treatment 

decision-inaking process? 

A patient's desire for information does not necessarily mean that she will want to 

participate in the decision-making process, although the two seem to be correlated 
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(Blanchard et al., 1988; Cassileth et al., 1980; Hack et al., 1994; Suominen, 1992). 

However, some studies have found that a substantial proportion of those patients 

who want more information prefer to play either a passive or a collaborative role 
(Beaver el al., 1996; Bilodeau and Degner, 1996; Degner and Sloan, 1992; Degner 

et al., 1997; Dowsett et al., 2000; Pierce, 1993; Reaby, 1998; Stiggelbout and 
Kiebert, 1997; Sutherland et al, 1989). 

In fact, a range of patients' preferences exists with respect to decision-making. 

Degner and colleagues classify patients as active, collaborative or passive (Beaver 

et al., 1996; Bilodeau and Degner, 1996; Degner and Sloan, 1992; Degner el al., 
1997; Hack et al, 1994). These groups are similar to the deliberators, delayers and 
deferrers mentioned by Pierce (1993). Finally, Rowland and Holland (1990) 

classify breast cancer patients' responses into four types, not dissimilar from those 

mentioned above: "You decide for me, Doctor", I demand you do the X 

procedure", "I can't decide, Doctor", "Given the options, your recommendations, 

and my preferences, I choose X'. 

Patients are more likely to prefer a passive role in the treatment decision-making 

process than non-patients, and this is true for cancer patients (Degner and Sloan, 

1992; Stiggelbout and Kiebert, 1997), breast cancer patients (Beaver et al., 1996), 

and patients with non-cancerous conditions (McKinstry, 2000; Stiggelbout and 

Kiebert, 1997). Perhaps decision-making is influenced by diagnosis of a life- 

threatening disease, and patients feel relieved when the doctor is responsible for 

making treatment decisions as well as for any possible treatment failure (Brody, 

1980; Degner and Sloan, 1992; Richards et al., 1995). 

Age seems to be a major influence on patients' wishes to participate in the 

treatment decision-making process. Younger age has been associated with a 

stronger desire for participation than older age (Blanchard et al, 1988; Cassileth et 

al., 1980; Degner and Sloan, 1992; McKinstry, 2000; Petrisek et al., 1997; 

Stiggelbout and Kiebert, 1997; Street et al., 1995). This age difference reflects the 

different perspectives, needs, resources, and concerns of women at different life 

stages (Petrisek et al., 1997). Also, older women began interacting with doctors at 

a time when they were seen as authority figures whose medical advice was to be 
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followed without question, but nowadays doctors are no longer considered 
infallible (McKinstry, 2000; Petrisek et al., 1997). 

Education also seems to exert some influence, as better educated patients prefer 

more active participation in the decision-making process -ýnd are more expressive 
in discussing treatment then their counterparts (Cassileth et al., 1980, Degner and 
Sloan, 1992; Hack et al, 1994; McKinstry, 2000; Street et al., 1995). 

Different methodologies may account forjhe different results reported by these 

studies. Questionnaires, although different ones, were used by Blanchard et al. 

(1988), Cassileth et al. (1980), Degner et al (1997), Stiggelbout and Kiebert 

(1997), and Sutherland et al (1989). Degner et al. (1997) also used the control 

preferences card sort, together with Degner and Sloan (1992) and Beaver et al. 

(1996), which may account for the similar results reported by all of them. 

McKinstry (2000) used a structured interview with video vignettes of acted 

consultations. Finally, Charles et al (1998) and Pierce (1993) carried out 

interviews. Cultural differences and differences in the health care systems may also 

explain some of the disparity. 

The breast cancer studies carried out by Charles et al. (1998), Hack et al. (1994), 

Petrisek et al (1997), Pierce (1993) and Reaby (1998) deserve a special mention 

because they used qualitative methodology. Charles et al. (1998), Petrisek et al. 

(1997), and Pierce (1993) carried out interviews, whilst Hack et al. (1994) and 

Reaby (1998) used a combination of quantitative and qualitative methods. Such a 

combination was also used in the longitudinal study of women diagnosed with 

DCIS reported in chapters 5 and 6 of this thesis. 

In summary, it appears that many patients want information about their condition 

and its treatment, but some do not engage in information-seeking behaviour or in 

treatment decision-making. Patients do not seem to value the information as an aid 

to decision-making but as a way of reducing the uncertainty at a time of stress and 

vulnerability. A stated preference not to participate in treatment decision-making 

may reflect a personality characteristic, a situationally specific response (e. g. 

perceived information or skill deficits), an experience that active interactions are 
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not well received by health care providers, or a cohort effect (e. g. elderly patients 

often prefer a more passive role in treatment decision-making than younger 

patients) (Charles et al., 1997). 

Several studies revealed a discrepancy between the prefefted and the attained levels 

of involvement in the treatment decision-making process (Hack et al, 1994; 

Degner et al., 1997; Suominen, 1992). Therefore, it seems that doctors need to 
determine what role patients feel comfortable adopting and attempt to tailor their 

approach to the patients' wishes (Beaver et al., 1996; Coulter, 1999; Fallowfield et 

al., 1990b, 1994a, 1994b; McKinstry, 2000; Richards et al., 1995; Waterworth and 
Luker, 1990). 

Given the time constraints apparent in medical consultations, doctors need better 

training in communication skills to support decision-making (Coulter, 1999). 

Patients themselves recognise the pressures on the healthcare system and the health 

professionals, but still identify communication skills training for doctors as a 

priority issue (NCA, 1996). 

2.5.3. What do patients actually choose and why? 

There are few reports documenting which treatments are selected by patients when 

they are given the opportunity to choose, and most of them are on early breast 

cancer (Richards et al., 1995). 

Among British women with early breast cancer who are offered a choice, the 

proportion choosing BCT over mastectomy varies widely (Cotton ef al., 1991; 

Fallowfield et al., 1990b; Morris and Royle, 1987,1988; Wilson et aL, 1988). 

Charles et al. (1998) found that many women who could choose between having 

some treatment and having no treatment felt that doing nothing was no choice; they 

felt they had to undergo all treatment available in order to reassure themselves that 

they had done everything possible to fight their cancer. 

There are at least five issues that women consider when deciding their treatment for 

breast cancer: 
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(a) Doctor's support for each treatment option is generally considered very 
important and followed by patients (Petrisek et al, 1997; Reaby, 1998; 

Siminoff et al, 1989; Stanton et al., 1998). Decisions depend on how 

probabilities and outcomes are framed, which once again highlights the 
importance of doctor-patient communication (Stanton' et al., 1998). 

(b) Significant other's support for each treatment option as well as other patients' 

experiences (Petrisek et al., 1997; Stanton et al., 1998). 

(c) The consequences for self-evaluation (e. g. attractiveness) - for example, women 

may choose to have BCT in order to preserve their body image (Boyages et al., 

1999; Richards et al., 1995; Stanton et al, 1998). 

(d) The fear of cancer and of possible recurrence are greater than fear of breast loss 

and important in determining women's preferences for treatment (Fallowfield et 

al., 1990b; Ragovin, 1997; Stanton et al., 1998). If BCT is chosen over 

mastectomy, the psychological advantage of having conserved the breast may 

clash with a fear of recurrence (Amichetti et al., 1999), which will adversely 
influence the patient's quality of life (Stanton et al., 1998). Patients who 

choose mastectomy over BCT appear to do so in order to minimise the chance 

of a local recurrence, as they believe it will remove all the tumour, want to get 

on with their lives, and do not like the idea that they might need a mastectomy 
later (Boyages et al., 1999; Cotton et al., 199 1; Fallowfield et al, 1990b; 

Haber, 1997; Reaby, 1998; Richards et al., 1995; Stanton et al., 1998; Wilson et 

al., 1988). 

(e) The consequences of adjuvant treatment and its cost in terms of toxicity may 

vary between treatments and also determine patients' choices (Boyages et at, 
1999; Richards et al., 1995; Stanton et al., 1998). 

Whatever women consider when choosing their treatment they are likely to do so 

at a time of high anxiety and fear, and their reasoning abilities may be 

compromised (Stanton et at, 1998). 
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Reaby (1998) found that those women who were not offered BCT did not seek a 
rationale for not being given this alternative and simply accepted their surgeon's 

choice. The two main barriers to their ability to look for information on 

alternatives were their fragile emotional state and their perception that they did not 
have enough time to consider the alternative. Over 60 per cent of these women had 

total trust in their surgeon, did not consult anybody else, and had the mastectomy 

only because their surgeon told them that he was going to do a mastectomy. 

Two US studies have found that more high-income women had BCT for DCIS than 
low-income women (Hughes, 1993; Winchester et al., 1995), which suggests that 

economic considerations may be affecting treatment decisions in that country, 

although no relationship was found between radiotherapy and income. Black and 

rural women were also reported to be less likely to have BCT than their 

counterparts (Winchester et al., 1995). 

Fallowfield et al, (1990b) and Hughes (1993) reported that older women do choose 

to have BCT, which dispels the myth that older women do not mind losing a breast. 

However, Cotton et al. (199 1) and Stanton et al. (199 8) found a significant trend 

towards more BCT procedures in younger women. 

Finally, mastectomy patients in Hughes's (1993) study reported receiving 
information from four different sources whilst lumpectomy patients received 
information from fewer than three sources, which does not support the belief that 

women choose mastectomy because they receive less information about other 

treatment alternatives. 

2.5.4. Do patients benerit from being given a choice? 

Once again, the evidence is limited and mainly related to early breast cancer 

(Richards et al., 1995). Additionally, the measurement of choice is not consistent 

among studies; some researchers recorded whether the doctor offered a choice and 

others whether patients had a choice, and even distinctions between choice and no- 

choice patients are not always clear (Guadagnoli and Ward, 1998). 
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A sense of control over their disease and a positive feeling of involvement with 
their treatment have been reported by patients who prefer to play an active role in 

the treatment decision-making process (Charles et al., 1998; Hack et al, 1994). 

Some studies have found that breast cancer patients report fewer physical and 

psychological problems after surgery when given a choicb of treatment (Morris and 
Royle, 1987,1988; Morris and Ingh=, 1988; Street and Wig 1997). However, 

many women emphasise that doctors should have a role in treatment decision- 

making because they are the experts and patients themselves lack this knowledge 
(Charles et at, 1998). 

Fallowfield et al. (1990b, 1994a, 1994b) reported a benefit in women treated by 

surgeons who offered a choice, although no difFerence was found between those 

women who could actually choose and those who could not choose due to technical 

considerations. Therefore, the surgeon's style of consultation might have an impact 

on women's psychological morbidity. If this is the case, doctors' communication 

skills, rather than or in addition to patient participation, may also influence 

outcomes (Guadagnoli and Ward, 1998), and therefore, the importance of better 

training in communication skills is once again highlighted (Fallowfield et al., 

1994a, 1994b). 

However, difficulties in making a decision about breast cancer surgery have been 

reported by several studies (Fallowf ield et al., 1994a, 1994b; Reaby, 1998; Wilson 

et aI, 1988). To begin with, not all women want to be offered a choice; many want 

adequate information rather than the ultimate decision regarding treatment (Charles 

ef aI, 1997; Fallowf ield et al., 1990b; Richards et al., 1995). Additionally, women 

may also have problems looking for information, see the doctor as the expert, and 

end up leaving the decisions to him/her (Reaby, 1998). Those who want to be 

actively involved in the treatment decision-making process might need some 

support, but there is a lack of information designed specifically to support patient 

involvement in treatment decisions (Coulter et al., 1999). Either way, doctors need 

to f ind out their patients' preferences and tailor their approach accordingly (Beaver 

et aL, 1996; Coulter, 1999; Fallowfield et aL, 1990b, 1994a, 1994b; Richards et al., 
1995; Waterworth and Luker, 1990). 
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Although it seems that offering choice of treatment may reduce distress, Morris and 
Royle (1987,1988) warned that a choice should only be offered after counselling 
together with written information. Assuming responsibility for the treatment 

outcome may have detrimental effects (Charles et aL, 1998; Morris and Ingham, 

1988; Fallowfield et al, 1990b); some patients may feel guilty if they subsequently 

regret their decision or if the treatment is not successful, and some women have 

indeed expressed doubts about their original decision (Fallowfield ef al., 1994b). 
A preference not to make decisions allows patients to 

-avoid responsibility for the 

consequences of 'wrong' decisions (Coulter, 1999). 

2.5.5. Do patients benerit from having BCT instead of mastectomy? 
In Western culture, the breast has been associated with concepts of warmth, 
femininity, motherhood, and sexuality. Therefore, it was assumed that the 

psychological morbidity seen after mastectomy was due to the breast loss, and it 

was hoped that BCT would protect women from psychological morbidity. 
However, psychological morbidity appears to be a common feature in breast cancer 

regardless of the type of surgery (Fallowfield, 1990). 

Fallowfield et al. (1986,1987) studied 10 1 early breast cancer patients who had 

been randomly allocated to either mastectomy or BCT plus radiotherapy. 

psychological morbidity was evident in both groups, although for different reasons. 
BCT patients were anxious because of the uncertainty about the prognosis and the 

constant worry about a possible local recurrence or metastasis. Some admitted to* 

compulsive BSE, were not sure they had received the right operation, and felt they 

had been misled about the cosmetic advantages of having 'just a little lump' 

removed. It seems that whilst the flat chest wall of mastectomy patients 

'legitimises' the maintenance of the sick role, having 'just a little lump' removed 

makes women feel that they should be grateful at having their breast and should 

quickly be back to normal. On the other hand, mastectomy patients were 

concerned about the effect of surgery on relationships and were self-conscious 

about their appearance (Fallowfield et al., 1987). 

DCIS patients in Amichetti et al's (1999) study underwent BCT and radiotherapy, 

and about half of them felt depressed, anxious and tense, but only 16 per cent 
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expressed reservations about their body image. The authors believe that BCT may 
not worsen the perceived body image (the breast is saved and the integrity of the 
body is preserved), but this intact body image may be in conflict with a fear of 
recurrence. 

Therefore, the assumption that BCT prevents psychological morbidity is not 
supported. Psychological morbidity is often the result of a failure to cope with the 
stress associated with having cancer and its treatment (Fallowfield, 1990), and BCT 

patients need just as much support as mas-tectomy patients do. 

However, other studies have found that BCT is less psychologically traumatic than 

mastectomy (Lee et aL, 1992; McArdle et al, 1990), and yet some others found no 
significant differences between those women who chose mastectomy and those 

who chose BCT (Hughes, 1993; Morris and Royle, 1987,1988). 

The different methodologies used may account for the different results reported by 

these studies. Fallowfield etal. (1986,1987) and Morris and Royle (1987,1988) 

carried out semi-structured interviews and administered the Hospital Anxiety and 
Depression Scale (HADS) and the Rotterdam Symptom Check List (RSCL). 

Additionally, Fallowfield et al. (1986,1987) used a modified version of the Present 
State Examination (PSE), and Morris and Royle (1987,1988) administered 
Rosenberg's self-esteem scale. McArdle et al. (1990) used the General Health 

Questionnaire (GHQ) and the Leeds scales for the self-assessment of depression 

and anxiety. Lee et al (1992) administered the Social Adjustment Scale (SAS) 

together with the PSE. Hughes (1993) used a 26-item observer checklist and a 21- 
item questionnaire. Cultural differences and differences in the health care systems 

may also explain some of the differences. 

2.6. Psychological morbidity associated with being diagnosed with DCIS 

Illness causes a sense of threat and loss, and people react by feeling anxious and 

depressed. There is a high prevalence of undetected and untreated psychological 

morbidity amongst general hospital patients (Nichols, 1984), and up to 30 per cent 

of women with breast cancer develop anxiety or depression within a year of 
diagnosis (Maguire, 1995). 

34 



Chapter One 

The psychological stress associated with illness is important because it can 
influence recovery and mortality rates, diminish compliance, and increase the use 
of health care services (Nichols, 1984). This being the case, it would seem natural 
for health care professionals to try and detect those patients in need of 

psychological support as early as possible. However, studies have shown that they 
have problems in detecting patients' psychological morbidity (Burton and Parker, 

1997; Ford et al, 1994; Payne and Endall, 1998). Time constraints in the 

consultations mean that doctors focus on physical problems and expect patients to 

volunteer psychological information (Payne and Endall, 1998), but in reality few 

patients mention psychological morbidity because they do not think it is acceptable 
to do so (Maguire, 1995). 

Despite the similarities in diagnostic procedures and treatment options of both 
invasive and non-invasive breast cancer, the natural history of psychological 

adjustment to non-invasive breast cancer is different from that of adjustment to 
invasive breast cancer (Hoffman, 1997). 

The prognosis, which is better for non-invasive than for invasive breast cancer 
patients, is not always a major determinant of psychological response (Amichetti et 

al., 1999). DCIS patients do not have 'less' but 'different' psychological stress 
(Wellisch, 1997). In the case of screen-detected breast cancer, the patient has been 

asymptomatic and unaware of the possibility of disease (Wardle and Pope, 1992), 

and expects nothing abnormal to be found, unlike the woman with a breast lump, 

who is concerned and seeks help. Therefore, women diagnosed with screen- 

detected DCIS cross the dividing line from non-patient to patient very quickly 
(Hamilton, 1992). A woman's response to the discovery that breast cancer was 
developing whilst unaware of it could lead to fear of her doctor's or her own ability 

to detect recurrences, and affect her perception of mortality, sense of safety, and 

assumption of health, which might lead to difficulties in emotional adjustment and 

a reduced quality of life (Kelly, 1997; Wardle and Pope, 1992). 

The way the diagnosis of breast cancer is given to women with screen-detected 
disease is different from the way it is given to those with invasive disease. Farmer 

(1996,2000) found that women with screen-detected breast cancer (DCIS patients 
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included) received more reassurance than women with invasive breast cancer did. 
The benefits of breast screening were emphasised, and the significance of their 

condition was minimised. However, many patients report that when they heard 

their in situ diagnosis all that was registered was the word 'cancer' (Kelly, 1997). 
Therefore, for a woman diagnosed with DCIS, it may be impossible to integrate 
both the news that she has cancer and the news that she will be cured at the same 
time. The inability of doctors to provide clear recommendations can be an 
additional cause of stress that is not experienced by patients with invasive breast 

cancer (Hoffman, 1997). 

2.7. Selective literature review of the psychological aspects of DCIS 

Although there is an extensive literature on the psychosocial aspects of invasive 

breast cancer, DCIS has been neglected by the psychosocial literature and only its 

biological aspects have been discussed in research reviews and reports (Amichetti 

et al., 1999; Hoffman, 1997; Roberts, 1989; Webb and Koch, 1997). In fact, the 
first textbook devoted solely to DCIS was not published until 1997 (Silverstein, 
1997c). 

Only three studies that address some of the psychosocial issues affecting women 
diagnosed with DCIS have been located. 

In the UY, Fanner (1996,2000) studied a sample of 16 breast cancer patients, six 

of whom had screen-detected DCIS. She recorded the bad news consultations, 
interviewed the women a week later, and found that they were treated differently 

depending on how they had been diagnosed. Screen-detected cases were seen by 

the surgeon when they were dressed and sat down on a level with him, their 

diagnosis was minimised, and they were reassured about their future. However, 

symptomatic women were not reassured, and their diagnosis was discussed when 

they were undressed and sat below the surgeon. Moreover, although the centre 

policy was to offer treatment choice whenever possible, this was not always offered 

or was mentioned with bias towards BCT. 

Webb and Koch (1997) interviewed 10 Australian women diagnosed with DCIS, 

but neither their sampling criteria nor whether their results'are generalisable to the 
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UK are clear. The interval from diagnosis varied from three months to a year, and 
some studies (e. g. Luker et al., 1995,1996) show that women's experiences change 

over that period of time. Women were not followed up and no standardised 

measures were used. Eight of the women were treated by BCT and two had 

mastectomies, but no explanation is given as to how thos6 treatments were decided, 

which has been shown to have an influence in the psychological adjustment of 
breast cancer patients (Fallowfield et al., 1990,1994a, 1994b). Finally, where the 
interviews took place is not stated either. Their results revealed that women reacted 

to their diagnosis with calm acceptance but the information they received in 
hospital was deficient 

Finally, in Italy, Amichetti et al (1999) studied 83 DCIS patients treated with BCT 

and radiotherapy by sending thema self-completion questionnaire that assessed 

their adjustment in terms of physical and psychosocial well-being. Patients were 

also asked how they perceived the degree of information provided by the medical 

staff and how they evaluated the effects of their treatment on their life. Overall, the 

study revealed a good quality of life in these patients, with a preserved favourable 

body image and no negative impact on sexuality. Feelings of illness (10 per cent) 

and tiredness (19 per cent) were related to a low level of information about the 

disease. Fifty-nine per cent of the sample felt anxious, 48 per cent nervous, 46 per 

cent tense, and 41 depressed. Eight per cent declared that the treatment had had a 
bad effect on their social life and 18 per cent felt that their current life was affected 

by it. Finally, over 70 per cent felt that the amount of information received had 

been sufficient. Since the data were only collected once, it is not known how 

patients felt at the time of diagnosis or treatment, and recall bias may have 

occurred. 

2.7.1. Methodological critique 

This section will review studies on the information needs and decision-making 

preferences of women diagnosed with breast cancer carried out by British 

researchers from 1990 onwards, as the whole country was not covered by the 

NHSBSP till then (Baum, 1995). Given the rarity of psychosocial studies on DCIS, 

Arnichetti et aPs (1999) Italian study will also be included because of its sample of 
DCIS patients. 
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The studies included in this section are as follows: Amichetti et al. (1999), Beaver 

et al. (1996), Bottomley and Jones (1997), Cotton et al (199 1), Fallowfield et al 
(1990b, 1994a, 1994b), Fanner (1996,2000), Luker et al (1995,1996), and Webb 

and Koch (1997). 

Comparisons between these studies are difficult as they have different aims and 
use different assessments at different time intervals, in d erent places, ad on iff n 
patients recruited in different ways. Table 1-1 shows an overview of these studies. 

Most of the studies included in this literature review are about women with either 
early breast cancer (Bottomley and Jones, 1997; Cotton et al., 1991; Fallowfield et 

al., 1990b, 1994a, 1994b) or breast cancer at a non-described stage (Beaver et al, 
1996; Luker et aL, 1995,1996), which means that women at different stages of the 
disease are being grouped together. Only Amichetti et al (1999), Fanner (1996, 

2000) and Webb and Koch (1997) included women diagnosed with DCIS. 

The sampling criteria varied from one sNdy to the other. Fallowfield et al. (1990b, 

1994a, and 1994b) selected women under 75 who were being treated by 22 

different surgeons in 19 Merent hospitals in Southern England. Luker et al 
(1995,1996) and Beaver et al. (1996) selected a consecutive sample of women 
from a consultant's list. Bottomley and Jones (1997) also studied a consecutive 

sample of women who were having chemotherapy. Webb and Koch (1997) 

selected their women with DCIS from two Australian hospitals, but it is not clear 

what criteria they used and whether their results can be generalised to the UK. 

Farmer (1996,2000) approached her sample at their initial attendance for 

investigation of a suspicious lump or mammogram. Amichetti et al. (1999) 

obtained their patients from six Italian institutions participating in a retrospective 

multi-centre study. Finally, Cotton et al (1991) did not state the selection criteria 

of their sample. 

Sample sizes also varied widely and ranged from 10 (Webb and Koch, 1997) to 269 

women (Fallowfield et al., 1990b), with those studies incorporating qualitative 

methodology having the smallest sample sizes. 
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The participants in these studies were between 20 and 84 years old, which means 

that they were at different stages in life and, according to Petrisek et al. (1997), had 

different needs, resources, and concerns. 

Outcome measures were not used in all the studies, and Nýhen used, varied 

enormously. Self-assessment questionnaires (HADS, RSCL and State/Trait 

Anxiety Inventory -STAI-) and semi-structured psychiatric interviews were used 
by Fallowf leld et al. (1990b, 1994a, 1994b). A structured interview approach was 

adopted by Luker, Beaver and colleagues, as they administered the information 

needs (Luker et al., 1995) and the sources of information questionnaires (Luker et 

al., 1995,1996), and the role preferences card sort (Beaver et al., 1996). Amichetti 

et al. (1999) developed a 34-item questionnaire for their study and left some blank 

space at the end of it to allow patients to add comments and criticise the items. 

Bottomley and Jones (1997), Farmer (1996,2000), and Webb and Koch (1997) 

adopted a qualitative approach using interviews. Finally, Cotton et al (199 1) 

simply asked patients what treatment they had chosen and why. 

Some researchers followed up their participants for up to three years (Fallowf ield et 

al., 1994a, 1994b), whilst others collected data only once (Amichetti et al, 1999ý 

Beaver et al., 1996; Bottomley and Jones, 1997; Cotton et al., 199 1; Luker et al., 
1995; Webb and Koch, 1997) or twice (Farmer, 1996,2000; Luker et al., 1996). 

Finally, data were collected in a variety of locations such as the hospital (Beaver el 

al., 1996; Cotton et al, 199 1; Luker et al., 1995,1996), and both the hospital and 

the patients' homes (Fallowfield et al., 1990b, 1994a, 1994b; Farmer, 1996,2000). 

Arnichetti et al (1999) mailed their questionnaires to the patients' homes. 

Sometimes the location was not described (Bottomley and Jones, 1997; Webb and 

Koch, 1997). 
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Table 1-1. Overview of the selected studies. 
Authors and Methodology Findings 

Year Sample Measure(s) 
Amichetti et al., 85 Italian DCIS patients Scif-completed postal Good subjective evaluations of 
1999 treated by BCT and RT, questionnaire cosmetic result 

followed up a median of - Nearly half were anxious/depressed 
54.5 months, and aged - Over 70% considered sufficient the 
29-88 years 

- 
information received 

Beaver et al., 150 breast cancer Role preTe rences card Breast cancer patients prefczTeT- 
1996 patients and 200 women sort passive role whilst control group 

with benign breast preferred collaborative role 
disease aged 35-80 years 

Bottomlcy and 18 breast cancer patients Interviews Wanted detailed inform-adon but 
Jones, 1997 having chemotherapy couldn't take it in at diagnosis 

and aged 28-66 years - Doctoes style of interaction seen as 
key Issue 
- Didn't understand medical 
technology and were afraid of 
treatment 

Cotton et al, 91 early breast cancer One iF7gestion. 7 wýt - 47 chose mastectomy because of 
1991 patients aged 29-69 years treatment was chosen fear of recurrence 

and why? - 41 chose BCr plus radiotherapy 
because of self-image reasons (more 
younger women) 
- Able to decide but not easy 

Fallowfield. et 269 carFy breast cancer HADS, RSCL, STAL - Ogh psychological morbidity, but 
al., 1990b patients aged 20-75 years and interviews at 2 lower in women treated by surgeons 

weeks and 3 and 12 who offered choice and in well 
months post- informed women 
operatively - Fear of cancer > fear of breast loss 

Fallowfield et 216 (80% of 1990b's HADS, RSCL, STAL - No difference between those who 
al., 1994a and sample) and interviews at 24 could choose and those who couldn't 
1994b and 36 monthi post- - Re choosing: 37% had difficulty 

operatively choosing, 13% couldn't choose; 49% 
felt positive, 24% couldn't say, and 
19% had reservations 

- - Farmer, 1996, 16 early breast cancer Interviews a-tr-w-ee7 - Surgeon's style was aD7'ere n7tb r 
2000 patients (including 6 post-diagnosis screened and for symptomatic women 

DCIS patients) - New lay model of breast cancer 
Luker et at, 150 breast cancer Information needs - Main information needs re 
1995 patients and 200 women questionnaire likelihood of curc, spread of disease, 

with benign breast and treatment options 
disease, aged 35-80 years Age differences 

Luker et aL, 150 breast cancer Information needs Information needs and sources or 
1996 patients aged 35-80 years questionnaire and Information change further from 

sources of diagnosis 
information - 66% had unmet information needs 
questionnaire at a at follow-up 
mean of 21 months 

ý Webb wd 10 AusuUan DCIS Interviews - Reacted to diagnosis wiTý 
Koch, 1997 patients aged 55-81 years acceptance 

Information given was deficient 

In the light of the studies reported in this literature review, it can be concluded that 

DCIS appears to be a controversial topic. In theory, patients could be involved in 

their treatment decisions, but this will not be easy due to the difficulties inherent to 
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the treatment decision-making process as well as to the uncertainties regarding how 

best to treat this condition. 

The following chapters will demonstrate the reported increase in DCIS diagnoses 

since the start of the NHSBSP in the late 1980s (Chapter-Two) and will explore the 

topics presented in this literature review, namely, the general public's perceptions 

of breast cancer and breast screening (Chapters Three and Four), and the 

psychological morbidity, information and treatment decision-making issues 

associated with being diagnosed with DCIS (Chapters Five and Six). 
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Epidemiological study of DCIS data 
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Chapter 2. Epidemiological study of DCIS data 

1. Introduction 

This chapter will present the results obtained from analysing some epidemiological 
data on DCIS in order to demonstrate the reported increase in the number of DCIS 

diagnoses since the NHSBSP started in the late 1980s (Baum et al., 1994; McKinna et 

al., 1992; Sharma et al., 1997; Silverstein, 1997a; Thornton, 1997a, 1997b; Webb and 
Koch, 1997). 

Data from 766 DCIS cases diagnosed between 1988 and 1996 in the old Wessex 

region were provided by the South and West Cancer Intelligence Unit in July 1998. 

Details regarding Health Authority, screening centre, treatment provider, age group, 

age at onset, and patient gender were provided in an Excel file that was converted into 

a Statistical Package for the Social Sciences (SPSS) database for ease of use. The data 

were analysed using SPSS 8.0 for Windows. 

The data were analysed as a whole and by Health Authority, and they were also used 

to model whether the number of diagnoses was likely to increase in the near future. 

In particular, the objectives of the present study were to find out: 

1. What age group had the highest number of DCIS diagnoses. 

2. If the number of DCIS diagnoses in the old Wessex region had increased since the 

start of the NHSBSP. 

3. Where patients had been screened. 

4. Where patients had been treated. 

S. If the number of DCIS cases is likely to increase in the future. 

Please note that percentages have been rounded up or down in order to make the 

tables easier to read. 

Readers should also be aware that there are variations across the old Wessex region in 

population densities; there are some densely populated areas (e. g. Southampton) as 

well as other areas not so heavily populated (e. g. Isle of Wight). Therefore, the 

43 



Chapter Two 

number of DCIS cases diagnosed in these areas varies accordingly (i. e. Southampton 

had a higher rate of DCIS cases than the Isle of Wight), and caution is required when 
interpreting the findings. 

2. Findings 

Seven hundred and sixty-one (99 per cent) out of a total of 766 patients diagnosed 

with DCIS were women. Although in this chapter DCIS-patients will be referred to as 
being female, it should be pointed out that the condition, although rarely, affects men 

too. The database included five male DCIS cases. 

2.1. How oId were patients when diagnosed with DCIS? 

Patients had a mean age of 56.85 years (range=26-90 years, SD=10.45), with 450 

cases (59 per cent) being diagnosed between the ages of 50 and 64 years, which is the 

age group targeted by the NHSBSP. 

Table 2-1. Number of DCIS cases by age group. 

Age groups DCIS cases 

-F5--29 years 
30-34 years 6 1 
35-39 years 24 3 
40-44 years 49 6 
45-49 years 74 10 
50-54 years 173 23 
55-59 years 140 is 
60-64 years 137 18 
65-69 years 66 9 
70-74 years 48 6 
75-79 years 28 4 
80-84 years 12 2 
85+ years 5 

- [Tow 
66 7 ý100 

When looking at the data by Health Authority, it becomes clear that the highest 

number of DCIS diagnoses occurred in women aged 50-64 years in all Health 

Authorities. 
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Table 2-2. Number of DCIS cases, age at diagnosis and number of cases in the 50-64 

years age group in each Health Authority. 

N of Age at diagnosis 50-64 age group 
cases Range Mean SD N of 

cases 
% 

North & Mid 
Hants 

118 27-81 

I 

53.86 . 38 9.38 75 64 

Portsmouth & 
SE Hants 

- 

- -106 28-83 55.71 10.97 55 52 

SouthamFt on 
& SW Hants 

177 37-90 55.90 

I 

9.47 105 

- 

60 

I 
Isle of W-Rghi- 53 3 -9 9.92 -31 56 
Wiltshire 113 37-90 60.51 

' 
-9.92 -74 66 

Dorset 199 31-85 59.48 56 

2.2. Has the number of DCIS diagnoses increased since the start of the 

NHSBSP? 

Overall, there seems to have been an increase in the number of DCIS diagnoses from 

1990 onwards. 

Table 2-3. Number of DCIS cases by year. 
Year DCIS cases 

N % 
1988 41 5 
1989 58 8 
1990 71 9 
1991 100 13 
1992 98 13 
1993 102 13 
1994 105 14 
1995 87 11 
1996 + 104 14 

1 Tota 7661 
--Loýj 

Table 2-4 shows similar results when the data are considered by Health Authority. 
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Table 2-4. Number and percentage of DCIS cases in each Health Authority by year of 
diagnosis. 
Year North & Mid Portsmouth Southampton Isle of Wiltshire Dorset- 

Hants & SE Hants & SW Hants Wight 
Nof % N of % Nof % N of % N of % N of % 
cases 

- 
cases cases 

' - 
cases 

- 
cases cases 

-T-988 7 6 5 5 9 5 5 9 6 5 9 5 
1989 9 8 11 10 16 9 8 15 10 9 4 2 
1990 6 5 12 11 26 15 5 9 2 2 20 10 
1991 23 20 8 8 29 16 7 13 7 6 26 13 
1992 21 18 14 13 13 7. 4 8 18 16 28 14 
1993 10 9 16 15 24 14 7 13 23 20 22 11 
1994 17 14 16 15 17 - 10 8 15 11 10 36 18 
1995 10 9 13 12 20 11 4 8 22 20 18 9 
1996 15 13 11 

1 
10 1 23 13 51 91 14, 12, 36, 18 1 

Total 1181 1UU 1 1061 100 177 , 
1001 53 1 1001 113 1 1001 1991 100 

In order to calculate the rate of DCIS cases per 10,000 women from a particular age 

group in each Health Authority, a formula was applied and an example follows: in 

North and Mid Hants there were 19,861 women aged 35-39 years and two cases of 

DCIS in the same age group in 1996. The rate of cases per 10,000 women is 

calculated by dividing the number of cases by the number of women and multiplying 

the result by 10,000. The result is 1, which means that in 1996 there was one case of 

DCIS per jo, 000 women aged 35-39 years in North and Nfid Hants. Please note that 

besides the MIS data, the South and West Cancer Intelligence Unit also provided the 

population data (i. e. the overall number of women in a particular year, age group, and 

Health Authority). 

After applying the above-mentioned formula, an increase in the rates can be observed 

once again in all Health Authorities from 1990 onwards. This increase is particularly 

clear in the 50-64 years age group. Tables 2-5 to 2-10 illustrate this finding. 
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Chapter Two 

2.3. Where were women screened? 
Data regarding the screening centres where the DCIS cases were detected were 

available from only 69 cases (nine per cent). A third of them were screened in 

Southampton, with Swindon in a second place and Dorset in a third. 

Table 2-11. Number of DCIS cases by screening centre. 
Screening centre D IS 

N% 
Basingstoke 6 9 
Dorset 10 15 
Isle of Wight 5 7 
Portsmouth 5 7 
South=pton 23 33 
Swindon 15 22 
Winchester 5 7 

2.4. Where were patients treated? 

Overall, Southampton was the main treatment provider, treating nearly a quarter of 

the patients. 

Table 2-12. Number of DCIS cases by treatment provider. 
Treatment provider D IS 

-N ý 
% 

-Southampton ITI =4 
Portsmouth 94 12 
Bournemouth 72 10 
Winchester 67 9 
Poole 63 8 
19 others 

__ 
289 

, 
37, 

j Total _ L766 1 1001 

The main treatment provider in North and Mid Hants was Winchester. 
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Chapter Two 

Table 2-13. Number of DCIS cases in North and Mid Hants by treatment provider. 
Treatment provider D IS IN 

% 
Winchester 47 40 
North Hants 30 25 
Frimley Park 12 10 
Private 10 9 
Southampton 7 6 
Royal Berkshire 3 3 
Royal Surrey 3 3 
Guildford 2 2 
Cambridge 2 2 
Portsmouth 1 1 
Other 1 1 

-TO-Fta-l 1181 100 

The main treatment provider in Portsmouth and SE Hants was Portsmouth. 

; able 2-14. Number of DCIS cases in Portsmouth and SE Hants by treatment 

provider. 
Treatrnent provider DCI 

N 
S 
% 

PortsmoMý 93 88 
Southampton 5 5 
Private 3 3 
RNH Haslar 2 2 
Salisbury 2 2 
Missing I I 

I Total 1061 1001 

The main treatment provider in Southampton and SW Hants was Southampton. 

Table 2-15. Number of DCIS cases in Southampton and SW Hants by treatment 

provider. 
Treatment provider D 

IN 
IS 

% 
Southampton 137 77 
Winchester is 10 
Private 13 7 
Bournemouth 5 3 
Salisbury 3 2 
Poole 1 

0ý 1771 1001 
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Chaptcr Two 

The main treatment provider in the Isle of Wight was Isle of Wight Healthcare. 

Table 2-16. Number of DCIS cases in the Isle of Wight by treatment provider. 
Treatment provider D IS 

Isle of Wight Healthcare 47 89 
Private 3 6 
Royal Isle of Wight County 2 4 
Missing 1 2 
Total ::: 5 53 00 

ý 

The main treatment provider in Wiltshire was Swindon. 

Table 2-17. Number of DCIS cases in Wiltshire by treatment provider. 

Treatment provider DCIS 
N % 

-T,; ý'mdon 44 39 
Southampton 28 25 
Bath 18 16 
Salisbury 15 13 
Private 4 4 
Winchester 2 2 
Royal Berkshire 1 1 
Oxford Radcliffe 1 1 
Total 113 10ý 

Finally, the main treatment provider in Dorset was Bournemouth, closely followed by 

Poole. 

Table 2-18. Number of DCIS cases in Dorset by treatment provider. 
Treatment provider DCIS 

N % 

Bournemouth 68 35 
Poole 62 31 
West Dorset 43 21 
Private 9 5 
NEssing 9 5 
Southarapton 4 2 
Salisbury 2 1 
Dorset Healthcare 2 

-- 
1 1 

199 
1 

1 1001 
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Chapter Two 

2.5. Is the number of DCIS diagnoses likely to increase in the future? 

The estimated number of DCIS cases that can be expected in a particular age group, 

year and Health Authority was calculated by dividing the average of the previous 
DCIS rates by 10,000, and then multiplying the result obtained by the population data. 

Thus, for example, it was estimated that there would be 21,521 women aged 35-39 

years in North and Mid Hants in the year 2000. Additionally, the average of previous 

DCIS rates in that age group and Health Authority was I (see Table 2-5 for details of 

the number of DCIS cases in this particular ýge group and Health Authority between 

1988 and 1996). Therefore, I was divided by 10,000 and the result obtained was 

multiplied by2l, 521. The final result was 2.15, which means that 2.15 cases of DCIS 

per 10,000 women aged 35-39 years can be expected in North and Mid Hants in the 

year 2000. 

Please note that besides the DCIS data, the South and West Cancer Intelligence Unit 

also provided the estimated future population data (i. e. the overall number of women 

that can be expected in a particular year, age group, and Health Authority), and 

caution is required when interpreting results obtained from estimates such as these. 

Furthermore, these calculations were made assuming that the DCIS rates obtained 
between 1988 and 1996 will also apply in the future, but rates might increase due to 

the Government's plans to take two views of the breast at every screening by 2003 

and send routine NHSBSP invitations to women up to the age of 70 by 2004, which 

could increase cancer detection rates by 43 per cent (Department of Health, 2000a). 

After applying the above-mentioned formula, it becomes apparent that a general 
increase in the number of DCIS diagnoses can be expected in all Health Authorities in 

the near future, especially in the 50-64 age group (please see Tables 2-19 to 2-24). 
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Table 2-19. Number of DCIS cases expected in North and Mid Hants. 
Age 

group 
Year 

__2000 

Year 
2001 

Year 
2002 

Year 
2003 

Year 
2004 

-Year 
2005 

Year - 
2006 

Year 
2007 

- 0.89 0.88 0.86 0.85 0.83 0.81 0.80 0.78 
30-34 

- 
1.06 

--- - - 
1.06 1.04 

- - 
1.03 

- 
1.02 1.0-1 -0.99 0.98 

-T5F- 3 9 
- 

T 31 
- - 

1.33 
- F 

1 ýT 
-- 

139 1.41 . 44 
. 47 1.49 

40-44 - 1.3 3 FP 1.37 1.57 3 --Tg,. )W- 
, T5-49 2.83 1 2.73 2.65 2.58 2.50 2.42 _ 2.3T 2.27 
50-54 

- 
5.10 5.35 5.50 

' 
5.66 

- 
5.82 5.98 6. NT 6.30 

Y53 -59 3.82 3.93 4.05 4.17 4.29 4.41 4.53 4.65 
R---64 2.56 2.63 2.69 2.82 

' 
-7T. 8-8 -2.94 3.00 

-65-69 1.53 1.53 1.55 1737 1.58 1.59 1.61- ---= 
70-74 1.29 1.29 1.28 L28 1.27 1-27 1.27 1.26 

-T5--79 I 
TO- -8 -4 1.08 1.05 1.04 1.03 1.02, 1.01 1.00 0.99 
85+ 1 1 1 

Table 2-20. Number of DCIS cases expected in Portsmouth and SE Hants. 

Age 
group 

Year 
2000 

Year 
2001 

Year 
2002 

Year 
2003 

Year 
2004 

Year 
2005 

Year 
2006 

Year 
2007 

25-29 0.06 0.06 0.05 0.05 0.04 0.04 0.04 0.03 
-TO--34 1.05 1.04 1.01 0.98 0.96 0.93 0.91 -0.88 
--S5---39 1.41 144 1.46 1.491 1.51 

- - 
1.54 

- 
1.56 1.581 

U-74- 1.18 L. 19 1.22 
-- - 

1.24 T. 2rr --T. "N --7m 1.32 
45-49 1.73 1.65 T 

. 
37 

- 
1.43 ---T-. 3T --= 

3-OF. 5-4 3.95 4.17 4.30 4.43 4.57 4.70 4.83 4.97 
B-- 5 -9 3.09 3.13 3.21 - 3.28 3.35 3.42 3.49 3.56 
R---64 2.37 2.40 2.43 2.45 2.48 2.50 2.53 

- 
2.56 

1.91 1.91 
- 

1.90 
- , - 

1.89 
--- , 

1.88 1.87 17 1.85 
-7U--7T- 0.99 TOT 7 93 u, 9T 0.92 0.91 --- TW 
'77 53 -7 -9 - 1.271 1.34 1.36 1.39 1.42 1.45 1.48 1.50 j 
80-84 0.961 0.91 0.87 0.85 0.83 0.81 0.79 
85+ 1 1 

, 

63 



Ch3ptcr Two 

Table 2-21. NLumbcr of DCIS cases expected in Southwnpton and MV Hants. 

Age 
group 

- __ 

car I_ :] 
2000 

You 
toý 

:: 
11.001 

Year 
2002 

Year 
2003 

Year 
2004 

1 YeHF 
2005 

Year 
2006 

Year 
2007 

, 2n- ) - __ - 
30-34 

-- - 33-P 
- 

T77 8 
- 

1.83 1.97- -TOT --= --- 
416-4 44 2.00 2. OF 2.03 2.07 -2.10 27T 
45-49 2.88 2.81 2.77 2.72 I. -W 2.63 1-5 _8 -72-: 3-4 
50-54 6.20 6.48 6.67 7.27 -7.47 -7.66 
55-59 5.19 

--- - 
5.29 5.421 5.54 5.66 

- 
5.79 Y91 6.03 

60-64 7 69 
_ 

2.71 
___ _ 

2.73 2.75 2.77 2.79 2.81 __7,83 
L 43' T7 3 17 I73T 133 -73-2 

70-74 1.65 1.62 1.59 L57 1.54 1.52 -1.49 -1-. 47 
75-79 1.09 1.14 1.16 1.20-- 1.22 1.24 1. 
8n- 4 1.00 0.96 0.95 1 0.941 0.93 0.92 0.91 0.90 
85+ 11 1.21 1.24 1.27 ] 

__1.30 
1 1.32 1.35 1.39 14 

Table 2-22. Number of DCIS cases expected in the Isle of Wight. 

Age - 
group 

1 Year 
2000 

Year 
2001 

Year 
2002 

Year 
2003 

Year- 
2004 

--Year- 
2005 

-Ye-ar 
2006 

--Y-ear 
2007 

, f5F-71 9- Aý 

TOF- 3 -4 
35-. 3 9 0.88 

- 
0.87 

ý- - 
0.87 

_ - 
0.8 4 -O-. -8T 

70-44 Tw Tffo U. 89 U. 99 75 Tr --UTT --U. w --Tw 
T3 --4 -9 0.95 6.99 5.86 73 ---= W 
3UO--54 

- 
1.42 1.49 1.33 -1-. 57- -1.61 

- 
-1.65 1.69- ---F73- 

-9 1.24 -- 1.27 1.31 
- 

1.35 
--- 

778- 
- 

-1.42 --l-4T -=O 
60-64 1.72 1.75 1.69 177 1.68 
65-0 1.11 1.08 1.04 1.60 0.97 0.93 0.89 U. S.; 

-7T. 71 -0.92 Ul 
- 

0.89 
- 

- -G. S T ---- Tw 
-- 

0aI 
---- 75-79 1.07 11 3 1.15 1.18 71-20 1.25 
8U-84 0.95 6.89 U. &7 0.8 4 -FS-T2- 0.79 7-7 
83-T 
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Table 2-23. !, ýuniber of DCIS cases expected in Wiltshire. 

An 
group 
- 

Year 
2000 

Year 
2001 

ye, : 
'Yc 

!2 

_tWý 

Year 
2003 

Year 
2004 

--Year- 
2005 

Y; ar] 
06 

: 
LO 

_ 
06 

Year 
2007 

_ 5- 9 0.85 0.82 0.8 0 ý07 
- - 

0.73 - 0.71 0.68 
30-34 

- 
0.99 0.99 

- - 
0.97 

-- - - 
0.97 09 5 0.94 U". -92 -15-1 

-jy-: 3y9 1.17 
- 

12 1 
- , 

T 
. 24 1.27 1.30- T ---= 1.39 

4U. -44 T 3T T 
.5 -" 1.56 1.59 ---F652 

45-49 
- - 

1.24 1.20 1.19 1.17 1.16 
- 

1.14 1-. ff 1.11 
3 0 -54 4.80 3.16 5.31 5.52 5.73 -5.94 -6.15 -6"3-6 
55-59 4.75 4.90 5.06 5.22 5.38 5.54 5.86 
60-61 2.54 

- 
2.58 

-1 7 - 
2.62 2.67 2.71 2.76 2.80 2.85-' 

--65-69 120 1 -1 9 1.18 1.17 --T. 17 1.13 ----FIT 
70-74 1.14 1.12 1.11 LIO 1.09 1.08 1.06 1.05 
75-79 1.13 1.21 1 1.25 1.29 .3 1.38 1.42 1.46 
80-81 - -099 0.94 0.92, 0.90 0.88 0.86 0.84 083 : 
85+ 1 1.33 1.37 1 1.40 I.: P -1.47 1.51 -i t; 

Table 2-24. Number of DCIS cases expected in Dorset. 

Age 
group 

Year 
2000 

Year I E200 
1 

Year 
2002 

Year 
2003 

Wax 
2004 

Year 
2005 

Year 
2006 

Year 
2007 

- '13--29 
- 1.69 1.72 1.75 1.77 1.80 1.83 55 TT-s 

3 35T- 3 -9 1.50 1.50 1.51 
- 

1.51 1.51 1.52 1.52 1.52 
'40-44 1.52 32 1.51 - ---- F5T ---1.31- ---T-. 3T 

3-47-- 2.41 2.49 OF ---T. TF ---2-. W 
50-54 5.83 5.87 3.91 5.95 5.79 1 -6.03 ---9 OF -77.12- 

-B-59 2.75 2.72 2.69 1 2.66 2.63 2.59 2.56 2.53 
60-9-4 -4.66 4.60 4.54 4.48 4.42 4.36 4.30 4.24 

2.28 2.24 2.20 
-- - 

2.13 i 
--- 

-2.11 
--- " 

2.07 2.02 
- 

1.98 
-- TJT 3T. 4 

- 
TZT 

- 
776 r 37T, =8 

--- - - - T5F- 7 -9 1.89 
- 

1.85 1.81 1.77 -1.73 1.70 1.66 F 
. 
r2 

70-84 I. Ou 77 E ] 1.081 1.10 i 1.11 1.121 1.131 1.151 1.16 
- 13 3 1.371 1.411 1.45 1 1.491 1.531 1.561 1.601 

3. Discussion 

Nowadays, DCIS is most commonly associ atedwith the presence of mammographic 

microcalcifications (Dell, 1997; Page et al,, 1995; SCCPGCTBC, 1998; Silverstein, 

1998; Tal=onti, 1996), and well over half of the cases were diagnosed in women 

aged 50-64 years, that is, those who receive the NHSBSP invitation. 

Results show an increase in the number of DCIS diagnoses in all Health Authorities 

from 1990 onwards. This can be explained by the fact that it was not until that year 

that the whole of the UK" was covered by theNMSBSP (Baum, 199S; Gage and 
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Fouquet, 1997), and since then, DCIS has been increasingly diagnosed ffebb and 
Koch, 1997). 

As technology improves, the time of diagnosis is advanced, so given that 

,n mammography is constantly moving the time of diag osis fonvard (Silverstein, 

1997a), and the fact that the NHSBSPvvill soon be extended (Department of Health, 

2000a), more DCIS cases may be detected in the coming years. 

Southampton was the main screening centre and treatment provider in the region. The 

patients participating in the longitudinal study of women diagnosed with DCIS, 

reported in Chapters Five and Six, were recruited from the Brcast Clinic at this ccntre. 
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Chapter 3. Breast Screening Questionnaire about public 
perceptions of breast cancer: methodology and procedure 

This chapter will describe the aim and objectives of the present study, the methods 
and the sample used, and how the study Nvas conducted. 

1. Aim and objectives 

The aim of the present study was to explore women's knowledge and attitudes about 
breist cancer and breast screening. 

Objectives: 

1. Regarding breast cancer, the study attempted to explorewomen's knowledge about 
breast cancer and their attittides about the disease. 

2. Regarding breast screening, the study explored women's knowledge of the 

NHSBSP, whether those aged 50-64 years had been invited to attend and attended for 

breast screening, and how accurate they thought breast screening was. 
Finally, the study explored the influence of socio-demographic characteristics, 

particularly age, onwomen's responses. 

2. Afe. asure: self-administered anonymous postal questionnaire 

A retrospective cross-sectional survey design was used, and a self-administered 

anonymous postal questionnaire was devised for the present study. Xcopy can be 

seen in Appendix A. 

2.1. Surveys 

It is difficult to give a precise def inition of what a survey is because of thewide range 

of studies that have been labelled as surveys (Robson, 1993). Bowling (1997a, p. 

173) defines it as "a method of collecting information from a sample of the population 

of interesf' (Bowling, 1997a, p. 173). A small amount of data is collected in a 

standardised form from a relatively large sample of individuals (Robson, 1993). 

Surveys can be either prospective and longitudinal or retrospective and cross- 
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sectional, the latter being the case of the present study. This is the simplest survey 
design (Fife-S chaw, 1995a) and is particularly used in the social sciences (Bowlin& 

1997a). It describes what a sample of respondents does and/or thinks at just one point 
in time (Dowling, 1997a; Coolican, 1990; Fife-Schaw, 1995a). Most cross-sectional 

studies are retrospective because they involve asking respofldents about past as well 
as current behaviours, attitudes, and events (Bovvylingg, 1997a). For example, in the 

present study respondents indicated how often they practised BSE (i. e. current 
behaviour) and whether they had ever had a cervical smear test (i. e. past behaviour). 

it is possible to make comparisons between subgroups and look for statistical 
associations between variables, but not causal relationships (Bowling, 1997a; Fife- 

Schaw, 1995a). For example, in the present study the responses of women aged 50ý- 

64 years, that is, those receiving the NHSBSP invitation; were compared with the 

responses of younger women. 

Surveys can take the form of postal questionnaires, one-to-one interviews, telephone 

interviews, planned observations, diaries, and even new options such as e-mail 
(Bowling, 1997a; Brodie et al., 1994; Goddard and Villanova, 1996; Vaim, 1996). 

This chaptervNill focus on the questionnaire, the most. common rescarch tool in the 

social sciences (Fife-Schaw, 1995b). 

2.1.1. Sel f-a d ministered anonymous postal q ties tionnaires: advantages and 

disadvantages 

Questionnaires are written surveys containing items that address the objectives of th Ie 

study. They can be self-administered, as in the case of the present study, or 

administered to groups of people by a trained administrator (Goddard and Villanova, 

1996). Although the latter option may be advantageous in terms of ensuring that 

respondents understand the questions and that proper procedures are followed, it is 

not so economical in terms of time and resources. 

Self-administered postal questionnaires appear to be very efficient at providing large 

amounts of data at a relatively low cost in a short period of time (Bowling, 1997a; 

Brodie et al, 1994; Coolican, 1990; Fife-Schaw, 1995b; Robson, 1993). They enable 

the collection of unambiguous and easy to count answers that lead to quantitative 
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analysis, are suitable for straightforward and simple issues, for populations that are 
literate and speak a common language (Bowling, 1997a), and may be adapted to 

collect information from any human population (Robson, 1993). 

Moreover, interpersonal variables are reduced to a minimurfi, although respondents 

may make assumptions about the researcher from the style of the covering letter 

(Coolican, 1990). The covering letter used in the present study is described and 
discussed in sections 2.2. and 2.3.5. 

Finally, responses may be more honest if anonymity is assured (Brodie et al., 1994; 

Coolican, 1990; Goddard and Villanova, 1996), especially if sensitive topics are 

involved (Bowling, 1997a; Robson, 1993). This -was the case of the preseni study, as 

the self-administered questionnaires were sent to the researcher and she did not know 

who the respondents were because there was no identifying information on the 

envelopes or questionnaires. 

However, the use of questionnaires presents some disadvantages too. A major 

concern is that respondents may not be representative of the target group (Brodie et 

al., 1994). 

Data are also affected by the characteristics of the respondents (e. g. their memory, 

knowledge, experience, motivation, and/or personality), and there may bc a social 0 
desirability response bias (Coolican, 1990; Robson, 1993). 

Some respondents may have to choose pre-coded answers that may not represent their 

views correctly (Bowling, 1997a; Robson, 1993), may not understand the questions in 

the same way (Bowling, 1997a), or may even view the researcher as bclieving the 

statements made and may try to interpret the aim of the research (Coolican, 1990). 

Additionally, postal questionnaires týrpically have a poor response rate (Bowling, 

1997a; Coolican, 1990; Robson, 1993), and the data are generally superficial 

(Robson, 1993) and less reliable than vvitli face-to-face interviews, because there is no 

control over who completes the questionnaire or over other people's influence on tile 

answers (Bowling, 1997a; Brodie ef al., 1994), and respondents can read all the 
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questions before answering them and can answer them in any order they want 
(Bowling, 1997a). 

Finally, the data are susceptible to time of measurement effects, that is, the responses 

may be influenced by immediate historical events. For exa1hple, media attention to 

the chosen topic may influence the responses (Fife-Schaw, 1995a). In the present 

study, the questionnaireswere completed and returned in October, the Breast 

Awareness INIonth, which might have influenced some responses and increased 

, women's knowledge about this topic. 

2.2. Description of the Breast Screenipg Questionnaire 

The qudstionnaire devised for the present study consisted of three double-sided and 

one single-sided A4 sheets of paper. An introductory letter was placed at the very 

beginning of the questionnaire, and 38 items filled the remaining pages. 

The introductory letter explained the purpose of the study, assured confidentiality and 

anonymity, gave two contact telephone numbers (the researcher's and her 

supervisor's), and offered information about breast cancer, breast screenin& and 

support services. 

Items 1-6 comprised the Breast Cancer Worry Scale, which explores respondents' 

worry about breast cancer. It-consists of six statements that respondents have to 

agreeldisagree with by choosing the appropriate response in a four-point Likert scale 

(, not at all or rarely', 'sometimes', 'often', and 'almost all the time'). Respondents 

indicated how often they had thought about their chances of developing breast cancer 

(item 1), to what extent thoughts about their chances of developing the disease had 

affected their mood (item 2) and their ability to perforni daily activities (item 3), to 

what extent they were concerned about the possibility of getting breast cancer (item 

4), towhat extent they worried about developing the disease (item 5), and to what 

C,, Ktcnt, vvorrying about brcast cancer was a problem for them (item 6). 

Items 1 to 4 have been used in the US by Lerman and colleagues in their research on 

breast and ovarian cancer (Lerman et al., 199 1 a, 199 1b, 1994). In 199 1, they - 

surveyed a sample of 308 women who had had a normal or low-suspicion or high- 
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suspicion mammograrn three months earlier, although breast cancer had been ruled 

out in all cases. The researchers carried out a 10-minute strtictured telephone 

interview, and the Breast Cancer Worry Scale was included in order to assess 

wonien's psychological responses. In 1994, they assessed the ovarian cancer worries 

of 121 Nvomenwith a family history of ovarian cancer in at least a first degree 

relative. They conducted a 15-minute structured telephone interview and included the 

same scale items as those used in 1991, although in this case the disease site was 
different. 

Also in the US, McCaul et al. (1998) carried out a descriptive study of breast cancer 

worry Nvith 65 women with, and 70 Nvomen without, a family history of breast cancer. 
Among other measures they included items 1,2 and 3 of the Breast Cancer Worry 0 
Scale, although they presented them in a five-point scale rather than the four-point 

scale format mentioned above. 

it should be pointed out that the response categories of items 4,5 and 6 used in the 

present version of the Breast Cancer Worry Scale are different from those used in 

another existing version of the scale. Thus, alternative response categories for item 4 

are 'not at all'. 'somewhaf, 'moderately', and 'very concerned'. Alternative response 

categories for item 5 are 'not at all', 'occasionally', 'frequently', and 'constantly'. 

Finally, alternative response categories for item 6 are 'not at all', 'a bif, 'a fair =ounf, 

and very much'. 

A possible implication of the use of different response categories in different studies 
is that the results obtained may be different, whichwould make comparisons between 

studies difficult. In order to avoid confusion,, * readers need to be aware of the 

existence of different versions of the scale and of the possibility of differences 

between studies when interpreting the results of the analysis of the present study. 

The Likcrt scale is very widely used, relatively easy to develop, and easily understood 

and analysed (Bowling, 1997a; Goddard and Villanova, 1996; Robson, 1993). It was 

originally devised by Likert in 193 21 (Coolican, 1990; Robson, 1993). It contains a 

series of opinion statements about an issue, and the respondent's attitude is the extent 

to which he/she agrees/disagrees -writh each statement usually on a 5-point scale, 
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although a 7-point scale is also used (Bowling, 1997a). Fewer points on the scale will 

miss the range of attitudes, and more points -will require a high level of precision that 

respondents might not be able to provide. Furthermore, an odd number of possible 

responses can include a neutral position; not having it forces respondents to make a 
decision in a particular direction when they may be undecided, which can produce an 

unreliable result (Clark-Carter, 1997). Likert scales are the most commonly used 
format in health-related quality of life scales, apart from dichotomous yes/no formats 

(Bowling, 1997a). The response choices are mutually exclusive and collectively 

exhaustive (Goddard and Villanova, 1996). jhe convention is that high numbers 

carry a favourable evaluation (e. g. from 5 ='strongly agree' dovNm to I ='strongly 

disagree'). The total attitude score is the sum of the responses (Bowling, 1997a). 

This type of measurement assumes that people have attitudes towards the issues and 

ready access to them, and that these can be adequately rcflected in simple ratings or 

forced choice judgements. Some drawbacks are also present, such as the danger of 

respondents over-relying on the neutral response (Fife-Schaw, 1995b), and it is not 

clear whether this implies a neutral position of no opinion or that respondents are torn 

between feelings in both directions (Coolican, 1990). Respondents may also avoid 

the extreme categories, or exhibit the 'halo'effect', w1creby they generally like or 

dislike whatever they are rating and mark- it up or down on every scale (Foster and 

Parker, 1997). 

items 7 to 11 explored issues about breast screening and were derived from the 

literature. review and two conversations with a consultant breast surgeon. In item 7 

respondents were asked to indicate whether they had heard of the NIISBSP in a 

yes/no response format, as well as where they had heard about it and what they 

thought its purpose was in an open-ended format. Item 8 was to be completed only by 

those w-omen aged 50 or older, who were asked to indicate whether they had received 

the NIISBSP invitation and whether they had acepted it in a yes/no response format. 

Additionally, an open-ended question explored their reasons for attending or not 

attending. Items 9-10 comprised a 5-point scalewhere respondents were asked to 

indicate how accurate they thought breast screening -was in detecting breast cancer 

and how accurate they would like it to be. Finally, in item 11, respondents were 

asked to indicatewhether they had heard of DCIS in a yes/no response format as well 

as how they had heard about it and what they thought it was in an open-ended format. 
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The remaining items (12-38) Nvere a replication of items 53-79 in Payne's (1989) 

questionnaire. Items 12. -33 consisted of a series of statements that respondents had to 

agree or disagree NNith by circling a chosen number from a 5-point Likert scale (from 

5= 'strongly agree' to I ='strongly disagree'). Items 12-16 covered possible first 

signs of breast cancer, items 17-20 were about means of detecting breast cancer, items 

21-25 explored ivh -at to do after finding a breast lump, and in items 26-33 respondents 

were asked to indicate what they thought happens after treatment for breast cancer. 

Items 34-36 exploredwomen's knowledge about breast cancer. Item 34 asked 

respondents to choose one of the four options provided ('I in 4', '.. 1 in 12', '1 in 24', 

and 'I in 96) regarding the chance of developing breast cancer. Item 35 asked 

respondents to state the average length of time most women live with breast cancer by 

choosing one of the four options provided ('I year', 'S years', '10 years', and '25 

years'). In item 36 respondents were asked to indicate the age group where women 

most commonly get breast cancer by choosing one of the four options provided ('25- 

35 years', '35-45 years', '45-55 years, and 'SS-6S years'). 

Items 37 and 38 asked respondents to indicate whether they practised BSE and 

whether they had ever bad a cervical smear test respectively. In item 37, respondents 

were asked to choose one of the following options: 'never', 'occasionally', or 
'rqn, ilarly'. In item 38, respondents had to choose one of the following options: 'yes', 

noý not sure', & 'don't know what a smear test is. 

It should be pointed out that asking about past behaviours, assumes accurate memory 
for events and willingness to report them to a researcher, so it is not surprising that 

sensitive and socially undesirable behaviours are often misreported or not reported at 

all. However, biases apply to socially desirable behaviours too, and the best way of 

assessing the frequency of behaviours done in the past is still debated (Fife-Schaw, 

1995b). 

Socio-demographic data are easily accessible to the respondents themselves, but 

people often resist giving it. For example, some respondents may not want to indicate 

how old they are or what their income is (Fife-Schaw, 1995b). In the present study it 
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was decided to include an item asking respondents to indicate their occupation and 

use this as an indication of the income in the hope that more responses would be 

obtained in this way than just by asking what their income was. 

Four socio-demographic questions regarding respondents' d. (, ),, e, marital status 
Csingle', 'married', 'separated', 'divorced', or 'widowed'), ethnic background ('white 

European', 'white non-European', 'black Afro-Caribbean', 'Asian', or 'other'), and 

occupation (open-ended question) were included at the very end of the questionnaire 
in order to avoid starting the questionnaire with sensitive questions that might 

adversely affect its completion (Bowling, 1997a). 

2.3. Issues Considered when designing the questionnaire ft 
There are numerous guides for designing good questionnaires, but according to Fife- 

Schaw (I 995b), designing the perfect questionnaire is impossible and the 'why didn't 

I ask that? ' question is part of the research process. 

Most of the items included in the Breast Screening Questionnaire were borrowed from 

previous studies and the issue of how to use such items had to be considered. Other 

topics that were carefully thought aboutwere how the items that did not come from 

previous studies would be phrased and in what order, what the questionnaire would 

look like., whether to conduct a pilot study, and how to improve the response rate. 

2.3.1. ' Items borrowed from previous studies 

Niost researchers prefer to use existing scales (Bowling, 1997a), and that was the case 

of most of the items included in the present questionnaire. However, many 

established measures have wording errors, and any adjustment of the wording will 

change the nature of the scale, which will not be equivalent to the original, and 

therefore, comparisons between existing research and any current studywill not be 

possible. Nevertheless, it is poor research practice to administer questionnaireswith 

pl-Irases and/or assumptions that the respondents vvill not be familiar, %rith (Fife- 

Schaw, 1995b). 

In the present study the only adjustment made was to item 34, where the 'I in 16' 

response optionwas changed for the 'i in 12' option, as Payne's (1989) =1 original 'I in 
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16' option was dated according to recent statistics about women's chance of 
developing breast cancer in their lifetime. As it happened, shortly after the present 

study took place, new statistics revealed that the chance of a woman developing breast 

cancer in her lifetime had increased to I in 10 (CRC, 2000). 

2.3.2. Items not used in previous studies 

The questionwording, form and order of new items had to be considered too. 

Questions Nvere kept short, simple, and straightfonvard (Bowling, 1997a; Vatvc, 0 
1996). 

Since technical terms, abbreviations and unconventional phrases are best avoided 
(Bowling, 1997a; Brodie et at., 1994; Clark-Carter, 1997; Coolican, 1990; Fife- 

Schaw, 1995b; Foster and Parker, 1997; Goddard and Villanova, 1996; Vaux, 1996), 

whenever such tenns had to be used the full expression preceded the abbreviation, 

which, vvas witten between brackets. For example, item 7: "Have you heard of the 

National Health Service Breast Screening Programme (NHSBSP)? ". 

An effort was made to avoid ambiguous, double-barrelled, negative questions, leading 

and loaded questions (Bowling, 1997a; Brodie et al., 1994; Clark-Carter, 1997; 

Coolican, 1990; Fife-Scha'w, 1995b; Foster and Parker, 1997; Goddardand Villanova, 

1996; Vaux, 1996). 

Each section of the questionnairewas topic based (Bowlin&'1997a). For example, 

the Breast Cancer Worry Scale took up one side of A4 paper, and the next sheet of 

paper covered a different topic, breast screening. 

Questions on sensitive and/or embarrassing topics, such as vvhethcr respondents 

practised BSE and whether they had ever had a cervical smear test were asked 

towards the end of the questionnaire so that respondents were not put off straight 

away, but met such questions once they had dedicated some time to the questionnaire 

and were hopefully more motivated to complete it (Bowling, 1997a; Clark-Carter, 

1997). Questions about background and demographic data were included at the end 

for the same reason (Brodie et al., 1994; Fife-Schaw, 1995b; Foster and Parker, 1997; 

Vaim, 1996). 
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Most questionnaires include a combination of open and closed questions (Bowling, 

1997a). In the present study, five items included an open-ended format where 

respondents were asked to NNrite do,, N-n the response to a question in any terms that 

they liked (Fife-Schaw, 1995b). For example, in item 8: '11case indicate ivhy or xy-hy 

not ...... This format allo-vvs respondents to give their own opinions (Coolican, 1990; 

Goddard and Villanova, 1996), and can be very informative and provide rich 
information about the topic in question (Bowling, 1997a; Coolican, 1990). In some 

circumstances this open-ended format is prqferable, such asvvhcn not enough is 

kno-vNm towrite appropriate response categories, when the response categories are too 

complex or too numerous to pre-code (e. g. occupation), and in the measurement of 

sensitive or undesirable behaviour (Bowling 1997a; Robson, i993). 

Ho, wevcr, open-ended questions allow for a wider range of interpretation (Robson, 

1993). They require more thought and are more taxing for respondents, and can be 

time consuming and difficult to analyse. They are also difflicult to code and quantify 

(Coolican, 1990), and responses can be distorted by the coding process (Bowling, 

1997a). Follovring Robson's (1993) suggestion, the responses to the open-ended 

questions were copied on a sheet of paper, headed by the text of each question, and 

each response was preceded by the respondent's number. The coding of the responses 

to each question was based on a satnple of 50 cases selected from the total set of 

responses. Once these 50 cases were coded, the rest of the cases were coded by using 

the same categories, and new categories were added if necessary. The coding was not 

difficult to do, as the written responses were Usually short and simple (an example can 

be seen in Appendix B). 

2.3.3. Questionnaire layout 

The layout should look professional, clear, and easy to read and understand (Bowling, 

1997a; Brodie et aL, 1994; Vaux, 1996). 

Instructions of how to respond to each item, such as "Please tick the appropriate 

answer", were given at the end of each question (Bowling, 1997a). There was a clear 

distinction between questions and answers, as all questions were written in bold. 

Questions were numbered, and the only filter question that did not apply to all 
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respondents was clearly labelled as "Please answer only if you are 50 years old or 
older" (item 8). Questions and their response categories were not split over two pages 
in order to avoid confusion (Bowling, 1997a). Space-saving formats and the common 

error of font chms were also avoided (Brodie et al., 1994; Clark-Carter, 1997; Nraux, 
1996). A brief note at the end thanked respondents for their'help (Bowling, 1997a; 

Robson, 1993). 

The optimum length of the questionnaire depends on the topic studied, the method of 
distribution, and the anticipated enthusiasm -of the respondents. Whilst forms that 
take a long time to complete are only appropriate for respondents who can be assumed 
to be highly motivated to help, very short questionnaires may not be taken seriously 
(Fife-Schaw, 1995b). Therefore, the number of items included in the present study 
had to be kept manageable in terms of the respondent's time and patience. However, 

enough items need to be chosen for reliability to become acceptably high because 

with a larger number of items, random error, caused by the respondents' individual 

interpretations and misunderstandings, is avoided (Coolican, 1990). 

2.3.4. The pilot study 

A pilot study is a trial run of the study and should be conducted on a small sample 
from the target population. Its purpose is to check that the basic aspects of the design 

and procedure work- (Clark-Carter, 1997), and in -a survey, it is used to ensure that the 

questions are understood and answered as it is intended (Brodie ct al., 1994). 

The Breast Screening Questionnaire was not piloted due'to thne constraints, as it was 
imperative that the questionnaires Nvere received by the potential respondents before 

they became too busy in the new academic term commencing in October 1998. 

Nevertheless, most of the questionnaire consisted of previously used scales and items 

(Lerman et al., 199 1 a, 199 lb; McCaul et aL, 1998; Payne, 1989,1990) and it was pre- 

piloted by showing it to some colleagues (Brodie et al, 1994), who commented on the 

items included. 

2.3.5. How to improve the response rate 

The representativeness of the results depends On how many people take part in the 

survey (Fife-Schaw, 1995a). PosW and other self-administered surveys typically 
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have a poor response rate (Bowling, 1997a; Robson, 1993). Non-response affects the 

quality of the data collected by reducing the sample size and by potentially 

introducing bias if the non-respondents differ from the respondents in any Nvay 
(Bowling, 1997a). 

What constitutes a 'good' response rate is still debated. There is not an absolute 

answer, as very much depends on the topic of the survey, the desigA the sample, and 
the use of incentives (Brodie et at, 1994; Fife-Schaw, 1995a). Response rates as high 

as 57 per cent and as low as 10 per cent have been repo rted (Brodie et at, 1994). A 

response rate of 75 per cent and above is considered to be good (Bowling, 1997a). 

It has to be taken into account that postal surveys on sensitive topics, as in the case of 

the present study, are likely to have lower response rates. Response rates are lower in 

men and older people than inwomen and younger people (Fife-Schaw, 1995a), in 

people from some ethnic groups, and in London than in other p -arts of the country. 

They are higher among hospital patients than members of the general population, and 

among nurses than doctors (Bowling, 1997a). 

Some issues, such as what to include in the covering letter and whether to send pre- 

survey and/or follow-up letters, need to be considered as they may increase the 

response rate. The covering letter is critically important as it is probably the first 

contact between the researcher and the potential respondent (Bowling, 1997a). 

Following several authors' advice (Bowling, 1997a; Goddard and Villanova, 1996; 

Robson, 1993; Vaim, 1996), the covering letter in the present study -was, written on the 

University's headed notepaper and served several functions. The first paragraph 

introduced the research and its aims, emphasised its importance and possible benefits, 

and its relevance to the potential respondent. The second paraoxaph explained how 

the potential respondents were selected and what they were asked to do. The letter 

also assured anonymity and conf Identkality throu-6-out the study, which is especially 

important for surveys of sensitive information. Finally, die n=e, address and phone 

number of the researcher and her supervisor were provided, and letter and/or 

telephone calls regarding any concerns were encouraged. The name of the sponsoring 

organisation, flie CRC, was also provided in the belief that it might encourage 
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potential respondents to complete and retam the questionnaires, as sponsoring 

organisations have been reported to affect results of surveys. The saliency of the 

topic to the respondents -md its perceived threat is also impor=t in terms of response 

rates (Bowling, 1997a). 
.4 

Pre-survcy letters advising respondents of the forthcoming questionnaire can increase 

response rates (Robson, 1993). Therefore, a short summary about the studywas 

published in the University Bullefin on the 14th of September 1998, two weeki-before 

sending out the questionnaires, in order to make potential respondents alvare of the 

coming questionnaire and encourage them to complete and return it by the 3 1' of 
October 1998. 

Follow-up letters are also a good way of increasing response rates. They should 

emphasise the importance of the study and the value of the respondents' participation. 
Sometimes, conveying disappointment and surprise at non-response can be effective, 
but it should not be suggested that non-response is common (Robson, 1993). Postal 

reminders are usually sent twice after the initial mailing, at two to three week 
intervals, to non-respondents (Bowling, 1997a). Since the Breast Screening 

Questionnairewas anonymous, there was no way of finding outwho had completed it 

and who had not Therefore, another note ývas published in the University Bulletin 

two weeks after sending out the questionnaires. Here the researcher thanked all those 

women who had already completed and returned the questionnaire, and encouraged 

those who had not done it yet to do it as soon as possible, as all responses were highly 

valued. 

3. Procedure 

The Deputy Vice-Chancellor and the Head of Hunian Resources at the University of 

Southwnpton were approached about the possibility of sending out the Breast 

Screening Questionnaire to all female University staffmembers. No objections were 

raised, and women's details (names, addresses and occupation codes) were provided 

by the Personnel Department in July 199S. 

The sample Nvas comprised by all Nvomen employed by the University of Sout1jampton 
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as identified by the Personnel Department in July 1998, with the exception of those 

classified as visitors. This sample was chosen in the belief that it would provide an 

=ple spectrum of individuals with different socio-demographic characteristics 

similar to those of the general population. 

Ethical approval was granted by the Ethics Committee of the School of Occupational 

Therapy and Physiotherapy in September 1998. 

A summary of the study was published in the University Bulletin two weeks before 

sending out the questionnaires in order to make potential respondents aware of the 

coming questionnaire. 

Two thousand two hundred and ninety-two (2,292) questionnaires were sent out to all 
female University staff members, with the exception of those classified as visitors, 

through the internal mail system at the end of September 1998. Ana'ddressed 

envelopewas enclosed, and women were asked to complete the questionnaire and 

return it to the researcher via the University internal mail system by the 3 1" of 
October 1998. 

Another note was published in the University Bulletin two weeks after sending out the 

questionnaires as a reminder to all those women who had not completed and returned 
the questionnaires yet and also as a way of thanking those who had already done so. 

Although questionnaires Nvere received till mid-November 1998, the main body of 

response arrived -within two weeks of sending out the questionnaires, th -at is, by mid- 
October 1998. 

The data were coded, entered into an SPSS database, and analysed using SPSS 8.0 for 

Windows. A copy of the codebook can be found in Appendix C. 
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Breast Screening Questionnaire about 
public perceptions of breast cancer: 

findings and discussion 
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Chapter 4. Breast Screening Questionnaire about public 
perceptions of breast cancer: findings and discussion 

1. Introduction 

Overall, 1,190 questionnaires (52 per cent response rate) Nvere completed and returned 
by the 15th of November 1998. 

This chapter NNrill present the findings obtained from the responses to the Breast 

Screening Questionnaire. In particular, it vvýll cover the sample's socio-demographic 

characteristics, thcir reported practice of preventive health behaviours, and their 

knowledge and attitudes about breast cancer and breast screening. Please note that 

percentages have been rounded up/down in order to make the tables easier to read. 

There is noway of telling how many respondents had breast cancer. No itemwas 

included in the questionnaire asking about this, as it seemed inappropriate and 0 
insensitive to do so. 

This study relied on self-report measures (e. g. item 37 on BSE practice) with the 

consequent risk of social desirability effects (Owens, 1997). However, some studies 

have found an agreement between self-report and medical record data (Friedman et 

al., 1998). 

The instructions on how to complete Payne's (1989,1990) scale state that there are no 

right or wrong answers, and although this is true for some items (e. g. the items under 

the "I think after treatment for breast cancer... " heading) it is not for others (e. g. the 

items under the I think the first signs of breast cancer could be... " heading). 

Finally, the limitation of using single items to measure complex constructs is also 

recognised, but a balance had to be achieved in order to minimise respondent burden, 

which could adversely affect the response rate (Bastani et al., 1994; Lerman et al., 

1991a). 
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2. Characteristics of the sample 

Respondents' mean agc Nvas 41.7 years (range=17-65 years, SD=I 1.08). This 

variable was recoded into decades as follows: 17-29 (195 respondents, 16 per cent), 
3 0-39 (3 15 respondents, 27 per cent), 40-49 (321 respondelAs, 27 per cent), and 50-64 

years (354 respondents, 30 per cent). 

There were eight respondents aged 17-19 who were included in the group of women 
in their twenties so as not to lose their data. 

-Also, the group of Nvomen in their fifties 

was extended to include 52 Nvomen aged 60-64 years, as they receiveN'fISBSP 

invitations too. 

Table 4-1. Frequencies and percentages of sample and population members by age 

group. 
--Xg--c Study sample -1. "niversilt-y- fe ale 

group staff population 
- -' N T'O 

- 
N 

-7 - 
To' 

17- =yrs -72-3 =6 97 C 
37-49 yrs 408 34 811 34 
50-64 yrs 354 00 687 29 
Missing 5 

0 
1 

2374 100 

Nearly two thirds of the respondents were married, a quarter were single, and the 

remainder were either separated, divorced or -,, vidowed. 

Table 4-2. Frequencies and percentages of sample and population members by marital 

status. 
NIFit-31 -Study sa-rn--p]O - Univcrsity TemRe 

status staff population 
-- - -- -IT- 

- 
- "', " ý 

N ý, -O T 
Nlame7- 2 3 7 61 1469 62 
Single 302 25 736 31 
Divorced 105 9 82 3 
Scparated 27 2 4 - 
Widowed is 1 7S 3 
Missing is 

iý, ý Ir . .............. ..................... ........ . ... ..... -10-0 
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Given that the majority of respondents were married, this variable was recoded into 

uvo categ, ories: married (723 respondents, 61 per cent) and other (449 respondents, 
38 per cent). 

The great majority of respondents were white. 

Table 4-3. Frequencies and percentages of sample and population members by ethnic 
background. 

E-50city Study sample --Lim--versity-staff 
population 

N --N-- % 
45 5 1 96 3 64 9 90 

Asian 

r 

20 2 183 5 
Black 3 3 - 30 1 
Other 1A IA 14 1 47 1 
Missing 1 8 115 3 
Too-I 11901 100 40241 100 

Since most of the respondents were white, this variable was recoded into two 

categories: white (1145 respondents, 96 per cent) and other (37 respondents, three per 

cent). 

The different occupations entered by the respondents were coded into the following 

categories: academic (355 respondents, 30 per cent), clerical (337 respondents, 28 per 

cent), administration (165 respondents, 84 per cent), technical (84 respondents, seven 

per cent), domestic/catering (82 respondents, seven per cent), professional services 

(73, six per cent), library (55 respondents, five per cent), and other (five respondents). 

Data were missing from 34 respondents (three per cent). 

The Personnel Department provided data on 2,291 female employees, occupation 

(visitors were not included), but their classification was difterent from the 

classification system described above. Nevertheless, it was possible to collapse the 

categories provided by the Personnel Department into the categories described above. 

Thus, 499 (22 per cent) of the University female employees held an academic 

position, 731 (32 per cent) had a clerical job, 105 (five per cent) had an administrative 

job, 117 (five per cent) had a technical job, 420 (IS per cent) worked in 

domestic/catering, 140 (six per cent) belonged to the professional services, and 57 
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(tývo percent) worked in the library. There were 222 (10 percent) jobs that could not 
be classified into the categories above. 

In order to make analyses easier, these categories were further rccoded as being a 
high, medium or low occupational level. Thus, academic, ýdministration, library, and 

professional services became the high occupational level. Clerical and technical 

occupations were classified as the medium occupational level. Finally, 

domestic/catering became the low occupational level. 

Table 4-4. Frequencies and percentages of sampleand population members by 

occupational level. 

i3ccupTuon -SfU-d-y-sa-M--PIc-- UnikrSiTy smT 

level population 
N I% N % 

High 643 55 801 35 
Medium 421 35 848 37 
Low 82 7 420 is 
Other - - 222 10 
Missing 39 -I -I 

2291 T---I-OO] 

overall, the sample appeared to be representative of the University female staff 

population, especially in terms of age, a crucial variable where breast cancer is 

concerned. However, women in a higgh occupational level were over-represented and 
those in a low occupational level were under-represented in the s=ple, which could 

be expected to happen given the characteristics of the population. 

Relationships amongst the socio-demographic variables were explored by chi-square 

analyses. It became apparent that olderwomen were significantly more likely to be 

married (i2=138.972, df=3 p=0.000) and white &=30.290, df=3, p=0.000), and to 

have a mediumflow occupational level'(X2--90.060, df=6, p--0.000). 
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Table 4-5. Crosstabulations of age group by marital stitus, occupational level and 

ethnic background. 

Age group 
17-29 yrs 30-39 yrs 4049 yrs 50-64 yrs 

MariM iiEt-us -NI-arfied 26 61 71 
Other 74 

- 
39 

- 
2§ 26 

Occupational 52 -frul 73 61 40 
level Medium 45 23 33 47 

Low 3 41 6 13 
E nic White 96 93 100 
background 

I 
Other 4 7 - 

married wom en were significantly more likely to have a low occupational level than 

non-married women (X2=14.97, ff=2, p-0.000). 

Table 4-6. Crosstabulations of marital status by occupational level. 

Sfar'lu status 
Married 

. 
Other 

occupationD ý High 55 58 
level Nje um 35 39 

Lw ow 10 3 

The associations between marital status and ethnic background (Yates continuity 

correction: )? =0.050, df=l, p=0.822), and ethnic back-ground and occupation level 

(X2ý: =2.709, df=2, p=0.258) were non-significant. 

3. Preventive health behaviour variables 

Overall, the majority of respondents claimed to both practise BSE and to have had a 

smear test. 

Eighty-nine per cent of the respondents claimed they self-ex=ined their breasts; 61 

per cent indicated that they did it occasionally and 28 per cent claimed to do it 

rc, milarly. 
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Table 4-7. Frequencies and percentages of the responses to the BSE item. 
--BSE 
N 

Never 125 11 
Yes - Occasionally 725 61 
Yes - Regularly 336 28 
Missing - 

- Total 11901 12 ) 
ý0 

The great majority of the respondents reported to have had a smear test. 

Table 4-8. Frcquencics and percentages of tEe responses to the smear test item. 
Smear test 
N 
_ - 

% 
-yc--s 0 88 
No 86 7 
Not sure 4 
Don't know what it is 2 
Missing 10 
Total 1190 100 

Four women were not sure if they had had a smear test and two did not knowvvhat a 

smear test was. The latter were 17 and 21 years old respectively, so their young age 

might explain their lack of knowledge about smear tests. 

These two preventive health behaviours were related to each other, as women who 

claimed to practise BSE were significantly more likely to have had a smear test than 

those. who did not practise BSE (Yates continuity correction: j2=24.21, df=1, 

P=0.000). 

Table 4-9. Crosstabulations of the responses to the BSE item by the responses to the 

smear test item. 

M= test BSE' 
Yes 0 

cs 
6 No 

71R 

19 

Relationships behveen these preventive health variables and the socio-demographic 

variables were also explored by chi-square analyses. Older, married and white 

women were significantly more likely to claim that they practised ESE and that they 
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had had a smear test than their counterparts. Women in a low occupational level were 
significantly less likely to report having had a smear test than women in higher level 

occupations, and the association between BSE practice and occupation level was non- 
significant. 

.4 

Table 4-10. Crosstabulations of the socio-demographic variables by the responses to 
the BSE and smear test items. 

Age group --ManEl status 
30-39 40-49 50-64, -. Nfa-m--ed- Other 

yrs yrs yrs - )IrS 
BSE Yes 75 89 95 93 -0-2 -86 

No 25 57 8- 14 
Yates cofit-m-u-ity correction. 

j 11 
X'=61.025, df-i-3, p=0.000 

%ý--7.98, df--I, p=0.004 
-9-m-car -Ir-C-s 81 1 941 96 96 ---bw 

No 19 6 41 
75 

41 13 
Xý=48.175, df=3, p=0.000 Yates continuity correction: 

I Xý--31.26, df--I, p=0.000 

Table 4-10 continued. 
Ethnic EackgrouHlý Uccupational level 

er NVWte er edium Low 
-U-S-E- Yes 901 62 ns ns as 

No 110 
Yates coritindity correFton: '-%'-70-. 253, df--2, p=0.881 
X2ýý27.334, df=l, p=0.000 

n-ic ar -es 93 941 941 84 
No 71 201 66 16 

Yates continuity corTection: =10.53, df-- , p=0.005 
Xý=6.633, df--I, p=0.010 , 

4. Breast cancer knowledge 

4.1. Payne's scale 

Internal reliability is particularly important in relation to multiple item scales, such as 

Payne's ovNm. It raises the question ofwhether each scale is measuring a single idea 

and , vhether the items are internally consistent. Calculating Cronbach's alpha (cc) is a 

commonway of establishing this (Brýman and Cramer, 1994). 

When calculating Cronbach's cc, it is necessary to ensure that all the items are coded 
in the same direction (Bryman and Cramer, 1994). Therefore, the items in Payne)s 
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scale were recoded to satisfy this requirement. The items in subscales I C'I think the 
first signs of breast cancer could be... "), 2 C'I think dctection of breast cancer 
involves... ") and 3 C'I think after finding a breast lump you should... ") were about 

respondents' knowledge regarding breast cancer, and each response was recoded as 0 

(incorrect/don't know) or I (correct). The items in subscald 4 C'I think after treatment 

for breast cancer... ") were about respondents' attitude about life after treatment for 

breast cancer, and each response was recoded as I (very optimistic), 2 (optimistic), 3 

(don't know), 4 (pessimistic), or 5 (very pessimistic). 

Cronbach's cc was calculated for the first three subscales together and for the fourth 

subscale separately. Subscale 4 had an acceptable internal consistency (a--0.6335, 

N=I 03 5, number of items=8), but the first three subscales did not show such a good 
inter-item homogeneity (cc=0.4184, N=1025, number of items=14). When the internal 

consistency of the first three subscales, was analysed separately, the following results 

were obtained: 

- Subscale 1: a=0.5581, N=I 116, number of items=5. 

- Sub scale 2: a=O. 1562, N= 1053, number of items=4. 

- Subscale 3: cc=0.4242, N=1093, number of items=5. 

The 'chest x-ray' item in subscale 2 and the 'talk to a friend' item in subscale 3 might 

be ambiguous and contribute to the low intemal consistency of these subscales. Fifty- 

Uvo per cent of the respondents agreed/strongly agreed that detection of breast cancer 

involves a chest x-ray when, in factý it involves a breast x-ray, but both terms might 

have been confused. Perhaps some women thought that having a chest x-ray was the 

same as having a mammogram, but it should be noted that at the time the scale was 

originally developed, marnmographywas not widely available in the UK. Similarly, 

45 per cent of the respondents agreed/strongly agreed that after finding a breast lump 

you should talk it over with a friend. This need not be harmful a3 long as it does not 
delay going to see a doctor, but it is not knowrn how respondents felt in this respect. 

Maybe those women who agreed with the statement thought that talking it over with a 

friend might be a source of support, help and information, whilst those who did not 

agree with it thought that it might delay any help-seeking behaviour. The internal 
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consistency of subscale 2 was still lowvvhen omitting the 'chest x-ray" item from the 

reliability analysis, but Cronbach's a increased when the 'talk to a friend' item was 

removed from subscale 33 ((x=0.6108, Ni--1097, number of itenis=4). 

The purpose of calculating the value of Cronbach! s (x in this'scale was to find out 
whether its items were internally consistent and measured a single idea, in this case in 

relation to breast cancer knowledge. The low values of CronbacWs cc obtained in this 

scale imply that its internal reliability is lowthat is, its items are not very much 

related to each other and the scale as a whole appears to be a poor measure of the 
breast cancer issues it intended to measure. This may well be due to the fact that 

some of the items may be outdated for today's breast cancer standards. It is worth 

reminding the reader that the scale was designed before the NTIISDSP was introduced 

in the UK. At that time people were not as aware of breast cancer as they are 

nowadays and the media did not pay as much attention to this condition as is the case 

nowadays. Also, knowledge about breast cancer has considerably improved in the 
last few years, and some of the items may be too simplistic or even irrelevant for 

today's standards (e. g. 'chest x-ray'). 

A principal components factor analysis was carried out in order to see if identifying a 

small number of factors that explained mostof the variance observed in the 22 items 

of the scale could reduce the data. However, this procedure was not very successful, 

as only 51 per cent of the total variance was explained by six factors. Therefore, a 

decision was made to analyse the scale by topic, that is, knowledge about breast 

cancer (subscales I to 3) and attitudes about breast cancer (subscale 4). The results of 

the analyses perfonned on the first three subscales are shown in the following section, 

whilst the results of the analyses performed on the fourth subscale are presented in 

s'ection 5.2. 

4.1.1. First three subscales 

* Subscale 1: "1 think the first signs or breast canccr could be... " 

A breast lump, pulling-in of the nipple, breast sore, breast pain, and nipple discharge t' 
could all be signs of breast cancer. 

91 



Chapter Four 

Ninety-seven per cent of the respondents were right to consider a breast lump as a 
possible sign of breast cancer. However, some women either answered incorrectly or 

were confused about the other symptoms. For example, 22 per cent of the women did 

not know how to interpret a pulling-in of the nipple, a breast pain, and a breast sore. 

Table 4-11. Frequencies, percentages and means of the responses to the items of the 

first subscale. 
Responses - Breast lump Pulling-in Breast pain Breast sore Nipple 

nipple discharge 
N % N % N % N % N % 

Correct 1149 96 739 62 508 43 596 50 862 72 
Incorrect 21 2 128 11 365 31 269 23 107 9 
Don't know 12 1 264 22 257 21 260 22 168 14 
Missing 5 60 65 5 53 5 
Total 1190 

1 
100 

1 
1190 

1 
100 1190 100 1190 __1_0_0 71TOF -1-00- 

Mean 4.755 3.9 45 3.12 11 3. ý 92 4.1 20 

* Subscale 2: "1 think detection of breast cancer involves... " 

Breast cancer detection involves a doctor examining a woman's breasts and a woman 

examining her own breasts regularly, but does not involve carrying out a blood test 

nor a cheýt x-ray. 

The majority of women rightly thought that breast cancer detection involves a 

doctor's physical examination (87 per cent) as well as BSE (95 per cent). However, 

the item about the blood test appeared to be confusing, as 26 per cent of women 

wrongly agreed/strongly agreed with this item and 24 p*er cent did not know what to 

answer. Finally, 52 per cent of the respondents wrongly thought that a chest x-ray 

was a way of detecting breast cancer and 12 per cent did not know what to answer. 

Table 4-12. Frequencies, percentages and means of the responses to the items of the 

second subscale. 
Blood test Doctor's BSE Chest x-ray 

exmnination 
N 

- 
% N % N 

' 
% 

- 
N 

- -correct 75 4 40 1030 86 1128 95 338 =9 

Incorrect 310 26 55 5 19 2 621 52 
Don't know 283 24 48 4 14 1 145 12 
Missing ýE 122 101 51 291 2 86 7 

-ý O 100 1190 100 1190 luu liqu 100 Total 1 1 1 1 1 I 1 
Mean 1+. 1.3 V J., +Iv 
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e Subscale 3: "1 think after finding a breast Iump you should... " 

After finding a breast lump a woman should see a doctor immediately, but should not 
wait for a month, do nothing, wait and see if it gets bigger, nor talk it over with a 
friend. 

Overall, respondents seemed to know what to do after finding a breast lump, as 98 per 

cent indicated that they should see a doctor immediately, 85 per cent felt they should 

not wait for a month, 91 per cent believed that they should do something, and 88 per 

cent thought that they should not wait and see if it gets bigger. 

The. 'talk it over with a friend' item proved to be somewhat confusing, as 42 per cent 

of women disagreed/strongly disagreed with it 45 per cent agreed/strongly agreed 

with it, and a further six per cent did not know what to answer. 

Table 4-13. Frequencies, percentages and means of the responses to the items of the 

third subscale. 
Responses See a doctor Wait for a Do nothing See if it gets Talk to a 

month bigger fiiend 
N % N % --N % N % N % 

Correct 1163 98 1014 85 1082 91 1043 88 496 42 
Incorrect 12 1 54 4 11 1 40 3 531 45 
Don't know 7 - 31 3 8 1 18 2 74 6 
Missing 1 l 1 9 8 89 71 89 7 1 89 1 7 
Total IO 100 11 

1 
01 11901 1 100 1 1190 1 

Mean 4. YU4 1.. ý W I. V YD I L. 1 sl 0 E: 

e Analysis of the first three subscales together 

All the responses to the items of the first subscales were recoded as either 0 

(incorrect/don't know) or I (correct), and a new variable about breast cancer 

knowledge was created by adding up all the correct answers of each respondent. This 

variable was continuous, ranged from 0 to 14 (mean--9.8, SD=2.38), and its 

distribution resembled the normal distribution. 

One-way unrelated ANOVAS and independent samples t-tests were carried out in 

order to assess the effect of each socio-demographic variable on respondents' breast 

cancer knowledge. 
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A one-way unrelated ANOVA showed an overall significant effect for age group 
(F=3.234, df=3, p=0.022), where women in their forties appeared to know more about 
breast cancer than women in the other age groups, but apost hoc Scheffe test found 

no significant differences between these age groups. 

Table 4-14. One-way unrelated ANOVA of breast cancer knowledge and age group. 
N Mean p 

17-29 years 195 9.46 0.022 
30-39 years 315 9.61 
4049 years 321 10.04 
50-64 years 354 9.86 

Another one-way unrelated ANOVA showed an overall significant effect for 

occupational level (F=19.425, df=2, p=0.000). Apost hoc Scheffe test revealed that 

women in both a high (p=0.000) and a middle occupational level job (p=0.000) 

differed from women in a low occupational level. Breast cancer knowledge was 
lowest in the low occupational level group. 

Table 4-1 S. One-way unrelated ANOVA of breast cancer knowledge and 

occupational level. 

N Mean P 
fligh occupational level 648 10.00 0.000 
Medium occupational level 421 9.74 
Low occupational level 82 8.30 

An independent samples t-test revealed that the mean breast cancer knowledge in 

married women (mean--9.89, SD=2.43) was significantly higher (t--2.3 85, df= 1170, 

two-tailed p=0.017) than in non-married women (mean--9.55, SD=2.30). 

Since the variances for the two ethnic groups (white and other) were significantly 

unequal (F=4.054, p=0.044), a t-test for unequal variances was carried out following 

Howitt and Cramer"s (1997) advice. The mean breast cancer knowledge in white 

women (mean=9.81, SD=2.34) was significantly higher (t--2.252, df=37.550 
,- two. 

tailed p=0.030) than in women from other ethnic backgrounds (mean=8.73, SD=2.88). 

All these significant variables were incorporated into a four-way ANOVA model in 
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order to assess theirjoint effect on breast cancer knowledge. Ethnic background 

(F=4.887, df=l, p=0.027) and occupational level (F=I 1.536, df=2, p=0.000) still had 

a significant effect as did the interaction between them (F=3.094, df=2, p=0.046). 

The meaning of this interaction effect remains unclear due fo the small number of 
respondents in a low occupational level and from a minority ethnic background, 

which renders non-significant statistical analyses that might have been significant if 

these particular groups of respondents had been larger. However, this f inding may be 

related to that reported by Miller and Champion (1997), who found that Caucasian 

women knew more about breast cancer and had a higher income, presumably related 
to their occupational level, than African-American women. 

Table 4-16. Four-way ANOVA of breast cancer knowledge and the socio- 

demographic variables. 
Source Sum of 

Squares 
df Mean 

Square 
F p 

Age group 40.397 3 13.466 2.580 0.052 
Marital status 12.569 1 12.569 2.408 0.121 
Ethnic background 25.506 1 25.506 4.887 0.027 
occupational level 120.406 2 60.203 11.536 0.000 
Age * marital 20.671 3 6.890 1.320 0.266 
Age * ethnic 35.058 3 11.686 2.239 0.082 
Age * occupational level 23.090 6 3.848 0.737 0.620 
Marital * ethnic 2.543 1 2.543 0.487 0.485 
Marital * occupational level 6.035 2 3.017 0.578 0.561 
Ethnic * occupational level 32.296 2 16.148 3.094 0.046 
Age * marital * ethnic 2.164 2 1.082 0.207 0.813 
Age * marital * occupational level 58.470 6 9.745 1.867 0.083 
Age * ethnic * occupational level 19.094 4 4.773 0.915 0.455 
Marital * ethnic * occupational level 0.653 1 0.653 0.125 0.724 
Age * marital * ethnic * occupational level 6.611 E-02 1 6.61 IE-02 0.013 0.910 
Error 5683.306 1089 5.219 

1 11 

An independent samples t-test showed that the mean breast cancer knowledge in 

women who practised BSE (mean=9.84, SD=2.34) was significantly higher (t--2.564, 

df=l 184, two-tailed p=0.010) than in women who did not practise BSE (mean--9.26, 

SD-=2.54). 

Since the variances for the two smear test groups (i. e. having had a smear test and not 

having had one) were significantly unequal (F=8.426, P=0.0004), a West for unequal 
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variances was carried out (Howitt and Cramer, 1997). The mean breast cancer 
knowledge in women who had had a smear test (mean=9.88, SD=2.28) was 

significantly higher (t--3.463, ff=93.599, two-tailed p=0.001) than in women who had 

never had a smear test (mean=8.78, SD=2.88). 

4.1.2. Breast cancer knowledge related items 

The breast cancer knowledge related items were those where respondents indicated 

what the chance of a woman developing breast cancer was, what the average length of 
life with breast cancer was, and what the most common age group to get breast cancer 

was. 

About half of the respondents correctly estimated the chance of a woman developing 

breast cancer as I in 12. The remaining respondents overestimated it by choosing the 
'I in 4' option, whilst 30 per cent underestimated it by choosing either the 'I in 24' 

(19 per cent) or the 'I in 96' (11 per cent) option. 

Forty-five per cent of the respondents correctly estimated that after treatment the 

average length of time most women live with breast cancer is 10 years. Twenty-two 

per cent overestimated it by choosing the '25 years' option, whilst 27 per cent 

underestimated it by choosing either the '1 year' (two per cent) or the '5 years' (25 

per cent) option. 

Thirty-seven per cent of respondents correctly estimated that women most commonly 

get breast cancer between 55-65 years. The remaining 61 per cent wrongly chose 

either the '25-35 years' (one per cent), the '3545 years' (13 per cent), or the '45-55 

years' (47 per cent) option. 

Table 4-17. Frequencies and percentages of the responses to the breast cancer 

knowledge related items. 

-Chance of developing Length-of life Most common age 
breast cancer after treatment to get breast cancer 
N % N % N % 

Correct 588 50 532 45 436 37 
Incorrect 574 48 574 48 729 61 
Missing 1 28 2 84 7 25 2 
Total I 
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As age increased, women became significantly more likely to correctly answer the 
item on the average length of time most women live with breast cancer (X2=12.364, 

df=3, p=0.006). Women in their forties were significantly more likely to correctly 

answer the item on the most common age group to get breast cancer than women in 

the other age groups (i2=17.654, ff=3, p=0.001). The association between age group 

and responses to the item on the chance of developing breast cancer was non- 

significant (x 2=0 
. 
393, df=3, p=0.942). 

Table 4-18. Crosstabulations of age group by two breast cancer knowledge related 
items. 

Age group 
17-29 yrs 30-39 yrs 40-49 yrs 50-64 yrs 

Average length of life 
after treatment 

Correct 
Incorrect 

39 
61 

- 

48 
52 

- 

47 
53 

55 
45 

Most common age group 
to get breast cancer 

-7-- orrect 
Incorrect 1 

30 
70 1 

40 
60 1 

45 
55 1 

32 
68 

Married women were significantly more likely to correctly answer the item on the 

most common age group to develop breast cancer than non-married women (Yates 

continuity correction: j2=6.58, ff=l, p=0.010). The associations between marital 

status and responses to the items on the chance of developing breast cancer (Yates 

continuity correction: j2=0.524, ff=l, p=0.433) and the average length of time most 

women live after treatment (Yates continuity correction: X2=0.01 1, ff=l, p=0.866) 

were non-significant. 

Table 4-19. Crosstabulations of marital status by the responses to the item on the most 

common age group to develop breast cancer. 
Marital status 

Married Other 
Most common age group Correct 41 33' 
to get breast cancer Incorrect 59 67 

The associations between ethnic background and the responses to the items on the 

chance of developing breast cancer (Fisher's exact test: two-tailed p=0.312), the 

average length of time most women live after treatment (Fisher's exact test: two-tailed 

97 



Chaptcr Four 

p=0.229), and the most common age group to get breast cancer (Fisher's exact test: 
two-tailed p=O. 120) were non-significant. 

As the level of occupation increased, women became significantly more likely to 

correctly answer the items on the chance of developing breast cancer (X2--13.76, ff=2, 

p=O. 00 1), the average length of life after treatment (x 2=10.1 1, df=2, p=0.006), and the 

most common age group to get breast cancer (Xý--33.32, df=2, p=0.000). 

Table 4-20. Crosstabulations of occupational level by the responses to the breast 

cancer related knowledge items. 

Occupational level 
f1igh Medium Low 

Chance of developing Correct 55 46 37 
breast cancer Incorrect 45 54 63 
Average length of life 43 40 
after treatment Incorrect 48 

- 
57 60 

Most common age group rrcct 44 Co 29 21 
to get breast cancer Incorrect 56 71 7L 

Women who practised BSE were significantly more likely to correctly answer the 
item on the most common age group to get breast cancer than those who did not 

practise BSE (Yates continuity correction: j2=7.019, df=l, p=0.008). 

Table 4-2 1. Crosstabulations of the responses to the B SE item by the responses to the 

most common age group to get breast cancer item. 

BSE 
Yes 0 

Most conunon age group to 
get breast cancer 

I Correct 
Incorrect 

39 
61 

26 
74 

The association between BSE practice and knowledge about the chances of 

developing breast cancer (Yates continuity correction: X2=0.175, df=l, p=0.833) and 

72=0 =1, the average length of life after treatment (Yates continuity correction: . . 
021, df 

p=0.885) were non-significant. Similarly, the associations between having had a 

smear test and the responses to the items on the chance of developing breast cancer 

(Yates continuity correction: j2=0.044, df=l, p=0.833), the average length of time 

most women live after treatment (Yates continuity correction: X2=0.144, df=1, 
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p=0.704), and the most common age group to get breast cancer (Yates continuity 
correction: X2=0.102, df=l, p=0.749) were non-significant. 

4.2. DCIS knowledge 

Knowledge about DCIS was explored with a yes/no response fonnat (i. e. "Have you 
ever heard of a breast condition called DCIST'), which was statistically analysed, and 
an open-ended fonnat (i. e. "How did you hear about it? " and "What do you think it 
is? "), which was analysed with content analysis. 

4.2.1. Statistical analysis 

Very little was known about DCIS; only 11 per cent of the respondents indicated they 
had heard of DCIS. 

Table 4-22. Frequencies and percentages of the responses to the DCIS item. 

Hewd o f DCIS 
N % 

, Wes 
. No 

Missillg 

. 136 
1041 

13 

11 
88 

1 
- H 90 1 T- 100 

Women in a high occupational level were significantly more likely to have heard of 
DCIS than women in lower occupational levels (j2=31.69, df=2, p=0.000). 

Table 4-23. Crosstabulations of occupational level by DCIS knowledge. 

Heard o Occupational level 

Yis 

DCIS 
High Me'dium Low 

es 16 6 
No 84 94 95 

The associations between knowledge of DCIS and age ()? =5.3 09, df=3, p=O. 15 1), 

marital status (Yates continuity correction: j2=0.400, df=l, p=0.527), and ethnic 
background (Fisher's exact test: two-tailed p=0.304) were non-significant 

The same applied to the associations between knowledge of DCIS and the practice of 

health preventive behaviours (Yates continuity correction: j2=2.930, df=l, p=-0.087 

99 



Chapter Four 

for the BSE item, and j2=0.224, df=l, p=0.636 for the smear item). 

Having heard of DCIS seemed to be related to respondents' general knowledge about 
breast cancer. Since the variances for those respondents who had heard of DCIS and 
those who had not were unequal (F=3.978, p=0.046), an independent samples West 
for unequal variances was carried out (Howitt and Cramer, 1997). The mean 
knowledge about breast cancer (as measured by Payne's first three subscales) in those 

respondents who had heard of DCIS (mean=10.04, SD=2.00) was significantly higher 
(t--6.388, df=187.556, two-tailed p=0.000) than in those who had not heard of it 
before (mean--9.65, SD=2.35). Additionally, there were significant associations 
between having heard of DCIS and the responses to the items on the chances of 
developing breast cancer (Yates continuity correction: j2=19.042, df=l, p=0.000) and 
the most common age group to develop breast cancer (Yates continuity correction: 

%2=29.157, ff=l, p=0.000). In both cases, those respondents who had heard of DCIS 

were significantly more likely to give the correct answers to these two items than 

those respondents who had not heard of DCIS before. The association between 

knowledge of DCIS and knowledge about the average length of time women live with 
breast cancer was non-significant (Yates continuity correction: j2=2.644, df=l, 

p=O. 104). 

Table 4-24. Crosstabulations of DCIS knowledge by the resPonses to two breast 

cancer knowledge related items. 
Heand of DCIS 
Yes No 

-Chances of developing 
breast cancer 

Correct 
Incorrect 

-S 

69 
31 

- 

49 
51 

Most common age group 
to get breast cancer 

UO n'ect 
Incorrect 1 

60 
40 

33- 
65 

4.2.2. Content analysis 

The following are the results of the analysis of the responses to the open-ended 

questions. 

* How did you hear about it? 

out of the 136 respondents who indicated having heard of DCIS, 128 (94 per cent) 
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explained how they had heard of this condition. The different explanations were 
classified into several themes, which are illustrated by some examples below. 

Please note that the frequencies and percentages add up to more than 128 and 100 per 
cent respectively because some respondents mentioned more than one source of 
information. 

Table 4-25. Frequencies and percentages of the responses given to "How did you hear 

about it? ". 
Themes N % 

Wo 75 59 
Reading/media/other people 33 26 
Know someone with DCIS 8 6 
Can't remember 8 6 
Had DCIS 4 3 
Other 1 

1 21 
_2 

More than half of the respondents who answered this question reported that they had 

heard of DCIS through their work; they were health professionals or clerical staff 

used to medical terms. For example: "I work with breast cancerpatients as a 

research nurse" (respondent II 10). 

About a quarter of the respondents had read about DCIS themselves, or had heard it 
being mentioned in the media or by people they knew. For example, respondent 485 

indicated that she had "read it in a woman's magazine", respondent 549 heard about it 

,: from a TVprogramme", and respondent 1063 heard about DCIS': from docto? '. 

Some of the respondents knew someone who had DCIS: "Aftflnilyfiriend had it' 

(respondent 227). A few of the respondents had DCIS themselves: "I was &agnosed 

withit. I had no previous knowledge of it' (respondent 96 1). 

Finally, some could not remember how they had heard about DCIS, and two ' 

responses could not be classified into any of the above categories and were grouped 

together as 'other'. 
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9 What do you think it is? 

Out of the 136 respondents who indicated having heard of DCIS, 119 (88 per cent) 
explained what they thought it was. Surprisingly, 157 respondents who had 

previously indicated not having heard of DCIS before also attempted to define this 

condition, but their responses were not included in this section. 

All definitions were classified into the themes shown in the following table. 

Table 4-26. Frequencies and percentages of the responses given to "What do you 
think it is? ". 

Themes N I% 
Coffe 55 46 
Incorrect 22 18 
Don't know 20 17 
Too vague 17 14 

1 Other 1 151 41 

A definition was considered correct when it mentioned that the condition is a non- 
invasive malignancy and confined to the breast ducts. A definition was too vague 
when not enough detail was provided. kesponses were classified as 'don't know' 

when the respondent stated that she did not know or was not sure what DCIS was, and 

also when definitions were provided in a question format. Finally, a few responses 

were classified as 'other' because they did not provide any definition and could not be 

grouped with any of the other themes. 

The following are examples of the different themes: 

* Correct: "Cancer cells grow inside the ducts hut do not invade surroun&ng hreas, 

tissue" (respondent 520). 

Incorrect: "I assume it means when the malignant cells have spread to the lymph 

nodes" (respondent 550). 

* Too vague: "Type of breast tumour" (respondent 945). 

9 Don't know: "Not sure " (respondent 993). 
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S. Attitudes about breast cancer 

5.1. Worry about breast cancer 

Judging from the Breast Cancer Worry Scale scores, respondents appeared to worry 
'sometimes' about the possibility of developing breast cancir. 

Table 4-27. Frequencies, percentages, meam and standard deviations of the responses 
to the Breast Cancer Worry Scale. 

Responses Scale items 
Item I Item 2 

1 
Item 3 

N % N 9110 NI % 
Not at all or rarely 574 48 986 83 112U 94 
Sometimes 508 42 157 13 34 3 
Often 69 6 11 1 3 0 
Almost all the time 7 1 2 0 0 0 
Missing 32, 3 34 31 33 

1 
3 

TOW 11901 100. 11901 1001 11901 100 
-R=- 1.58 1.16 1.03 
SD 0.63 0.40 0.20 

Table 4-27 continued. 
Responses Scale items 

item 4 Item 5 licin 
N % N N 

TFRMFor =Iy -137 - 20 485 4r 101 7U 
Sometimes 811 68 607 51 298 25 
Often 89 8 60 5 20 2 
Almost all the time 13 1 4 0 2 0 
Missing 40, 3 34 3 39 

,3 Total 11901 100 11901 100 1 lqu 1 100 
hican 1.39 I. P 1.30 
SD 0.56 0.60 0.50 

2 Item 1: During ft pan =nth. how cf= have You thougM about your own cliamcs of developing 
breast C=cr? Would you say... 
It= 2: During the past month, have thoughts about your chances about getting brent cancer affmcd 
your mood? Would you say... 
It= 3: During the past month, have ftughts about your chances of Setting brcast cancer Affected your 
abillty to perform dally activitics? Would you s3y... 
Item 4: 1 low concerned are You about the poWbillty that you might get breast cmecr someday? Would 
YOU say... 
Item 5: 1 low often do you %orry about developing breist cancO Would You say... 
Item 6: 1 low much of a problem, Isworrying about brcut cancer to you? Would YOU UY... 
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Cronbach's a was calculated and the result (cc=0.8092, N=I 144) indicated a good 
internal consistency of the scale. 

Lerman et al. (1991 a) correlated the items related to the impact of the worry and, 

since the correlation was high (r--0.63), added them up in oýder to create a worry 
impact index. In the Breast Cancer Worry Scale, items 1,4 and 5 are about the 
frequency of worry about breast cancer, and items 2,3 and 6 are about the impact of 
the worry. Following Lerman et al. 's (1991a) ex=ple, correlations between items 1, 

4 and 5, and items 2,3 and 6 were calculated in order to create a frequency of worry 
index and a worry impact index if the correlations were high enough. All correlations 

were significant at the 0.01 level. 

Table 4-28. Kendall's tau non-parametric correlations of the Breast Cancer Worry 

Scale items. 
Frequency of breast cancer worry3 

- - 
Item I Item 4 

- - 
Item 5 

-- - -rt-e-m--F effc ient -Correlation co FUGF T 42T U. PT 
Sig. (two-tailed) - 0.000 0.000 
N 1158 1150 1155 

-Ifem4 Correlation coefficient 0.429 1.000 0.609 
Sig. (two-tailed) 0.000 - 0.000 
N 1150 1150 1150 

- item 5 Correlation coefficient 0.491 0.609 1.00 0 
Sig. (two-tailed) 0.000 0.000 - 
N 1155 1150 1156 

3ý quenooLhrggýý: 
Item 1: During the past montN how often have you thought about your own chances of dveloping 
breast cancer? Would you say... 
Item 4: How concerned are you about the possibility that You might get breast cancer someday? Would 
you say... 
Item 5: How often do you worry about developing breast cancer? Would you say 
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Table 4-28 continued. 
Impact of breast cancer worry* 

Item 2 
- - 

Item 3 Item 6 
Item 2 Con-elation coeHicient 1.0 00 0.348 0.411 

Sig. (two-tailed) - 0.000 0.000 
N 

- 
1156 1156 1149 

Item 3 Correlation Fo efficient 0.348 1.000 0.218 
Sig. (two-tailed) 0.000 - 0.000 
N 

- - 
1156 1157 1150 

It-em- 6 Corre Fatir-o-n-c oe Mcient 0.411 0.218 1.000 
Sig. (two-tailed) 0.000 0.000 - 
N 1149 1150 1151 

Due to the lack of definite indications of what is a high or low correlation and the fact 

that there are hardly any guidelines in this respect (Bryman and Cramer, 1994), it was 

decided to follow Lerman et al. 's (1991 a) example and consider, as they did, 

correlations between 0.45 and 0.64 to be high, and correlations between 0.34 and 0.39 

to be moderate. Therefore, it was decided to create a frequency of worry index 

because the correlations between items 1,4 and 5 ranged from 0.42 to 0.60. 

However, the correlations between items 2,3 and 6 were not high enough (they 

ranged from a low 0.21 to 0.41) and creating a worry impact index would not be 

appropriate. 

5.1.1. Frequency of worry 

A frequency of worry index was created by adding up the responses to items 1,4 and 

5. The result was a continuous variable that ranged from I to 12 (mean=5.09, 

SD=1.53) and whose distribution resembled a normal distribution. 

One-way unrelated ANOVAS and independent samples Wests were carried out in 

order to assess the effect of the socio-demographic variables on the frequency of 

worry about breast cancer. 

A one-way unrelated ANOVA showed an overall significant effect for the age group 

4 iMpact of breast cancer wo 
Item 2: During the past month, have thoughts about your chances about getting breast =cCr affected 
your mood? Would you say... 
Item 3: During the past month, have thoughts about your chances of getting breast =cCr affected your 
ability to perform daily activities? Would you say... 
Item 6: How much of a problem is worrying about breast cancer to you? Would you say... 
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(F=4.15 1, df=3, p=0.006). Apost hoc Scheffe test revealed that women in their 

thirties differed from those in their forties (p--O. O 17), the latter being significantly 

more likely to worry about breast cancer than the former. No other significant 
differences were found. 

Table 4-29. One-way unrelated ANOVA of frequency of worry and age group. 
-N Mean p 

17-29 yrs 193 4.94 0.006 
30-39 yrs 310 4.93 
40-49 yrs 313 5.32 
50-64 yrs 1 338 5.10 

Another one-way unrelated ANOVA showed an overall significant effect for 

occupational level (F=14.847, ff=2, 'p=0.000). Apost hoc Scheffe test found that 

women in a high occupational level difTered from those in a medium (p=0.002) and 

low occupational level (p=0.000), and women in a medium occupational level also 
differed from those in a low occupational level (p=0.019). The frequency of worry 

about breast cancer increased as the level of occupation decreased. 

Table 4-30. One-way unrelated ANOVA of frequency of worry and occupation. 
N Mean P 

fligh occupational level 633 4.91 0.000 
Medium occupational level 406 5.24 
Low occupational level 81 5.75 

An independent samples Mest between the frequency of worry about breast cancer 

and ethnic background showed that white women (mean--5.1 1, SD=1.53) were 

significantly more likely to worry more often about breast cancer (t--2.1 11, df=l 150, 

two-tailed p=0.035) than women from other ethnic backgrounds (mean=4.72, 

SD=1.43). 

An independent samples t-test between the frequency of worry about breast cancer 

and marital status was non-significant (t--l. 564, ff=l 141, two-tailed p=O. 118). 

A three-way unrelated ANOVA was carried out with age group, occupational level 

and ethnic background in order to assess their joint effect on the frequency of worry 

about breast cancer. No significant results were obtained. 
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Table 4-3 1. Three-way unrelated ANOVA of frequency of worry, age group, 

occupational level and ethnic background. 

Source Sumsof 
Squares 

df - Mean 
Square, 

P 7 

Age group 6.344 3 2.115 0.975-4 0.414 
occupational level 10.482 2 5.241 2.365 0.094 
Ethnic background 5.509 1 5.509 2.486 0.115 
Age group * occup. level 6.107 6 1.018 0.459 0.839 
Age group * ethnic background 5.983. 3 1.994 0.900 0.440 
Occup. level * ethnic background 0.833 2 0.417 0.188 0.829 
Age group * occup. level * ethnic 5.027 4 1.257 
Error 1 

2414.960 t 1090 2.216 1 0.567 0.686 

Independent samples t-tests were. also carried out in order to assess the effect of the 

preventive health behaviour variables (BSE practice and having had a smear test) on 
the frequency of worry about breast cancer. The mean frequency of worry in women 

who practised BSE (mean=S. 17, SD=1.52) was significantly higher (t--5.202, 

df=1 153, two-tailed p=0.000) than in women who did not practise BSE (mean=4.42, 

SD=1.40). No significant difference was found between those respondents who had 

had a smear test and those who had not in terms of how often they worried about 
breast cancer (t--I - 136, df=l 141, two-tailed p=0.256). 

5.1.2. Impact of worry 

A worry impact index was not created out of items 2,3 and 6 because of the low 

correlations found between these items. Instead, the responses to each item were 

recoded as either low ('not at all or rarely') or medium-high worry ('sometimes', 

'often', and 'almost all the time'). These last three response types were collapsed 

together due to the low counts of 'often' and 'almost all the time' responses, which, if 

recoded as separate categories, would render chi-square analyses inappropriate. 
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Table 4-32. Frequencies and percentages of the recoded items 2,3 and 65. 
Recode item 2 Recoded item 3 Recode item 6 

N % N 
' 

% 
- 

N % 
Low 
Medium-high 
Missing 

986 
170 
34 

83 
14 
31 

1120 
37 
33 

94 
3 
3 

831 
320 
39 

70 
27 
3 

1 Total 1 11901 1001 11901 1001 - 
J 

1190 _10 0ý 

There was a significant association between the occupational level and the impact of 
breast cancer worry on both mood (recoded item 2: X2=31.213, df=2, p=0.000) and 
daily functioning (recoded item 3: j2=18.45-7, df=2, p=0.000), which increased as the 
level of occupation decreased. A similar significant relationship was found between 

occupational level and how much of a problem worrying about breast cancer was 
(recoded item 6: j2=26.293,: ff=2, p=0.000). 

Table 4-33. Crosstabulations of occupational level by the responses to the recoded 

items 2,3 and 66. 

Responses Occupational evel 
High Medium Low 

Recoded item 2 Low 
Medium-high 

90 
11 

, 

83 
18 

-- 

68 
32 

-- Recoded item 3 Low 
Medium-high 

98 
2 

" 

W 
4 

- - 

W 
10 

Re ed item Low 
Medium-high 

77 
23 

9 9 
31 48 

Also, worrying about breast cancer became more of a problem as respondents' age 

increased (recoded item 6: j2=8.156, df=3, p=0.043). However, the associations 

between respondents' age and the responses to the recoded items 2 (X2 =3.3 9 1, df=3, 

p=0.33 5) and 3 ()? =3.420, df=3, p=0.33 1) were non-signif icant. 

Lm act of breast cancer wo PAC 
Itcm. 2: During the past month, have thoughts about your chances about getting breast cancer affectcd 
your mood? Would you say... 
Itcra 3: During the past month, have thoughts about your chances of getting breast Cancer affected your 
ability to perform daily activities? Would you say... 
Itcra 6: How much of a problem is worrying about breast cancer to you? Would you say... 

11 IMPact of breast cancer worry: 
Item 2: During the past month, have thoughts about your chances about getting breast =cer affected 
your mood? Would you say... 
Item 3: During the past month, have thoughts about your chances of getting breast cancer affected your 
ability to perform daily activities? Would you say... 
Item 6: How much of a problem is worrying about breast cancer to you? Would you say... 
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Table 4-34. Crosstabulations of age group by the responses to the recoded item 67. 

Age group 
17-29 yrs 30-39 yrs 40-49 yrs 50-64 yrs 

Recoded item 6 Low I 
Medium-high 

75 
25 

77 
23 

71' 
29 

67 
33 

The associations between marital status and the responses to the recoded items 2 

(Yates continuity correction: X2=0377, df=l, p=0.539), 3 (Yates continuity correction: 

Xý=0.000, ff=l, p=1.000) and 6 (Yates continuity correction: j2=0.220, df=l, 

p=0.639) were non-significant. Similarly, the associations between ethnic 
background and the responses to the recoded items 2 (Fisher's exact test: two-tailed 

p=0.813), 3 (Fisher's exact test: two-tailed p=1.000) and 6 (Fisher's exact test: two- 

tailed p=0.852) were non-significant. 

Women who practised BSE were significantly more likely to report that their breast 

cancer worry had an impact on both their mood (Yates continuity correction 

X2 =8.824, df=l, p=0.003) and daily functioning (Fisher's exact test: two-tailed 

p=0.026) than those who did not practice BSE. However, the association between 

BSE practice and the responses to the recoded item 6 was non-significant (Yates 

continuity correction: j2=0.326, df=l, p=0.568). 

Table 4-35. Crosstabulations of BSE practice by the responses to the recoded items 2 

and 38. 

Responses BE 
Yes No 

Recoded item 2 Low 
Medium-high 

84 
16 

94 
6 
- Recole7itern 3 Low 

Medium-high 1 
97 
3 

15 0 
10 

Finally, the associations between having had a smear test and the responses to the 

7 Itcm 6: How much of a problem is wonying about breast =cer to you? Would you say 

8 Item 2: During the past month, have thoughts about your chances about getting breast cancer affected 
your mood? Would You Say... 
Item 3: During the past month, have thoughts about Your chances of getting breast Cancer affected your 
ability to pefform daily activities? Would you say... 
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recoded items 2 (Yates continuity correction: X2=0.002, df=l, p=0.969), 3 (Fisher's 

exact test: two-tailed p=0.092) and 6 (Yates continuity correction: j2=0.074, df=l, 

p=0.785) were non-significant. 

5.2. Pessimism about life after treatment for breast cancer (Payne's fourth 

subscale) 
Please note that responses to the items under this heading were entirely personal, and 

therefore, they were neither correct nor incorrect. They are attitudes to breast cancer. 

Overall, respondents seemed to have a fairly pessimistic view of what happens after 
treatment for breast cancer. About half of them believed that life does not return to 

no'rmal, medical treatment continues for a long time, life is neve'r the same, and breast 

cancer is not cured. Even more respondents believed that the future remains uncertain 

and life becomes very limited. 

Table 4-36. Frequencies, percentages and means of the responses to the items of the 

pessimism subscale. 
Responses Normal life Uncertain Limited life Long 

future treatment 
N % N % N 00 N % 

Tg're-e7strongly agree 330 28 850 71 128 11 528 44 
Don't know 215 18 143 12 154 13 297 25 
Disagrce/strongly disagree 558 47 142 12 818 69 280 24 
Missing 87 1 7 55 5 

-- - 
90 

- 
7 85 7 

TOW 1190 100 1 F90 FoU FIW -TW -r[W -UT 
- Mean 2.733 3.912 2.105 3.. ' 18 

Table 4-36 continued. 
Responses Neverthe Cured Comes and Stays with 

sarne goes you 
N % N % N % N % 

7-gr-ce7s-tirbongly agree 604 51 145 12 192 16 305 26 
Don't know 179 15 259 22 243 21 254 21 
Disagree/strongly disagree 327 27 674 57 647 54 529 44 
Missing 80 1 71 112, 9 1 108 1 9 102 191 
Total 11901 1001 11901 100 1 11901 1001 1190 100 

- Mean 1 3.359 1 2.3 13 1 
_2.333 

1 2.679 !9 
After having recoded all the items in this subscale (from I=very optimistic to S=very 

pessimistic), a pessimism variable was created by adding up all the answers of each 
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respondent, so that the higher the number, the more pessimistic her attitude about fife 

after treatment for breast cancer. This variable was continuous, ranged from 0 to 40 
(mean=22.83, SD=6.98), and its distribution resembled the normal distribution. 

One-way unrelated ANOVAS and independent samples Nests were carried out in 

order to assess the effect of the socio-demographic variables on the pessimistic 
attitude towards life after treatment for breast cancer. 

A one-way unrelated ANOVA showed an oyerall significant effect for occupational 
level (F=14.844, df=2, p=0.000). Apost hoc Scheffe test found that women in both a 
high (p=0.000) and a medium (p=0.000) occupational level differed from those in a 
low occupational level job. Pessimism about life after treatment . fýr breast cancer was 
lowest in the low occupational level group. 

Table 4-37. One-way ANOVA of pessimism and occupational level. 

N Mean P 
ffigh occupational level 648 23.03 0.000 
Medium occupational level 421 23.33 
Low occupational level 82 18.89 

Another one-way unrelated ANOVA showed no overall significant effect for age 

group (F=2.493, df=3, p=0.059). Also, the independent samples Wests between the 

pessimistic attitude towards life after breast cancer treatment and both marital status 
(t--0.3 14, df=l 170, two-tailed p=0.753) and ethnic background (t--0.3 89, ff=l 180, 

two-tailed p=0.698) were non-significant. 

Independent samples Wests were also carried out in order to assess the effect of the 

practice of preventive health behaviour variables (BSE practice and having had a 

smear test) on respondents' attitudes about breast cancer. The result related to BSE 

practice was non-significant (t--0.010, df=1 184, two-tailed p=0.992), but the mean 

pessimism in women who had had a smear test (mean=22.97, SD=6.91) was 

significantly higher (t--l. 996, df=1 172, two-tailed p=0.046) than those who had never 
had one (mean--21.42, SD=7.29). 
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6. Breast screening 

6.1. The NHSBSP 

Knowledge about the NHSBSP was explored with a yes/no response format (i. e. 
"Have you heard of the NHSBSP? "), which was statistically' analysed, and an open- 

ended format (i. e. "How did you hear about it? " and "What do you think its purpose 
is? "), which was analysed with content analysis. 

6.1.1. Statistical analysis 

Seventy-five per cent of the respondents indicated that they had heard of the 
NHSBSP, whilst 25 per cent indicated they had never heard of it. 

Table 4-38. Frequencies and percentages of the responses to the NHSBSP item. 

Heard of the NHSBSP 
N % 

Yes 
No 
Missing 

892 
291 

7 

75 
24 

1 
1190, 100 

Older (X2=147.795, ff=3, p=0.000), married (Yates continuity correction: )? =I 1.86, 

df=l, p=0.000) and white women (Fisher's exact test: two-tailed P=0.000) were 

significantly more likely to have heard of the NHSBSP than their counterparts. The 

association between occupational level and having heard of the NHSBSP was non- 

significant (j2=1.803, df=2, p=0.406). 

Table 4-39. Crosstabulations of the NHSBSP item by age group, marital status, and 

ethnic background. 
Age groups Marital status Ethnic 

background 
17-29 30-39 40-49 50-64 Married Other White Other 
yrs yrs 

- 
yrs 

- 
yrs 

[-Heard of 7-es 54 63 80 94 79 
I NHSBSP 

I 
No 46 37 20 6 

1 
21 30 23 

Women who practised BSE (Yates continuity correction: j2=10.50, df=l, p=o. ool) 

and those who had had a smear test (Yates continuity correction: j2=4.8 1, df= 10 

112 



Chapter Four 

p--0.028) were significantly more likely to have heard of the NHSBSP than women 

who did not practise these preventive health behaviours. 

Table 4-40. Crosstabulations of the NHSBSP item by the BSE and smear test items. 

Heard of BSE Smear test 
NHSBSP Yes o Yes No 

Yes 
No 

77 
23 

63 
37 

76 
24 

65 
35 

Having heard of the NHSBSP appeared to be related to respondents' knowledge about 
breast cancer. An independent samples Nest showed that the mean knowledge about 
breast cancer (as measured by Payne's first three subscales) in those respondents who 
had heard of the NHSBSP (mean--9.89, SD=2.42) was significantly higher (t--2.752, 

df=l 18 1, two-tailed p=0.006) than in those who had not heard of it (mean=9.45, 
SD=2.18). Furthermore, there were significant associations between having heard of 

the NHSBSP and knowing what the chance of developing breast cancer was (Yates 

continuity correction: j2=9.521, df=l, p=0.002), what the average length of life after 

being diagnosed with breast cancer was (Yates continuity correction: j2=22.489, 

df=l, p=0.000), and what the most common age group to develop breast cancer was 

(Yates continuity correction: X2=7.385, df=l, p=0.007). In all cases, those 

respondents who had heard of the NHSBSP were, significantly more likely to answer 

these items correctly than those who had not heard of it. 

Table 4-41. Crosstabulations of the NHSBSP item by the breast cancer kno wledge 

related items. 
Heard of the 

NHSBSP 
Yes 

1 

No 
' Chances of getting breast Correct 53 42 

cancer Incorrect 
- - 

47 
--- 

58 

Length of life with breast To rrect 3r 41 
cancer Incorrect 50 59 
Most common age group Correct 41 26 
to get breast cancer 

I 
Incorrect 59 75 
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6.1.2. Content analysis 
The following are the results of the content analysis of the responses to the open- 

ended questions. 

s How did you hear about it? 

A total of 859 (72 per cent) women answered this question. The different responses 

were classified into themes, which are illustrated by some examples below. Please 

note that the frequencies and the percentages add up to more than 859 and 100 per 

cent respectively because some answers were classified into more than one theme. 

Table 4-42. Frequencies and percentages of the answers given to "How did you hear 

about the NHSBSP? ". 

Themes N % 
--Media, 374 44 
GP/screening appointment 284 33 
Relative/friend/colleague 152 18 
Study/work 83 10 
Don't know 35 4 
Saw van 31 4 
Other 19 

, 
21 

Here are some examples of the themes above: 

e Media: "YY, papers, magazine.? ' (respondent 176). 

e GP/screening appointment: "Being invited to attend' (respondent 926). 

* Relative/friend/colleague: "Mother has been scanned' (respondent 11). 

* Study/work: "I work in health serWces research" (respondent 462). 

* Don't know: "Don't Imow - ra&o? " (respondent 1178). 

e Saw van: "Seen mobile unit in local area" (respondent 919). 

9 Finally, the 'other' theme included all those comments that could not be classified 
into any of the previous themes. 

ip What do you think its purpose is? 

A total of 870 (73 per cent) women answered this question. The different responses 

were classified into themes, which are illustrated by some ex=ples below. Please 

note that the frequencies and the percentages add up to more than 870 and 100 per 

cent respectively because some respondents' answers were classified into more than 
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one theme. 

Table 4-43. Frequencies and percentages of the answers given to "What do you think 
its purpose is? ". 

Ibemcs % 
Early detection of breast cancer 1 461 53 
Abnormalities/cancer detection 214 25 
Screening at risk/50+ women 207 24 
Education/raising awareness 71 8 
Prevention 56 6 
Other 24 3 
Reducing breast cancer incidcnce/mortality 16 2 
Research 6 1 

Here are some examples of the themes above: 

A 

9 Early detection of breast cancer: "Early detection to minimise spread of cancer 

and lessen amount ofsurgeryltreatment " (respondent 882). 

e Abnonnalities/breast cancer detection: "To screenfor breast cancer by detecting 

changes in the breast" (respondent 24). 

e Screening at risk/50+ women: "To test all women over the age ofJO " (respondent 

995). 

Education/raising awareness: "To make people aware that hreast cancer can he 

treated if women check their hreasts regularly and are screened" (respondent 68). 

9 Prevention: "'To helpprevent hreast cancer" (respondent 80). 

9 Reducing breast cancer incidence/mortality: "To reduce mortalityfrom breast 

cancer" (respondent 577). 

9 Research: "To research how and who gets breast cancer and can it be prevented 

with the current cure! " (respondent 259). 

* Finally, the 'other' theme includes all those comments that cannot be classified 
into any of the previous themes. 

6.2. Invitation and attendance to breast screening 
These issues were explored with a yes/no response format (i. e. "Have you been 

invited to attend for a mammography every three years? " and "Have you attended? "), 

which was statistically analysed, and an open-ended format (i. e. "Please indicate why 

or why nof), which was analysed with content analysis. 
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6.2.1. Statistical analysis 
Only women aged 50 and over were asked to answer these two questions, as they are 
the women targeted by the NHSBSP. 

Out of the 354 50-64 year olds who completed and returned the questionnaire, 321 
(91 per cent) indicated that they had been invited to have a mammogram, whilst 32 
(nine per cent) reported not having been invited. Out of these 32, the majority were 
between 50 and 53 years. Invitations are sent out in batches corresponding to each 
GP practice, which means that a woman may receive her first screening invitation any 
time between her 5& and 53d birthday, depending on when invitations are issued for 
her GP practice (NHSBSP website, 2000). This may explain their not having been 

invited. The reason why those two women aged 54 and older were not invited 

remains unknown. 

Of those women invited to have a mammogram, 311 (97 per cent) attended and eight 
(two per cent) did not attend. 

Chi-square analyses in order to find out whether having attended for breast screening 

was related to any of the socio-demographic variables could not be carried out 
because more than 20 per cent of the cells had an expected count of less than five, but 

crosstabulations, showed that women in a low occupational level job and those from a 
non-white background seemed less likely to have attended for breast screening. 

Table 4-44. Crosstabulations of breast screening attendance by occupational level and 

ethnic background. 

Occupational level Ethnic background 
fEgh Medium Low White Other 

Attended for 
breast screening 

Yes I 
No 

1 97 
3 

99 
1 

85 
5 

98 
2 

50 
50 

Having attended for breast screening was not related to knowledge about breast 

cancer as measured by Payne's first three subscales (t--0.016, df=318, p=0.987). 

Chi-square analyses in order to find out whether having attended for breast screening 
was related to breast cancer knowledge as measured by the three breast cancer 
knowledge related items could not be carried out because more than 20 per cent of the 
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cells had an expected count of less than five, and crosstabulations did not show any 
tendency to this respect. 

The same reason as above deemed chi-square analyses inappropriate to find out 
whether having attended for breast screening was related to"attitudes about breast 

cancer as measured by the recoded items 2,3 and 6 of the Breast Cancer Worry Scale, 

and crosstabulations did not reveal any particular associations. Having attended for 

breast screening was not related to the frequency of worry about breast cancer (t-- 

0.680, df=305, p=0.495) or to the pessimisnj measure (t--l. 836, df=318, p=0.067). 

Finally, chi-square analyses could not be carried out to find out whether having 

attended for' breast screening was related to the practise of health preventive 
behaviours, but crosstabulations revealed that those women who had attended for 

breast screening seemed more likely to practise BSE and to have had a smear test. 

Table 4-45. Crosstabulations of breast screening attendance by the BSE and smear 

test items. 

BE Smear test 
Yes No Y e-s r -No 

Attended for 
breast screening 

I Yes 
No 

92 
8 

75 
25 

95 
5 

75 
25 

The reasons for attendance and non-attendance for breast screening are explored 
below. 

6.2.2. Content analysis 

The following are the results of the content analysis of the responses to the open- 

ended questions. 
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e Reasons for attendance 

Out of the 311 women who indicated having accepted the NHSBSP invitation, 212 
(68 per cent) gave reasons for this. The different reasons were classified into themes, 

which are illustrated by some examples below. Please notethat the frequencies and 

percentages add up to more than 212 and 100 per cent respectively because some 

respondents gave more than one reason for attendance. 

Table 4-46. Frequencies and percentages of ihe different reasons given for breast 

screening attendance. 
'Ibemes N % 

Early detection 51 24 
Sensible/good idea 50 24 
Service on offer 29 14 
Estory of breast problems 28 13 
Check and confirm all is OK 18 8 
Peace of mind 15 7 
Prevention 14 7 
Other 13 6 
Organised. appointrnent 9, 4 

The following are some examples of the themes above: 

e Early detection: " To ensure any abnormalities arefound as soon as possible" 
(respondent 104). 

* Sensible/good idea: "Seems a sensible thing to do " (respondent 658). 

e Service on offer: "One must take advantage of this service if it is offered, ' 

(respondent 912). 

e History of breast problems: "Because ofpast history, I have mammograms on 

annual hasis " (respondent 149). 

* Peace of mind: "Forpeace ofmind" (respondent 1062). 

9 Check their bodies and confirm all is OR "To he sure everything Is alright " 

(respondent 45). 

e Prevention: "Because Ifeel that the screening is a positive preventative health 

meas-ure" (respondent 1033). 

e Having the appointment organised: "Because the appointment was madefor me " 

(respondent 883). 

* Finally, the 'other' theme included all those comments that could not be classified 
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into any of the previous themes. 

9 Reasons for non-attendance 

Out of the eight women who said they had not accepted the NHSBSP invitation, 

seven gave a reason for this. The reasons were the following: 

e Respondent 337 was going to have a mammogram two weeks after receiving the 

questionnaire. 

* Respondents 379 and 409 had been seen privately as they had had lumps detected. 

* Respondent 601 indicated that she had "heard it is quite painfuf'. 
e Respondent 834 wrote: "My doctor does all the lai*es every 3 years and I was. 50 

after he had sent them. Yhey go in a block so I will have to wait 5 ye=? '. 

Respondent 1181 was "Doubtful about their effectiveness and aware o the risk )f 
involved in x-req&11. 

o Respondent 1184 wrote: "I usually tend to sW asfar aspossiblefrom doctors, 

hospitals, etc. Also, I tend tofeel, probably irrationally, that thefewer tests, x- 

rays, scans, etc, performed on my bocib4 the better it isfor it'. 

Although some respondents had accepted the first invitation, they refused to attend to 

subsequent screens. For example, respondent 3 indicated that after her first 

mammogram she "made a definite decision not to attend subsequent ones, which I 

conveyed to my doctor(s). Since then not required to participate". Respondents 3 10 

and 441 chose not to re-attend again because they 'found the procedure verypainful 

and uncomfortabie ". 

6.3. Breast screening accuracy 

Respondents were asked to indicate how accurate they thought breast screening was 

and how accurate they would like it to be. 

6.3.1. How accurate do you think breast screening is in detecting breast cancer? 

Breast screening has a sensitivity of about 90 per cent (Rooney el al, 2000; Wilson, 

2000), but only 25 per cent of the respondents indicated this. Sixty-six per cent 

thought it was less accurate and three per cent wrongly believed it was 100 per cent 

accurate. 
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Table 447. Frequencies and percentages of the responses given to the breast 

screening accuracy item. 

Accuracy 
N % 

50% 78 6 
60% 115 10 
70% 211 18 
80% . 373 31 
90% 299 25 
100% 33 3 
Mssing 81. Q 

1 Total 1 11901 

A Kru. Skal-Wallis one-way ANOVA was carried out in order to see whether there was 

any difference between the women in the four age groups in their mean ranking of the 
breast screening accuracy. The analysis showed that 50-64 year olds were 

significantly more likely to rate the breast screening accuracy higher than younger 

women (H=25.293, df=3, p=0.000). 

Another Kruskal-Wallis one-way ANOVA was carried out in order to see whether 

there was any difference between the occupational level respondents were in and their 

mean ranking of breast screening accuracy. The analysis showed that as the level of 

occupation decreased, women were significantly more likely to give a higher rating to 

the breast screening accuracy (H=22.534, df--2, p=0.000). 

A Mann-Whitney U test was carried out to see whether there was a difference 

between white women and women from other ethnic backgrounds in their mean 

ranking of the breast screening accumcy, and it became apparent that white women 

were significantly more likely to consider breast screening more accurate then women 
from other ethnic backgrounds (U--13467.500, two-tailed p=0.032). 
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Table 448. Mean ranks and number of cases of the different age groups, occupational 
levels and ethnic backgrounds. 

Mean rank Cases 
Age groups 17-29 yrs 596.54 186 

30-39 yrs 516.23 286 
4049 yrs 503.57 304 
50-64 yrs 606.02 329 

Occupational High 498.48 --600 
level Medium 585.27 397 

Low 588.95 76 
-RU-UC White 555.43 
background Other 437.36 32__, 

Another Mann-Whitney U test was carried out to see whether there was a difference 

between married and non-married women in their mean ranking of the breast 

screening accuracy, but the results were non-significant (U--138504.000, two-tailed 

p=0.832). Additionally, the response given to this item was not related to BSE 

practice (U--52023.000, two-tailed p=0.240), to having had a smear test 

(U--38992.000, two-tailed p=0.774), to breast cancer knowledge as measured by 

Payne's first three subscales (one-way ANOVA: F--0.569, df=5, p=0.724), to the 

responses to the items on the chance of developing breast cancer (U=148597.500, 

two-tailed p=0.765), the average length of life after breast cancer (U--129571.000, 

two-tailed p=O. 13 8), and the most common age group to develop breast cancer 
(U=136884.500, two-tailed p=0.488), nor to breast cancer worry (one-way ANOVA: 

F=0.93 It df=5, p=0.460). 

6.3.2. How accurate would you like it to be? 

Although the great majority of respondents (89 per cent) would like breast screening 

to be 100 per cent accurate, eight per cent would not like it to be 100 per cent 

accurate. 
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Table 4-49. Frequencies and percentages of the responses given to the ideal accuracy 
item. 

Ideal accuracy 
N% 

50% 1 0 
60% 2 0 
70% 0 0 
80% 8 1 
90% 88 7 
100% 1053 89 
Mssing 38 

1 Total 1 11901 100 

It would be interesting to see if those respondents who would not like breast screening 
to be 100 per cent accurate differ in their responses to other items from those who 

would like it to be 100 per cent accurate, so this variable was recoded accordingly. 

Chi-square analyses revealed that non-white women (Fisher's exact test: two-tailed 

p=0.009) and women in a high occupational level (X2=8.09, ff=2, p=0.017) were 

significantly more likely not to want breast screening to be 100 per cent accurate than 

their counterparts. Chi-square analyses between the responses to this item and 

respondents' age (X2=3.3 67, df=2, p=O. 186) and marital status (Yates continuity 

correction: )? =1.689, ff= 1, p=O. 194) were non-signiftc'ant. 

Table 4-50. Crosstabulations of responses to the ideal accuracy item by ethnic 
background and occupational level. 

Idealaccuracy Ethnicbackground Occupational level 
White Other ' kEgh Medium Low 

50-90% 8 
100% 92 

22 
78 

11 
89 

6 
94 

9 
91 

Chi-square analyses revealed that whether BSE practice was not related to how 

accurate they wanted breast screening to be (Yates continuity correction: j'=0.008, 

df=I, p=0.927), but those women who had had a smear test were significantly more 
likely to want total breast screening accuracy than those women who had not had a 

smear test (Yates continuity correction: j2=4.750, ff=l, p=0.029). 
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Table 4-5 1. Crosstabulations of responses to the ideal accuracy item by the smear test 
item. 

Ideal accuracy Smear test 
Yes No 

50-90% 8 16 

1100% 
92 84 

The response given to this item was not related breast cancer knowledge as measured 
by Payne's first three subscales (independent samples t-test: t--l. 150, ff=l 150, two- 
tailed p=0.250), to the responses to the items on the chance of developing breast 

cancer (Yates continuity correction: X2=0.785, df=l, p=0.376), the average length of 
life after breast cancer (Yates continuity correction: X 2=0.045, df=l, p=0.83 1), and the 

most common . age group to develop breast cancer (Yates continuity Correction: 

x 2=0.5 8 1, ff= 1, p=0.446), nor to breast cancer worry (independent samples West: t--- 
1.408v df=l 122, two-tailed p=O. 159). 

7. Discussion 

Overall, 1.190 (52 per cent) questionnaires were completed and returned by the 15'h of 
November 1998. This response rate seems to be, according to Bastani el at (1994), 

typical for one administration (they obtained a 48 per cent response rate with one 

mailing). It is worth remembering that reminders could not be sent to those women 

who had not completed the questionnaires because these were anonymous and non- 

respondents could not be identified. Additionally, surveys that deal with sensitive 
topics tend to obtain lower reponse rates (Fife-Schaw, 1995a). 

On the whole, the sample seems to be representative of the University female 

population, especially in terms of age, a crucial variable regarding breast cancer and 
breast screening. 

7.1. Preventive health behaviours 

Overall, most respondents claimed to practise BSE, which was surprising given that 

other studies have reported lower practice rates (Wardle et al., 1995). However, only 
28 per cent indicated that they did it regularly, which also seemed to be the case in 
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Wardle et al. 's (1995) review. Most women also claimed that they had had a smear 
test. 

There seems to be a consistency in the practice of preventive health behaviours, so 
that people who attend for one form of screening are more fikely to attend other forms 

of screening and to carry out other health behaviours (Fallowfield with Clark 1991; 
French et al , 1982; Hobbs et al., 1980; MacLean et al., 1984; Saidi el al., 1998; 
Wardle and Pope, 1992). This was confimned by the present study, where women 
who claimed to practise B SE were more likely to have had a smear test than those 

who did not and those women who had attended for breast screening seemed more 
likely to practise BSE and to have had a smear test. 

Although the BSE practice has been associated with younger age (Fallowfield with 
Clark, 199 1), in the present study older women were more likely to report that they 
both self-examined their breasts and had had a smear test. Also, white respondents 
were more likely to report that they practised both preventive health behaviours. 

Perhaps women from ethnic backgrounds other than white have cultural or religious 
reasons, as indicated by Fallowfield with Clark (1991), not to practise BSE and not to 
have smear tests. 

7.2. Breast cancer knowledge 

7.2.1. Payne's first three subscales 
Although most women knew that a breast lump is a possible sign Of breast cancer, that 

breast cancer detection involves a doctor's physical examination and BSE, and what 

to do after finding a breast lump, they seemed to be more confused about the other 
items. In particular, there was confusion about perhaps less well known symptoms 

such as pulling-in of the nipple, breast pain, breast sore, and nipple discharge. 

On the whole, women in their forties displayed a better breast cancer knowledge than 

women in their fifties, which was surprising because women aged 50 and older might 
be expected to know more than younger women given that the risk of getting breast 

cancer increases with age (Baum et al, 1994; Department of Health, 1993), and they 

are the women targeted by the NHSBSP. 
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Breast cancer knowledge was lowest in women from a non-white background and in a 
low occupational level. Additionally, the interaction between ethnic background and 
occupational level was significant a finding also reported by Miller and Champion 
(1997). 

Women who practised BSE were more knowledgeable about breast cancer, a finding 

also reported by Payne (1989,1990). Women who had had a smear test also knew 

more about breast cancer, and the association between preventive health behaviours 

has already been pointed out before. 

7.2.2. Payne's three breast cancer knowledge related items 

Only about half the respondents correctly answered these three items. A lack of 
knowledge was apparent as a substantial proportion overestimated or underestimated 

the chance of a woman developing breast cancer, the average length of time most 

women live with breast cancer after treatment, and the most common age group to get 
breast cancer. 

Given that the risk of developing breast cancer increases with age (Baum el al., 1994; 

Department of Health, 1993) and that older women are more likely to know the 

correct breast cancer prevalence rates than younger women (Payne, 1989,1990), it 

was surprising to find that women aged 50 and older were not more likely to know the 

correct chance of developing breast cancer than younger women. However, older 

women have been reported to be'more likely to perceive themselves to be at low risk 

of having breast cancer (Friedman ef at, 1998; Hebert-Croteau el al., 1997; Paul el 

al., 1999) and too old to need breast screening (MacLean el al., 1984). These results 

may indicate that older women do not accurately assess their risk, and without an 

accurate understanding of it they may underestimate the importance of regular 

screening and may not be able to make informed choices about early detection. 

Similar to Paul et aL's (1999) finding that women with higher levels of education 

were more knowledgeable about breast cancer incidence and risk factors, those 

respondents in a higher occupational level, which presumably is related to their 

educational achievements, were more likely to correctly answer these items in the 

present study. 
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The associations between ethnic background and the responses to these items were 
non-significant although Miller and Champion (1997) found that Caucasian women 
knew more about breast cancer and saw themselves as less likely to get breast cancer 
than African-American women. .4 

7.23. DCIS knowledge 

The findings about DCIS knowledge are especially important as they have not been 

reportedbefore. In accordance with Thorntons (1997c) comments about the lack of 
information on this condition, very little was known about DCIS. Women in a high 

occupational level were more likely to have heard of it than women in lower 

occupational levels, and overall, having heard of DCIS was positively related to 

respondents' general knowledge about breast cancer. 

Women had heard about DCIS mainly at work (59 per cent) or through the media (26 

per cent). 

7.2.4. Overall breast cancer knowledge 

on the whole, it seems that breast cancer knowledge has improved since Payne's 

(1989,1990) survey, which was actually conducted in 1987. For example, 35 per cent 

of her sample identified the correct chance of a woman developing breast cancer as 

opposed to half the sample in the present study. It may be that the present sample was 
drawn from an academic site and their education level was higher than that of the 

general population. 

7.3. Attitudes about breast cancer 

7.3.1. Worry about breast cancer 

Overall, respondents seemed to worry about the possibility of developing breast 

cancer and the obtained rates were comparable to those obtained in previous studies 
(Lerman et al., 1991 a, 199 lb; McCaul et al., 1998). For example, in the present study 
50 per cent of the respondents reported worrying 'sometimes' to 'almost all the time' 

(item 1), whereas 45 and 35 per cent of the women reported the same in McCaul et 

aPs (1998) and Lerman et aPs (199 1 a, 199b) studies respectively. Fourteen per cent 

of the respondents reported that their mood was affected 'sometimes' to 'almost all 
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the time' (item 2) in the present study, whereas 10 and 17 per cent of the women 
reported the same in McCaul et al. 's (1998) and Lermanet al. 's (1991 a, 199b) studies 

respectively. Finally, nobody reported that their daily activities were affected more 

than a little (item 3) in both the present study and McCaul et al. 's (1998), and only six 
per cent felt that way in Lerman et al. 's (1991a, 1991b). .4 

In general, women aged 40 and over were more worried about breast cancer than 

younger women, and worrying about breast cancer became more of a problem as 

respondents' age increased, but there were no significant associations between 

respondents' age and the impact of breast cancer worry on their mood and daily 

functioning. Again, it is interesting to see. that those women aged 50 and older, 

although at an increased risk of developing the disease, were not significantly more 

worried about breast cancer than women in their forties and did not feel that worrying 

about breast cancer was more of a problem than younger women did. On the other 
hand, the low levels of concern shown by older women may be reassuring, as the 
introduction of the NHSBSP does not seem to have caused them to over-worry about 
breast cancer. 

Similar to Lerman etal's (1991a) and McCaul et al. 's (1998) findings, the frequency 

of worry about breast cancer and the impact of this worry on mood and daily 

functioning were higher in women who practised BSE, suggesting that some worry 

may motivate self-protective behaviours such as BSE. Indeed, the frequency of worry 

was higher in white women, and they were more likely to practise BSE and to have 

had a smear test than women from other ethnic backgrounds. 

The frequency of worry about breast cancer and the impact of that worry increased as 

the level of occupation decreased. The reason for this is unknown, although it might 
be related to the lower breast cancer knowledge apparent in women in a low 

occupational level. 

7.3.2. Pessimism about life after treatment for breast cancer 

On the whole, respondents seemed to have a fairly pessimistic view of what happens 

after treatment for breast cancer, perhaps because breast cancer is one of the 

conditions most feared by women (Fallowfield with Clark, 1993; Spittle and Morgan, 
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1999). 

About half of the respondents did not believe that breast cancer comes and goes every 
so often and that it stays with you all the time, which may indicate that women do not 
perceive breast cancer as a chronic condition. 

It was surprising to find that pessimism was lowest in the low occupational level 

group, since women in this group appeared to be more worried about breast cancer. 

7.4. Breast screening 

7.4.1. The NIEISBSP 

As age increased, women became more likely to have heard of the NHSj3SP, which 

was to be expected since this programme only targets 50-64 year-olds (Department of 

Health, 1993). 

Married and white women are reported to be more likely to attend for breast screening 
(French et al., 1982; Kruse and Phillips, 1997; Lerman et al., 1990), so perhaps that is 

why in the present study these women were found to be more likely to have heard of 
the NHSBSP than their counterparts. 

Women who attend for breast screening have been reported to be more likely to 

practise other health preventive behaviours (Fallowfield with Clark, 1991; French et 

al., 1982; Hobbs et al., 1980; MacLean et al, 1984; Saidi et al., 1998; Wardle and 
Pope, 1992), so it is not surprising that respondents who claimed to practise BSE and 

to have had a smear test were more likely to have heard of the NHSBSP. 

Most respondents had heard about the NHSBSP through the media and/or their 

GP/screening appointment. Fifty-three per cent thought that the NHSBSP was set up 
in order to detect breast cancer early, and 49 per cent indicated its purpose was for 

screening for cancer or at risk groups. Worryingly, six per cent of the respondents 

wrongly believed that the NHSBSP was set up to prevent breast cancer from 

developing. 

The association between breast cancer knowledge and breast screening has been 
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reported by various researchers (Friedman et al, 1996; Miller and Ch=pion, 1997; 

Price, 1994), and in the present study those respondents who had heard of the 

NHSBSP displayed a better breast cancer knowledge than those who had not. 

7.4.2. Invitation and attendance to breast screening I 

The reasons for accepting the invitation for breast screening given by respondents 

were similar to those reported by other British researchers (French el al., 1982; Saidi 

et al., 1998), including early detection and treatment, finding out whether cancer was 

present being aware of personal risk, and p[evention. 

7.4.3. Breast screening accuracy 

Only a quarter of the sample was aware of how accurate breast screening is. Women 

aged 50-64 years thought that breast screening was more accurate than younger 

women, perhaps because they are the group targeted by the NHSBSP. Also, the lower 

the occupational level, the higher the accuracy rating, perhaps because women in low 

occupational levels are not as well informed as those in higher occupational levels (it 

is worth remembering that their knowledge about breast cancer was lower than in 

women in higher occupational levels). 

The reason why eight per cent of the sample would not like breast screening to be 100 

per cent accurate is unknown. It may be that the question was not correctly 

understood, or they were aware that no test can be 100 per cent accurate, or it was a 

way of maintaining hope should an abnormal result be found. 

7.5. Overall conclusion 

Given the lack of recent studies exploring women's knowledge about breast cancer 

and breast screening, a new baseline of women's knowledge and beliefs needs to be 

established (Lavelle and Charlton, 1998) so that it can be used as the foundation of 

any health education programme (Spittle and Morgan, 1999). 

Once this baseline is established, proper and accurate information should be provided 

to all women, because despite the increased attention devoted by the media to breast 

cancer, women are still unaware of important issues such as less well known 

symptoms of breast cancer (e. g. pulling-in of the nipple) and the existence of DCIS. 
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Other studies have also concluded that women need to be better informed about this 
condition (Hebert-Croteau et aL, 1997; Paul et al, 1999). 

In particular, women need to be told the facts about breast screening in order to 

eradicate the misconceptions that were apparent in the present study, such as that 
breast screening is a preventative measure. They also need to be educated about the 
distinction between invasive and non-invasive cancers Qatoi and Baum, 1995), and 

need to be made aware of the possibility of being diagnosed with non-invasive breast 

cancer before having a mammogram (Thornton, 1997b, 1997c), which might well 

affect their decision to attend. 

Finally, information should be tailored towards ethnic*minority groups, older women, 

and women with low levels of education, as they seemed to be particularly unaware of 

these topics. This has also been suggested by other studies (Nfiller and Champion, 

1997; Paul et al., 1999). 
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Chapter 5. Longitudinal study of women diagnosed with DCIS: 
methodology and procedure 

This chapter will describe the aim and objectives of the present study, the methods 
and the sample used, and how the study was conducted. 

Aim and objectives 

The aim of the present study was to explore women's experience of being diagnosed 

with DCIS, and in particular, to find out: 

1. What their information needs were and whether they changed over time. 
2. What their treatment decision-making preferences and decisions were, and 

whether they changed over time. 

3. What their psychological distress levels were and whether they changed over time. 

4. How they perceived their condition and whether their perceptions changed over 

time. 

Measures 

Self-completion postal questionnaires and semi-structured interviews were used to 

carry out the present study. 

2.1. Questionnaires 
2.1.1. The Information Needs Questionnaire 

The Information Needs Questionnaire was developed from a literature search of over 
200 articles on cancer, and specifically breast cancer, by Degner and colleagues in 

Canada in 1989 (Luker et al., 1995). They identified the following nine information 

needs: 

1. Information about how advanced the disease is and how far it has spread. 
2. Information about the likelihood of cure from the disease. 

3. Information about how the treatment may affect my ability to carry on my 

usual social activities (sports, hobbies, etc). 
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4. Information about how my family and close friends may be affected by the 
disease. 

5. Information about caring for myself at home (diet support groups, help at 
home, social worker, counsellor). 

6. Information about how the treatment may affect my"feelings about my body 

and sexual attractiveness (breast disfigurement, breast prosthesis, 
reconstructive surgery). 

7. Information about different types of treatment (surgical, chemotherapy, 

radiotherapy) and the advantages and disadvantages of each treatment. 

8. Information about whether my children or other members of my family are at 

risk of getting breast cancer. 

9. Information about unpleasant side effects of treatment (nausea, pain, change in 

physical appearance). 

This questionnaire has been used with breast cancer patients by Luker et al. (1995, 

1996) in the UK and by Degner and colleagues in Canada (Bilodeau and Degner, 

1996; Hack et al, 1994; Degner et al., 1997). They presented the nine information 

needs to women in pairs, in such a way that each information need was seen with 

every other information need, making up a total of 36 pairs. Women were asked to 

decide which of the two information needs presented each time was the most 
important. At the end of the questionnaire, women were asked if there were any other 
information needs that had not been mentioned (Bilodeau and Degner, 1996; Luker et 

al., 1995,1996). 

A telephone conversation with Dr Beaver, a colleague of Luker's, revealed that this 

questionnaire has the advantages of being very specific, presenting a hierarchy of 

needs, and having no ceiling effect (e. g. 'I want as much information as possible' or'I 

want to know everything'). However, due to its length and the very complex analysis 
it requires, it was adapted so that it could be used in a self-completion postal format in 

the present study. The nine information needs were presented three times, and each 
time respondents were asked to complete Mferent tasks with them. Firstly, they were 

asked to tick the item(s) that represented their information needs at the time of 

completing the questionnaire. Secondly, they were asked to state their order of 

preference by numbering the items from I (their most important information need) to 
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9 (their least important information need). Finally, they were asked to tick the 
topic(s) that they had already received information about. 

2.1.2. The Sources of Information Questionnaire 

There are II sources of infonnation that patients use to find out about their disease 
(Bilodeau and Degner, 1996): 

1. Hospital consultant. 
2. BCN. 

3. GP. 

4. Nurses on wards and clinics. 
5. Leaflets. 

6. Women's magazines. 

7. TV/radio. 

8. Newspapers. 

9. Medical books/journals. 

10. Family/friends. 

11. Support groups/volunteers. 

This questionnaire has been used in breast cancer studies both in Canada (Bilodeau 

and Degner, 1996) and the UK (Luker et al., 1996). 

In the UY, Luker et al. 's (1996) patients were asked to indicate whether they had used 

each source of information in a yes/no response format and how useful it had been on 

a five-point scale (from very useful to not useful at all). In Canada, Bilodeau and 

Degner (1996) asked patients to indicate what sources of information they had 

actually used and to rank their preferred sources of information from the most to the 

least preferred. 

In the present study, this questionnaire was used in a self-completion format by 

following Luker et al, 's (1996) example. In addition to the above-mentioned sources 

of information, three more items were included in order to f ind out: (a) whether 

respondents had got information from the Internet, and if so, how useful it had been; 

(b) whether they had received information from any other sources not included in the 
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questionnaire; and (c) whether they would like information from any other sources not 
included in the questionnaire. 

2.1.3. The Role Preferences Questionnaire 

The Role Preferences Card Sort (also known as the Control'iPreferences Card Set) 

derives from an extensive study on decision-making roles in life-threatening situations 

carried out by Degner and Beaton in the late 1980s (Beaver et al., 1996; Bilodeau and 
Degner, 1996; Degner et al., 1997). They described alternative roles that patients 

could assume in medical decision-making by using a card sort technique, which was 

evaluated and declared reliable by Degner and Sloan (1992). 

This method consists of five cards, each of them containing a statement about 

personal preferences regarding treatment decision-making and a cartoon related to 

that statement. Cards A and B represent active roles, card C represents a collaborative 

role, and cards D and E represent passive roles: 

A. I prefer to make the final selection about which treatment I will receive. 

B. I prefer to make the final selection of my treatment after seriously considering 

my doctor's opinion. 

C. I prefer that my doctor and I share responsibility for deciding which treatment 

is best for me. 
I prefer that my doctor makes the final decision about which treatment will be 

used, but seriously considers my opinion. 

E. I prefer to leave all decisions regarding my treatment to my doctor. 

Each card is compared in subsets of two until the entire preference order across the set 

of five cards is unfolded (Beaver et al., 1996; Bilodeau and Degner, 1996; Degner et 

al., 1997). This technique offers greater specificity than other measures that offer 

respondents only two possible alternatives (i. e. participating in the treatment decision- 

making process or leaving the decision up to the doctor). It is also more motivating 

than pencil and paper measures or direct questioning procedures because patients 

actively lay out their preferred order of alternatives (Hack et al., 1994). 
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This method has been used with breast cancer patients both in Canada (Bilodeau and 
Degner, 1996; Degner et al., 1997; Hack et al., 1994) and the UK (Beaver et al., 
1996). In Canada, in addition to following the method described above, women were 
also asked to select the card that best represented the role they had actually played. In 

the UK, Beaver et al. (1996) used this method to study women newly diagnosed with 
breast cancer. 

A telephone conversation with Dr Beaver revealed that this is a very quick and easy 

method to use, although the analysis required is very complex. It could be adapted to 
be used in a self-completion postal questionnaire format and it was indeed adapted 
that way for the present study. Firstly, all five statements were presented and 

respondents were asked to tick the statement that best represented the role they would 
like to play when deciding their treatment. Secondly, they were asked to state the 

order of preference by numbering the items from I (their favourite statement) to 5 

(their least favourite statement). Finally, respondents were asked to tick the statement 

that represented the role they had actually played when deciding their treatment. 

Order effect (i. e. the error caused by the order in which subjects participate in 

conditions) is a major disadvantage of repeated measures designs such as the present 

study. In order to deal with possible order effects, Clark-Carter's (1997) advice was 
followed and two versions of the questionnaire (A and B) were developed. Both of 

them had the same items but their order was reversed. Half the sample (patients 1,3, 

5,7,9,11 and 13) were given version A and the other half (patients 2,4,6,8,10 and 

12) were given version B, and then the responses were compared to see whether the 

participants with version A had responded differently to those with version B. - 

Table 5-1 shows the studies that included the measures described above, which were 

also used in the longitudinal study of women diagnosed with DCIS. Several 

combinations of the three questionnaires have been used: Luker el al. (1996) used 
both the Information Needs Questionnaire and the Sources of Information 

Questionnaire, Deper et al (1997) and Hack et al. (1994) used the Information 

Needs Questionnaires and the Role Preference Card Sort, and Bilodeau and Degner 

(1996) used the three measures together. 
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Table 5-1. Overview of studies using the same measures as the longitudinal study of 
women diagnosed with DCIS. 

Authors and Methodology Findings 
Year Sample Measures 

Beaver et al., 150 breast cancer Role preferences card Breast cancer patients 
1996 patients and 200 Is sort preferred a passive role, whilst 

women with benign control group preferred a 
breast disease collaborative role. 

Bilodeau and 74 breast cancer Role preferences card 7 Women preferred a 
Degner, 1996 patients sort, information needs passive role (esp. older 

scale, and ranking of women) and personal 
information sources sources of information. 

Main information needs were 
disease-related 

. _ Degner and 43 6 cancer patients Role preferences card M oýst 'patients preferred a 
Sloan, 1992 and 482 members of sort, and symptom passive role whilst most 

the general public distress scale members of the general public 
would prefer an active role. 

Degner et aL, 1012 breast cancer Role pr-e-Te-rences card Women preferred a 
1997 patients sort, and information collaborative role followed by 

needs scale a passive role; the active role 
came last. 
Main information needs were 
disease-related 

- Hack et al, 35 breast cancer Role preferences card Women wanted an activc role 
1996 patients sort, information needs and detailed information. 

scale, and semi- 
structured interviews 

Luker et al., 150 breast cancer Information needs scale Main information needs were 
1995 patients and 200 disease-related. 

women with benign Age differences. 
breast disease 

Luker et al., 150 breast cancer Information -needs scale, Information needs and sources 
1996 patients and ranking of sources of information changed further 

of information at a mean from diagnosis. 
of 21 months 66% had unmet information 

I needs at follow-up. 

2.1.4. The General Health Questionnaire: GHQ-12 

Goldberg's GHQ was developed in London in the 1960s and 1970s for use in general 

practice settings. Nowadays, it is the most widely applied self-completion measure of 

psychiatric disturbance in the UK (Bowling, 1995) and has been used in about 38 

languages (Sanderman and Stewart, 1990). In fact, it is the most extensively tested 

scale for reliability and validity across the world, and the results are good. 
Handbooks are periodically updated with its method, a review of the applications, and 

studies of reliability and validity. The original version consists of 60 items, although 

shorter versions with 30,28,20, and 12 items do exist (Bowling, 1995). 
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The GHQ concentrates on anxiety and depression (Bowling, 1995,1997b; Goldberg 

and Williams, 1988). It is sensitive to transient disorders and detects symptoms of at 
least two weeks' duration. It is designed to be self-administered, and has been 

administered by postal survey and by interview. Moreover, a population can be tested 

on different occasions, as in the present study, to assess the changes in psychiatric 
disturbance over time (Bowling, 1995,1997b). 

Popular measures such as the HADS and the RSCL have been widely used in 

research, but are now being criticised because it is not known which questionnaire 

most accurately identifies patients with anxiety and depression and what threshold 

values should be used. Instead, the GHQ-12 is being recommended. It is a well- 

validated self-report questionnaire for the detection of psychological distress, is easy 

to score, does not include any somatic items that may be attributable to disease and/or 

treatment, and the questions themselves may serve as useful probes for health 

professionals in order to find out whether some form of psychological intervention 

may be appropriate (Hall et al., 1999). 

Carrera and Payne (1999) pointed out the need to assess the psychological state of 

women diagnosed with DCIS at diagnosis and further from diagnosis by using a 

standardised measure. The GHQ-12 was used for this purpose in the present study 
because this version is very quick to administer (it only takes about two minutes to 

complete) and score, and is as reliable, valid and sensitive as the other longer versions 
(Goldberg and Williams, 1988; Goldberg et al., 1997). Scaf-Klomp et al. (1997) used 

the GHQ-12 to assess the psychological side effects of breast cancer screening and 
found it brief, comprehensive, easy to complete by respondents of all educational 
levels, and effective in assessing comparatively mild emotional disorders in non- 

psychiatric people. Moreover, gender, age and educational level have no significant 

effect on its validity (Goldberg et aL, 1997). 

All the GHQ items have four answer options, and respondents are asked to compare 

their recent experience with their usual state and choose one of the options 

accordingly (Bowling, 1995,1997b; Goldberg and Williams, 1988). The GHQ 

scoring (also known as the binary approach) was adopted in the present study as it is 
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often used when psychiatric caseness is being studied. This approach assigns zero to 

the first two answer options, one to the second two answer options, and totals the 

score. The final result is a single score, and the higher the score, the greater the 

psychological distress (Goldberg and Williams, 1988; Sanderman and Stewart, 1990). 

The final score is compared to a threshold (Goldberg and Williams, 1988), which is 

equivalent to the concept of caseness (i. e. the average patient referred to psychiatrists) 

(Bowling, 1995,1997b). The threshold is given as two numbers; respondents scoring 

the same as or lower than the first number are 'non-cases' and respondents scoring the 

same as or higher than the second number are 'cases' (Goldberg and Williams, 1988). 

Goldberg and Williams (1988) suggest a threshold of 1/2 (maximum score 12) for the 

scoring of the GHQ-12- 

A copy of all the above mentioned questionnaires can be found in Appendix D. The 

codebook in Appendix E shows how the data from these questionnaires were coded 

and entered into a SPSS database. The data were analysed using SPSS 8.0 for 

Windows. 

2.2. Semi-structured interviews 

The following sections have been written in the first person to indicate that I, as a 

researcher, was not merely a neutral observer but an integral part of the generation of 

data and responsible for the creation of this account (Foster and Parker, 1997; Rose 

and Webb, 1998; Webb, 1992). For further details, please see section 2.2.4.3. on 

auditability and reflexivity. 

2.2.1. Definition and characteristics 
I incorporated semi-structured interviews into the design of the present study because 

of their appropriateness for exploring new topics (Bowling, 1997a) and addressing 

issues that are difficult to access with more structured quantitative approaches, such 

as complex, sensitive, personal and/or controversial topics (Barriball and While, 

1994; Coyle and Wright 1996; Smith, 1995), as is the case of women diagnosed with 

DCIS. 

Several researchers encourage their use to complement standard quantitative measures 

(Simpson et al, 199 1), because studies relying primarily on quantitative data present 
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only a limited picture (Charles et al., 1997; Morris and Ingham, 1988). The use of 
semi-structured interviews is particularly advantageous, since much of the 

information is probably too subtle and sensitive to be elicited from questionnaires 
alone (Fallowfield, 1990). 

The semi-structured interview is an 'inter view', an interchange of views between 
interviewer and interviewee (Kvale, 1996), and the data are generated through this 
interaction (Bowling, 1997a; Mason, 1996). It involves predefining a range of 
questions to be asked in the interview, but bcing flexible at the same time and 

allowing interviewees to explore new topics (Payne, 1999). 

Indeed, semi-structured interviews have the advantage of being flexible, and I was 

able to follow up interesting responses that emerged in the interviews, probe for more 
information and clarification, and change the words of some of the questions to make 
them clearer for some of the interviewees (Barriball and While, 1994; Bowling, 

1997a; Robson, 1993; Smith, 1995). 

However, semi-structured interviews are time consuming and hard to do well (Ingham 

et al., 1999; Robson, 1993). As an interviewer, I needed to be knowledgeable about 

the topic and skilled in human interaction (Kvale, 1996; Mason, 1996; Payne, 1999), 

and felt that my previous experience as a research assistant was helpful in this respect. 

I made sure that I was thoroughly familiar with the interview schedules before 

conducting the interviews, and the interviewees did not appear to have any problem 

with the issues discussed or the way they were questioned. Additionally, my 

supervisor and I closely examined the first two tapes and transcriptions, so that I had 

some feedback on my interviewing skills before conducting the remaining interviews. 

2.2.2. How the interviews were conducted 

Guidelines on how to develop an interview schedule and how to conduct an interview 

do exist in the literature (for example, Barriball and While, 1994; Memon and Bull, 

1999; Robson, 1993; Smith, 1995). "The key to effective interviewing is 

adequate and comprehensive preparation7' (Ingham et al., 1999, p. 16 1). 
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To being with, an interview schedule must be prepared. This is a plan of what is 

going to be said during the interview and how the responses are going to be recorded 
(Foster and Parker, 1997). 1 designed two interview schedules; one for the interview 

conducted at diagnosis and the other one for the interview conducted five to six 

months later (copies of the interview schedules can be founa in Appendix F). The 

questions included in them came from the literature review and two conversations 

with the consultant breast surgeon who treated the participants. As suggested by 

Ingham et al. (1999), the schedules consisted of blocks, each block covering a theme 
(e. g. information, treatment decision-making, etc). 

Following Smith's (1995) suggestion that the interviewer should be guided by the 

schedule, not dictated by it I felt free to change the order and form of the questions in 

order to follow up individual answers, but at the same time tried to ensure that the 
interview did not move too far from the original topic. I was also familiar with the 

interview schedules before the first interview of each set took place in order to create 

a professional impression (Clark-Carter, 1997) and achieve a relatively informal style, 

similar to a conversation (Mason, 1996). 

It is essential to take a full record of the interview (Robson, 1993), and tape-recording 

was my method of choice because it allows a richer and more accurate record than 

notes (Coolican, 1990; Clarke, 1992; Smith, 1995), provides a detailed insight into the 

performance of both interviewees and myself 03arriball and While, 1994), remains as 

a permanent record of the interaction (Payne, 1999), allows the verification of the raw 
data at a later date (Clarke, 1992), and allowed me to concentrate on what was being 

said (Coolican, 1990; Clarke, 1992; Smith, 1995). As suggested by Ingham et al. 
(1999) and Payne (1999), 1 also took brief notes about my impressions of each 
interview straight after they ended. 

Although transcriptions take a long time to do (Smith, 1995) and it can be tempting to 
hand the tapes over to someone else to transcribe, I followed Rose and Webb's (1998) 

advice and decided to listen to and transcribe the tapes myself in order to be able to 

compare and annotate earlier and later transcriptions and modify interpretations. 

Thus, I was also able to make the most of the context and the intonation of the 

original speech (Clark-Carter, 1997), and became very familiar with the patients' 
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experiences (Rose and Webb, 1998). 1 transcribed all the tapes as soon as possible 
after conducting the interviews. 

Since it is important that interviewees feel comfortable while the interview is being 

carried out (Smith, 1995), they were able to choose when to be interviewed and 
whether to be interviewed in their own homes or at my University office. At 
diagnosis, 12 women chose to be interviewed in their own homes and the remaining 
participant preferred to be interviewed in my office. At five to six months, 10 women 
chose to be interviewed in their own homestwo, preferred to be interviewed in my 
office, and the last participant preferred to be interviewed on the telephone. 
Additionally, following Webb and Koch's (1997) example, I started each interview by 

asking the participants to tell me their story from the time they had discovered they 
had a breast problem. In this way, they were able to set their own agenda and start 
their story at the point at which they were most comfortable (Charles et al, 1998). 

Two participants (patients 4 and 6) wanted their husbands to be present during both 

interviews to help them remember events. Despite Ingham et al. 's (1999) advic 
*e 

to 

try and avoid this situation and even postpone the interview to another time and/or 
location, I decided to go ahead and continue with the interviews, as they had to take 

place at specific times to fit in with the longitudinal design of the study. 

Some ethical issues need to be considered when conducting interviews. Interviewing 

is likely to be more intrusive than other research methods and may open up issues that 

are highly sensitive for the interviewee (Coolican, 1999; Smith, 1992) so that he/she 

may need support as a result of being interviewed (Foster and Parker, 1997). Because 

of this, I let respondents know that they did not have to answer all the questions and 

could switch off the tape-recorder (or ask me to switch it off for them) at any time 

(Coolican, 1990; King, 1996), but none of them did. I also had the details of the 

British Association of Cancer United Patients (BACUP) and the Wessex Cancer Trust 

and made them available to those interviewees who wanted them because, according 

to Breakwell (1995), although it is important to avoid offering advice or counselling, 

it is a good idea to have information ready that will tell the interviewee where to get 
help or advice from. 
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2.2.3. Analysis of the interview data: content analysis 
Content analysis was the method I chose to analyse the interviews of the present 

study. It became popular in the social sciences at the beginning of the 2e century 
(Coolican, 1990; Henwood, 1996; Robson, 1993) and has developed considerably 

over the years (Henwood, 1996). More recently, it has beeniused in a wide variety of 
psychological and sociological areas to analyse qualitative interviews and 

questionnaire data (Robson, 1993), and it has been used in breast cancer studies 
(Boman et al., 1997; Chalmers and Luker, 1996; Lawson, 1998; Salazar and Carter, 

1994). 

Content analysis is best used for triangulation purposes (Coolican, 1990; Robson, 

1993; Weber, 1990). It allows you to combine questionnaire and interview data, as is 

the case of the present study. Content analysis is also useful for rendering textual data 

into numbers, so that comparisons between interview and questionnaire data can be 

made more easily. 

Content analysis is concerned with data reduction. The many words of the interview 

transcriptions are classified into much fewer categories. Each category consists of 

one or several words, and pieces of text classified in the same category have similar 

meanings (Weber, 1990). This process can be very time consuming and computers 

can be used to facilitate the task (Patton, 1980; Robson, 1993; Weber, 1990). 

However, being a novice in qualitative research and due to the small sample size, I 

decided to follow Webb's advice and "come to grips with the joys and pains of 

analysing qualitative datd' (Webb, 1999, p. 329) by doing it by hand. 

As suggested by Pope et al (2000), 1 immersed myself in the raw data by listening to 

the tapes, reading the transcripts of the first three interviews carried out at diagnosis 

several times, and writing ideas and recurrent themes in the margins of the relevant 

passages. 

There is a debate regarding whose classification scheme should be used. Whilst some 

argue that the categories should be justified theoretically and the researcher's 

categories should be used, others believe that these impose the researcher's 

assumptions on the text and it is better to use indigenous categories, that is, those used 
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by the interviewees themselves (Weber, 1990). 1 decided to use my own categories 
(e. g. feelings at present) so that the original research questions were answered, but the 
indigenous categories (e. g. recovery from surgery) were also considered when coding 

the interviews. Following Pope et al. 's (2000) advice, the end product was a detailed 

index of the data, which labelled the data into manageable 6unks for subsequent 

retrieval and exploration. Please see Appendix G for a copy of the coding categories 

used, and Appendix H for an example of how an interview was coded. 

Once I had a detailed index of the first threeinterviews, I gave these interviews and 
the coding categories to my supervisor, who coded them on her own in order to see to 

what extent the results of the classification varied when the transcriptions were coded 
by another coder. This is known as inter-rater reliability, and a high inter-rater 

reliability is a minimum standard in content analysis (Weber, 1990). It is calculated 
by applying the following formula: [agreements/(agreements + disagreements)] x 
100%. A level of agreement of at least 70 per cent is recommended (Sque, 1996). An 

overall 77 per cent reliability was achieved (84.09 per cent reliability for the first 

interview, 71.6 per cent for the second interview, and 76 per cent for the third 
interview). 

Stability, or the extent to which the results of the content classification do not vary 

over time, is another type of reliability particularly relevant to content analysis and 

can be determined when the same content is coded more than once by the same coder 
(Weber, 1990). 1 coded the f irst three interviews twice, the second time two weeks 

after the f irst time, and achieved a 100 per cent reliability when applying the above- 

mentioned formula. 

Once satisfied with the coding categories, I followed the same coding procedure with 

the rest of the interviews. As new categories arose, I returned to the data over and 

over again to see if the categories made sense, a process that continued until 

saturation was reached (Patton, 1980). 

Although I analysed the data separately by time period (i. e. diagnosis, three months 

after diagnosis, and six months after diagnosis), I decided to put all the data relevant 

144 



Chapter Five 

to each topic together and present the results in a longitudinal manner. This is more 
meaningful when trying to find out whether women! s experiences of being diagnosed 

with DCIS developed (or not) over time, something that has been previously reported 
in the case of invasive breast cancer (e. g. Luker et al., 1995,1996), but not with 

respect to this particular condition. Section 3 explains the ritionale for adopting a 
longitudinal approach in the data collection process, and I felt that the presentation of 
the results had to fit in with this approach. 

2.2.4. How to judge the quality of qualitA-tive research 
The quality of research is judged differently depending on what methods have been 

used (Yardley, 2000). The present study incorporates both quantitative and 

qualitative methods, which poses a problem when evaluating its quality. 

Qualitative research is conducted within a different paradigm from that of the 

traditional positivist quantitative research, and the methods used are different from 

those used in quantitative research, so it should be evaluated with different criteria 
(Chamberlain et al, 1997; Smith, 1992; Webb, 1992). Although this is an area where 

work is in progress and no set of criteria has yet been agreed (Smith, 1996), the 
following alternative terms have been proposed to assess the quality of a qualitative 

study: credibility, applicability, auditability and confirmability. 

2.2.4.1. Credibility 

Credibility is to qualitative research what internal validity is to quantitative research. 

It occurs when a study presents such faithful descriptions or interpretations of a 

human experience that people who have that experience or people who read about it 

will recognise it (Sandelowski 1986; Koch, 1994; Webb, 1992). 

Credibility is achieved by the following procedures: 

(a) Presenting enough raw data to allow the reader to judge whether interpretations 

are adequately supported by the data (Mays and Pope, 2000; Sandelowski, 1986; 

Smith, 1996) - the next chapter will present the findings of this study together with 

some quotes from the interview transcriptions, which will hopefully illustrate my 

comments and support the coding of the data. 
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(b) Triangulating data sources and data collection procedures (Mays and Pope, 2000; 
Sandelowski, 1986; Smith, 1996) - in the present study, a triangulation of data 

collection procedures (self-completion postal questionnaires and semi-structured 
interviews) was adopted. Both quantitative and qualitative 'methods were combined 

and used equally and in parallel (Steckler et al., 1992), which is known as true 

triangulation (Morgan, 1998). 1 analysed the results of each method separately and 
then decided whether the results from each method led to the same conclusions. 
Since on the whole they did, the confidence in the results was strengthened (Patton, 

1980; Steckler et al, 1992). Traditionally, quantitative and qualitative methods have 

been viewed as incompatible, but they are complementary and able to provide 

answers to different research questions (Chamberlain el al., 1997; Clark, 1998; 

Henwood, 1996). The weaknesses of one are compensated by the strengths of the 

other (Bryman, 1992; Hammersley, 1996; Morgan, 1998; Steckler et al., 1992), and in 

fact, the validity of the findings and the degree of confidence in them is enhanced by 

using more than one approach when collecting data (Bowling, 1997a; Bryman, 1992). 

Health researchers have been especially interested in combining qualitative and 

quantitative methods due to the complexity of the many different factors that 

influence health (Morgan, 1998). Nowadays much of the research in the social 

sciences does not fall neatly into one or other of these two categories; many research 

reports combine statistical analysis with the use of quoted extracts from interviews 

(Hammersley, 1996). 

However, there are very few guidelines regarding when the two methods could and 

should be combined (Bryman, 1992). The critical issue is the appropriateness of the 

method for the research question (Brannen, 1992; Bryman, 1992; Clark 1998; Patton, 

1980). Hammersley (1996) argues that the selection of methods requires judgement 

according to situation and purpose rather than judgement based on a commitment to a 

particular philosophical view of the world. He criticises that the paradigm view 

seems to imply a form of linear rationality, where the researcher decides his/her 

philosophical commitment, which determines the selection of his/her research topics 

and methods. In real life most researchers acquire the resources that make up their 

methodological orientations from colleagues, and therefore, inherit methods and 
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philosophical assumptions simultaneously, and are probably unaware of the 

presuppositions built into their approaches. 

(c) Carrying out member checks (Mays and Pope, 2000; Sandelowski, 1986; Smith, 

1996) - although I considered this possibility I decided agaihst it due to the delay in 

having the results of the present study available, which meant that participants would 
have been at a different stage of their cancerjourney by the time they received the 
findings, probably having different experiences, different information needs, etc. 

(d) Checking that explanations about the data contain typical and atypical elements 
(Sandelowski, 1986) -For example, Coolican (1990) and Mays and Pope (2000) 

point out the importance of paying attention to negative cases, that is, cases that do 

not fit the major patterns outlined as a result of the analysis. In the present study, 

participant 9 was an example of a negative case, as she was the only patient who 

originally made a treatment decision against her doctor's advice. I also looked for 

themes that were expected but which were absent, such as the dissatisfaction with the 

information received. 

(e) Conducting an independent analysis of data by another researcher (Sandelowski, 

1986) - although usually associated with quantitative studies, I calculated the stability 

and inter-rater reliability of the coding of the first three interviews conducted at 
diagnosis because of its importance when content analysis is used and as a way of 
having another researcher analysing some of the data separately. 

I also tried to make sure and demonstrate that the analysis was consistent by counting 
how many respondents were included into each category, as not all categories were 

mentioned by all interviewees. 

2.2.4.2. Applicability 

Instead of the external validity considered in quantitative research, applicability (also 

known as transferability or internal coherence) is considered in qualitative research 
(Sandelowski, 1986; Koch, 1994; Smith, 1996; Webb, 1992). 
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Qualitative studies are often criticised for their small sample sizes. Although the 
sample size in the present study was small, the study was not concerned with its 

representativeness but with its internal consistency and coherence instead (Smith, 

1996). The confidence in the results was increased by triangulating the data and by 
demonstrating that no ambiguities or contradictions were present in the data; the 

results obtained from the questionnaires seemed to mirror those obtained from the 
interviews and viceversa. 

Furthermore, the findings seem to fit into contexts outside the study situation 
(Sandelowski 1986; Koch, 1994; Webb, 1992), as they are similar to those obtained 

by other breast cancer studies using similar measures. . 
Finally, I believe the findings 

are meaningful and relevant (Sandelowski 1986; Koch, 1994; Webb, 1992) because 

they provide a novel insight into an under-researched topic and answer the research 

questions proposed before the study took place. 

2.2.4.3. Auditability 

Instead of the reliability considered in quantitative research, auditability (also known 

as transparency; Yardley, 2000) is considered in qualitative research. 

it is achieved by disclosing all relevant aspects of the research process (Sandelowski, 

1986; Yardley, 2000) so that another researcher can follow the 'decision trail' and 

arrive at the same or similar conclusions (Koch, 1994; Sandelowski, 1986; Smith, 

1996; Webb, 1992). This requires reflexivity on the part of the researcher (Yardley, 

2000), who cannot be a completely neutral collector of information because 

researcher and participant react to each other, influence each other, and the data are 

generated by both of them (Henwood and Pidgeon, 1992; Kvale, 1996; Mason, 1996; 

Wilde, 1992). This is not necessarily a source of error, but part of investigating the 

human world, as the interview cannot be separated from the social interaction in 

which it is produced (Ashworth, 1997; Koch, 1994; Mason, 1996). 

Self-awareness of the researcher is essential (Koch, 1994; Mason, 1996) if the 

research is to be rigorous. Establishing rigour depends on how honestly and fully the 

researcher discusses his/her influences, choices and decisions (Webb, 1992). This 

involves a change in the traditional role of the researcher, who now needs to 
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incorporate rather than deny personal involvement (Devault, 1990; King, 1996; Koch, 
1994). Therefore, I followed other researchers' advice and kept a research diary 

(Henwood and Pidgeon, 1992; Koch, 1994; Smith, 1995) in order to reflect on my 

actions, the participants' reactions to me, and how I collected and analysed the data 

(Webb, 1992). 1 wrote about what I was doing and why at different stages of the 

research process, as well as about the impressions I had and the difficulties I 

encountered. I tried to be aware of my prior assumptions too (Mays and Pope, 2000). 

For example, before conducting the first set of interviews I had assumed, from what I 

had read when preparing the literature review, that patients diagnosed with DCIS 

were able to choose what treatment to have, but I soon realised that this was not the 

case for the majority of the participants, and had to try hard not to show my feelings 

and/or share my thoughts about this matter when conducting the interviews. 

Similarly, I was surprised to find that most of them were happy with the information 

received, which I personally found too basic, and again had to stop myself from 

displaying my own preferences about such matters. 

The interviewer's decision of how to present him/herself and the project as well as 
his/her approach and manner towards respondents will influence the success of the 

study (Barriball and While, 1994; King, 1996; Mason, 1996). 1 decided to introduce 

myself as a student, so that respondents would perceive me as "interested but naive 

about the topic" (Payne, 1999, p. 98) and felt that they had to explain themselves as 
fully as possible. I mentioned that my study was funded by the CRC, but emphasised 

that I had nothing to do with the hospital where they had been treated and that I was 

not a health care provider. 

I was aware that my own characteristics (e. g. gender, age, dress, and accent) could 

potentially influence the participants' willingness to participate. People are more 

willing to talk and be truthful if the interviewer is similar to them (Breakwell, 1995; 

Coolican, 1990; Foster and Parker, 1997; Mays and Pope, 2000). 1 believe that being 

a woman was a definite advantage in this case. The age difference did not seem to be 

an issue and all the patients seemed quite happy to share their experiences and 
feelings with me. I dressed conservatively for all the interviews, and although my 

accent was unavoidable, it arose some interest and helped women relax in some cases 

as they asked me a few questions about myself that I was quite willing to answer. 
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Additionally, the fact that I carried out all the interviews myself controlled for any 
possible interviewer effect (Breakwell, 1995). 

Overall, I did not find it difficult to establish rapport with the participants. Any 

difficulties were more to do with the women's own personality characteristics (e. g. 

participant 5 was very shy) than with a reluctance to open up on their part. The 

second set of interviews was somewhat easier to carry out than the first set as we 

already knew each other and could relate to previously shared experiences and 
feelings. Also, my by then obvious 'bump' proved to be a good talking point to start 

this set of interviews; they shared their pregnancy and birth stories with me and then 

we went on to talk about the topics relevant to the study. 

2.2.4.4. Confirmability 

Finally, instead of the objectivity considered in quantitative research, confirmability is 

considered in qualitative research. This is the criterion of neutrality, achieved when 

credibility, transferability and auditability are established (Sandelowski, 1986; Koch, 

1994; Webb, 1992). 

3. Longitudinal research 

The present study was longitudinal in order to take on board reports, such as those 

reported by Luker et al. (1995,1996), of information needs changing ftirther from 

diagnosis. The information needs, views about treatment decision-making, and 

psychological morbidity levels of women diagnosed with DCIS were explored over 

time. Thus, the present study involved collecting data from the same participants on 

three occasions (at diagnosis, at three, and at five to six months' follow-up), so that 

any stability or changes of their responses to the questionnaires and interviews could 
be observed (Coolican, 1990; Fife-Schaw, 1995a; Robson, 1993). 

The main advantage of a longitudinal approach is the opportunity to follow 

individuals and to monitor the impact of events on responses (Fife-Schaw, 1995a). 

Long-term observations are advocated by qualitative methodologists because they 

have an initial period during which researcher and participants have the opportunity to 

get used to each other (Patton, 1980), and interviewing someone on several occasions 
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may also increase his/her openness and honesty (Breakwell, 1995). 1 found that the 

participants, and maybe also myself, seemed more relaxed in the interviews carried 

out at five to six months. They knew what the study was about and perhaps more 

crucially, they knew me too. 

There are also several disadvantages associated with longitudinal research. It is 

demanding on the time and resources of the researcher (Coolican, 1990; Fife-Schaw, 

1995a; Robson, 1993), but a PhD is a unique opportunity to be able to follow up 
individuals for some time. 

Attracting people to the study in the first place may be difficult if they are aware of 

the need for future contacts (Fife-Schaw, 1995a). The information sheet given'to all 

potential participants clearly stated that this was a longitudinal study, but I will never 

know if those women who refused to take part did so because of this. 

Sample attrition may be another problem (Coolican, 1990; Robson, 1993), but not in 

the present study. 

Finally, respondents may also become conditioned and, eventually, may know what is 

required of them and the type of questions that they will be asked. They may no 

longer be naive and may even try to find out more about the research topic (Coolican, 

1990; Fife-Schaw, 1995a). 

4. Procedure 

4.1. Sample 

Since this was an exploratory study to determine the parameters of experience of 

DCIS in newly diagnosed women, a sequential purposive sample of 13 such patients 

was recruited. The aim was to obtain a group of women who were likely to provide 

an insight into the issues to be explored, and therefore, all women attending a 

specialist breast clinic at a regional breast care centre in a hospital in Southern 

England and who had been recently diagnosed with screen-detected DCIS were 

invited to take part in the present study between October 1998 and June 1999. All of 

them were under the care of one consultant breast surgeon and two BCNs. 
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Overall, 21 patients were approached and 13 (62 per cent) agreed to take part in the 

study. The remaining eight (3 8 per cent) refused to participate for various reasons 

such as being too busy, having too much to cope with at that moment or not being 

interested in the study. 

Recruitment proceeded very slowly at the beginning because numbers of newly 
diagnosed DCIS patients were small and I was not allowed to recruit the participants 
myself. I found both the surgeon and BCNs-somewhat hostile towards my study, 
maybe because it developed from a previous study that highlighted problems in the 
disclosure of diagnosis and offer of treatment to breast cancer patients (Farmer, 1996, 
2000). It took me some time to gain approval from the surgeon, and it became 

apparent that he had his own research agenda and wanted me to incorporate some of 
his main interests into my study design. We reached a compromise after a couple of 

meetings. 

To begin with, one of the BCNs gave the information sheet about the study to all 

potential participants and told them that I would be contacting them shortly. I got 

their details from the BCN and initiated contact a week after the patients had been 

diagnosed and given the information sheet. By approaching potential participants in 

this way, those patients who were not willing to participate in the study might have 

felt more comfortable telling the BCN than telling me (Rack et al., 1994). 

I reviewed the recruitment procedure with the BCN in February 1999. Since she felt 

that she might have missed some relevant cases, we agreed that I would go down to 

the clinic before the consultations took place every Thursday afternoon. I would get 
the patients' details myself and would. make sure that the information sheet about the 

study was included in each potential participant's notes. The recruitment rate 
improved after this new recruitment procedure was put into practice. 

The information sheet a copy of which can be seen in Appendix I, explained the 

purpose of the study and asked for the patient's co-operation. Anonymity and 

confidentiality were guaranteed, and the fact that they could drop Out at any time 
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without having to give a reason and without their future medical care being affected 
by it was pointed out. My telephone number was also provided. 

I telephoned all potential participants a week after they had received the information 

sheet and explained the information provided in the information sheet. Women had 

the opportunity to ask me any questions or raise any concerns, and if willing to 

participate in the study, we arranged a first meeting. As in Charles et al. 's (1998) 

study, participants were able to choose the time and place of the first meeting. This 

took place as soon as possible after diagnosis in order to obtain a more reliable 

indication of their experiences (Hack et al., 1994). It ranged from one to six weeks 

depending on individual circumstances (e. g. work commitments, holidays, etc). 

The sociodemographic characteristics of the sample can be seen in Table 5-2 (for 

further details please see section 2 in Chapter Six). 

Table 5-2. Sample characteristics. 
Age 50-73 years 

Mean--56.3 1, SD=6.59 
... " ' ", - Marital status ""M-, a. m I e T-- 1 2 

Separated=1 
Ethnic b White=13 
(Tc-cupation Working--7 - 

Homemakers=4 
Retired=2 

Treatment Core biopsy=1 
Core and wire-guided biopsy=7 
Fine needle aspiration (FNA) and wire-guided biopsy--2 
Mastectomy--3 

4.2. Data collection 

At the first meeting, I produced the information sheet once again and women had yet 

another opportunity to ask me questions about the study. Then, I asked them to sign 

the consent form (a copy can be seen in Appendix J) and the interview began. All 

interviews were tape-recorded with the participants' consent. 

At the end of each interview, participants had a look at the questionnaires and decided 

whether to fill them in at that point or do it later on. If they decided to do it later on, I 

gave them a stamped addressed envelope so that they could send the completed 
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questionnaires back to me as soon as possible (only participant 5 decided to complete 
the first questionnaire straight after finishing the f irst interview). I did not need to 

send any reminders. 

Together with the questionnaires, I gave participants a form'to fill in with their GP's 
details (a copy can be seen in Appendix K). I sent all GPs a letter (a copy can be seen 
in Appendix L) informing them of the study and inviting them to contact me should 

they have any queries, but none of them did. This was a requirement of the Ethics 

Committee. 

I sent the same questionnaires completed at diagnosis plus a stamped addressed 
envelope to all the participants three months after the first data collection point. There 

was no need to send reminders to get all the questionnaires back. 

Finally, I arranged and conducted the second and final interview five to six months 

after the first data collection point. The same questionnaires were also completed for a 
final time following the procedure described at the first data collection point. I did not 

need to send any reminders. 

Although I had originally planned to carry out this last interview exactly six months 

after the first one, I conducted those with participants 9-12 a month earlier in order to 

be able to finish all the data collection before my maternity leave started. Also, the 

interviews with participants 2 and 3 took place a couple of weeks later than originally 

planned because both of them were on holiday at exactly six months. Finally, 

participant 13 completed the third set of questionnaires at exactly six months but I did 

not interview her until I came back from my maternity leave three months later. 

In summary, at the first data collection point participants completed the questionnaires 

and were also interviewed. They completed the same questionnaires three months 
later, and finally, completed the same questionnaires once again and were interviewed 

once more two to three months later (that is, five to six months after the first data 

collection point). Interviews lasted between 30 minutes and one hour, the second set 

of interviews being shorter then the first set. 
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Table 5-3 shows when the data collection took place in each participant's case. 

Table 5-3. Overview of the data collection timetable. 
I" questionnaire 
and 1' interview 

2"" questionnaire 3' questionnaire 
and V interview 

Patient 1 10.11.1998 10.2.1999 10.5.1999 
Patient 2 18.12.1998 18.3.1999 2.7.1999 
Patient 3 26.1.1999 26.4.1999 19.8.1999 
Patient 4 5.2.1999 5.5.1999 5.8.1999 
Patient 5 15.3.1999 15.6.1999 15.9.1999 
Patient 6 23.3.1999 23.6.1999 23.9.1999 
Patient 7 26.3.1999 26.6.1999 22.9.1999 
Patient 8 12.4.1999 12.7.1999 5.10.1999 
Patient 9 20.4.1999 20.7.1999 23.9.1999 
Patient 10 26.4.1999 26.7.1999 22.9.1999 
Patient 11 28.4.1999 28.7.1999 29.9.1999 
Patient 12 6.5.1999 6.8.1999 5.10.1999 
Patient 13 28.6.1999 28.9.1999 6.1.2000 and 14.3.2000 
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Chapter 6. Longitudinal study of women diagnosed with DCIS: 
findings and discussion 

1. Introduction 

This chapter will present the results of the longitudinal study of women diagnosed 

with DCIS. It is worth reminding the reader that the aim of the present study was to 

explore women's experience of being diagnosed with this condition, and in particular, 
their psychological distress levels, information needs, treatment decision-making 

preferences and options, and understanding of DCIS. 

Preliminary analyses of the questionnaires showed no systematic differences between 

the results from questionnaires A and B, only random individual differences. 

Therefore, no order effect was apparent and all the data were analysed together. 

The sarnple was treated by one medical team in one hospital in the South of England 

and did not include women from ethnic minorities. Therefore, the results need to be 

interpreted with caution as the issues relevant to this sample of women may be 

different from those relevant to women treated by a different medical team in a 

different hospital and from those relevant to women fiorn ethnic minorities. 

Women's motivations to participate in the study are unknown and may have 

influenced the findings. Also, if those women who refused to take part in the study 

had ended up participating, the results obtained might have been different. 

Please note that no percentages have been included in this chapter, as they would be 

misleading due to the small sample size. However, percentages were considered 

when carrying out chi-square analyses in order to have a feel for. the size of the 

differences. 

2. Characteristics of the sample 

Participants' ages ranged from 50 to 73 years (mean--56.3 1, SD=6.59). All women 

but one were in the age group targeted by the NHSBSP. The exception was a 73- 
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year-old woman who had a mammogram, because she decided to have it. One woman 

was separated and the remaining 12 were married. They all came from a white ethnic 
background. Their occupations varied as follows: four were housewives, two were 
retired, and seven were working (one was a cleaner, one was a Government officer, 
one was a nurse, one was a tailoress, one was a teacher, andtwo had clerical jobs). 

All women were diagnosed with DCIS as a result of having attended for breast 

screening: 

11 nen Ifirst knew that there was a problem was the actual calling in 

response to the mammogram, which said that there was an ahnonnality 
(patient 13's first interview). 

Four women had had one NHS marnmogram prior to the screening that detected their 

condition, and four more had had two. For one patient that should have been her last 

NHS mammogram. Three patients had been having annual mammograms due to their 
fitmily history of breast cancer and/or previous breast problems. Finally, the 73-year- 

old patient mentioned above said that she had suddenly decided to have a 

mammograrn after 10 years without having had one. , 

Seven women underwent a core biopsy followed by a wire-guided biopsy, and three 

of them needed a second wire-guided biopsy at a later date. Two women had a fine 

needle aspiration followed by a wire-guided biopsy. One woman had three core 

biopsies. Finally, three women underwent a mastectomy, and one of them had a 

reconstruction at the same time. Additionally, seven women mentioned that they were 

on tamoxifen, and two women said that they were not taking tamoxifen due to its side 

effects. 

Eight women were going to have six-monthly follow-up appointments, the remaining 

five women were going to be checked up every three months, and all of them were 

going to have annual mammograrns. 
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3. Psychological morbidity 

This section describes how women felt from the time of diagnosis up to six months 
later. The data included in this section come from their responses to the GHQ-12 as 
well as from their answers to the interviews, where they were asked how they had felt 

when told the bad news, how they were feeling at the time of the interviews, and how 

they felt about the future. 

3.1. Findings from the questionnaires: GHQ-12 scores 

Using the suggested threshold score of 1/2 (Goldberg and Williams, 1988; Scaf- 

Klomp et al, 1997), nine women were cases at diagnosis, three were cases at three 

months, and two were cases at five to six months' follow-up. Therefore, it appears 

that, as reported by Amichetti et al. (1999), women diagnosed with DCIS do suffer 

from psychological morbidity when newly diagnosed. However, levels of 

psychological morbidity decreased over time, as only two women remained cases 

throughout the study. 

Table 6-1. GHQ-12 scores at all data collection points. 
At diagnosis At 3 months At 5-6 months 

Patient 1 4 0 0 
Patient 2 7 - 0 
Patient 3 0 0 0 
Patient 4 3 0 0 
Patient 5 2 2 0 
Patient 6 9 10 8 
Patient 7 3 5 7 
Patient 8 7 1 0 
Patient 9 0 1 
Patient 10 1 0 0 
Patient 11 2 1 1 
Patient 12 0 0 0 
Patient 13 41 0 

1 
Ol 

Although some studies have shown that undergoing BCT is less psychologically 

traumatic than having a mastectomy (Lee et al., 1992; McArdle et al., 1990), the 

present study did not confirm this. Women who had a mastectomy were not more 

likely to be psychologically affected than those who had BCT (Fisher's exact test 

two-tailed p=1.000 at diagnosis, p=0.455 at three months, and p=0.318 at five to six 

months, follow-up). Similarly, all the patients studied by Amichetti et al. (1999) had 
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BCT and radiotherapy, and about half of them had depression and anxiety. Therefore, 

BCT patients may need just as much support as mastectomy patients (Fallowfield et 

al., 1986). In fact psychological morbidity seems to be characteristic of breast cancer 
regardless of type of surgery (Fallowfield, 1990). 

3.2. Findings from the interviews 

Women explained how they felt at diagnosis in the first interview, and how they were 
feeling at present and about the future in both the first and the second interview. 

3.2.1. Reaction to diagnosis 

Reactions to the DCIS diagnosis varied, and the following are the main categories 
found: 

e Unexpected, shocked and upset 

When asked about their reactions to being diagnosed with DCIS, II out of 13 women 

mentioned that they had never felt any breast lumps, and therefore, never thought that 

something could be detected when attending for breast screening. They all seemed to 

associate breast cancer with breast lumps: 

"Because they always tellyou to lookfor lumps, you sort of that's what you do 

and then tofind that you've got something there that you've neverfelt... " 

(patient 6's first interview). 

As a consequence, five women reported being shocked when told the bad news: 

"Ifelt quite shocked that I could have something there that, you know, 1just 

wasn't aware of' (patient I's first interview). 

Additionally, three women said that they had been upset: 

"Ijust cmne home and broke down, you know, because I thought I don 't 

wanna &efrom cancer" (patient 5's first interview). 

It seems that these women crossed the diving line between patient and non-patient 
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very quickly (Hamilton, 1992), and although their prognosis was certainly more 

optimistic than that of invasive breast cancer patients, that might not have been as 
important as the diagnosis itself in terms of their psychological well-being (Amichetti 

et al., 1999; Kelly, 1997). Some of these patients appeared to have registered the 

word 'cancer' better than the fact that they had an in situ co'n'dition. 

* No worry 

As in Webb and Koch's (1997) study, three women, all of whom were non-cases at 
diagnosis, did not worry when told the bad news, mainly because of the early stage 

and small size of their condition: 

"Now you may think that's strange but I wasn't concerned Icouldn'tsee... they 

showed me on the x-rays where it was and Ujust looked like a little puff of cloud 

and that was it" (patient 12's first interview). 

This calm reaction may be due to the way their diagnosis was disclosed to them. 

Fanner (1996,2000) reported that health professionals working at the hospital where 

the sample of the present study was recruited tend to reassure women diagnosed with 

screen-detected breast cancer, minimise the significance of their diagnosis, and 

emphasise the benefits of breast screening. 

* Information - unable to take it all in 

Cancer patients have been reported to be unable to take in much information at the 

time of diagnosis (Bottomley and Jones, 1997; Fallowf ield et al., 1986; Hughes, 

1993), which was the case for three women in the present study: 

"There was quite a lot of information but, because I was shocked at the time, 

I don't think I could take quite a lot of it in really" (patient 2's first 

interview). 
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e Information - don't want to know too much 
Additionally, not all patients want information at all stages of their illness (Leydon et 
al., 2000), and in the present study five women stated that they did not want to know 

too much at that time: 

I &dn't wanna know too much, I think. I don't know, Ijust wanted to he 
ignorant or not know about it. I knew lhadit andhad to be removed" 
(patient 13's first interview). 

* Genetics - no family history of breast cancer 

Four women seemed puzzled at their diagnosis because they had no family history of 
breast cancer: 

" Why am I the only one in myjamily that's had it? I mean, nobody else has had 

breast cancer" (patient 9's second interview). 

o Genetics - daughters at risk? 

Four more worried about their daughters and wondered whether they would be at an 
increased risk of getting breast cancer: 

wony about my two daughters, obviously, you know, 'cos one is now coming 

upfor 40 so... " (patient Ts second interview). 

Women also expressed a desire to find out more about this issue (see section 4. S. 1. ). 

This interest in the genetic aspect of breast cancer may be due to the increased media 

attention paid to hereditary breast cancer. 

3.2.2. Feelings at present 

All women but one expressed how they felt at diagnosis and all women did the same 

at follow-up. Both positive and negative feelings were evident: 

9 Positive feelings - lucky, grateful 

Overall, this sample of women diagnosed with DCIS felt positive about breast 
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screening, mainly because their condition had been detected that way. Some studies 
(French et al., 1982; Price, 1994) have reported that women who attend for breast 

screening tend to view it more positively than those who do not. Additionally, 

Roberts (1989) cautioned that women whose cancer is detected by breast screening 

might feel they should be grateful because detecting breast "Cancer is what breast 

screening is supposed to do. 

Indeed, at diagnosis five women mentioned how lucky and/or grateful they felt 

because their condition had been detected aad treated early, and four women 

mentioned the same at follow-up: 

11 Well, very lucky. Personally, I think I'm very lucky that I went to the 

screening. ( .. 
) IfI hadn't gone... well, I don't know what would have 

happened really" (patient 8's first interview). 

Women may have felt like this because of the way their diagnosis was disclosed to 

them (Farmer, 1996,2000), as it appeared that even health professionals told women 

how lucky they had been: 

"I think how lucky I am because one of the nurses turned to me and said... 

she saidyou're a very lucky lady, she said, because that was a nasty one. It 

could have been... it could have been nastyfor you " (patient 2's first 

interview). 

* Positive feelings - no worry 

Four women, three of whom were non-cases, claimed that they were not worried at 

diagnosis and seven women, all of whom were non-cases, claimed the same at 

follow-up: 

,, ifeelfine, yeah ltjust hasn't, you know, Ujust hasn't bothered me one bit, 

you know" (patient 10's second interview). 

However, other women did not feel that positive: 
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9 Negative feelings - worry 
At diagnosis, two women said that their diagnosis was in the back of their minds, and 

three women felt the same at follow-up: 

"Obviously it's in the hack ofyour mind (-) Iijusemakes you more aware 
that these things can happen to you" (patient 6's first interview). 

o Negative feelings - all clear? 

Additionally, at diagnosis two women were-worried that they might not be clear of 

cancer, and similar comments were made by four women at follow-up: 

"And then he &dsay it came out clear but.. *- then I thought hut how do I 
Imow they got it out clear? I know they have the x-rays but how do you 
know? Youjust have to trust them " (patient 2's first interview). 

3.2.3. Feelings about the future 

All but one patient expressed how they felt about the future at diagnosis, and all but 

another patient talked about this at follow-up. Both positive and negative feelings 

were expressed. 

* Positive feelings - reassured by follow-ups 

Seven women felt reasonably positive at diagnosis and five felt the same at follow-up. 

In particular, at diagnosis, three women felt reassured by the fact that they were going 

to be checked-up regularly, and two women felt the same at follow-up. This finding 

has been reported in previous studies (Brown et al., 2000; Keeling et al, 1999): 

"Ifeel more confident now because I know that somebody's going to be 

watching me in three months" (patient 8's first interview). 

e Negative feelings - worry 

On the other hand, at diagnosis, four women, all of whom were cases at that point in 

time, did not feel too optimistic about the future. At follow-up, seven women were 

somewhat concerned about their future, but only two of them were cases then: 

164 



Chapter Six 

"I'm not really an optimist, am I? I mean, Ijust sort of by to take each day as 
it comes now. ( .. )I don't think toofar " (patient 6's first interview). 

o Negative feelings - recurrence? 

At diagnosis two women worried about the possibility of having a recurrence, and six 
women felt the same at follow-up: 

"Aey said they got it all away, there- shouldn't be anyproblem in thefuture, 
but that's as much as they spoke about thefuture, I mean, if it gets in one 
place I suppose you can get it in another, so I suppose it's possible they might 
find somethingIn the other breast at sometime, I don't know. Yhat'sthewayl 

thinkaboutit. Ifyou're sort ofgrowing a cancer in one place, perhaps you 

can grow it somewhere else " (patient 1's first interview). 

The fact that some women were reassured that "there shouldn't he anyproblem in the 

fiture" is in itself worrying because of its inaccuracy; studies show that recurrences 
do occur and half of them are in the form of invasive breast cancer (Ernster, 1997; 

Sharma et al., 1997; TalamontL 1996). This reassurance was also found by Fanner 

(1996,2000) in screen-detected breast cancer patients. 

The fact that women. were unaware of DCIS and the possibility of being diagnosed 

with it despite having no breast lumps might have lead to their wondering whether all 

their cancer had been removed and worrying about the possibility of having a 

recurrence in the future, as suggested by Wardle and Pope (1992). Additionally, 

women may also have suffered a cognitive conflict similar to that suggested by 

Farmer (1996,2000), and found it difficult to assimilate their good prognosis because 

they had the 'traditional model' of breast cancer in mind, where breast cancer is seen 

as synonymous of eventual death. These findings once again highlight women's need 

for accurate information about this condition. 
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4. Information 

This section describes what knowledge women had of DCIS prior to their diagnosis, 

what type of information about their condition they received, how satisfied they were 

with it, what sources of information they used, and what information needs they had 

at the different stages of their disease journey. The data included in this section come 
from their responses to both the questionnaires and the interview questions. 

4.1. No prior knowledge of DCIS 

The lack of knowledge about non-invasive breast cancer previously reported by 

Schwartz et al. (2000) and Thornton (1997b) was confirmed by the findings of the 

present study; none of the DCIS patients had heard of DCIS prior to diagnosis: 

"I'd never heard of that, I meat; I mention it to people and they'rejust 
WHAP " (patient 2's first interview). 

Moreover, according to three women, health professionals did not seem to know 

much about it either: 

"flhe consultant breast surgeon] actually said he &dn't know a lot about it 

himseý'so... and when I went to my GP and told him he wasn't sure 

about it" (patient 2's first interview). 

All women found out about DCIS in a similar way. They were recalled after having 

had a mammogram where an abnormality had been found, and in the course of 

events that followed they were told that they had DCIS. Apart from being told what 

DCIS was and what treatment was necessary, they were given a leaflet entitled 

"Information for women with ductal carcinoma in situ". A BCN was available to 

them after they had seen the doctor. 
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4.2. Information already received 

4.2.1. Information received on DCIS at diagnosis 

Women indicated what type of information they had been given about their condition 
in both the interviews and the questionnaires. 

4.2.1.1. Findings from the interviews 

Women were asked what they had been told about their condition at diagnosis. Three 

women said that they had been told what DCIS was, and others gave more detailed 

explanations. Five women said that they had been told that they could not afford to 

leave it untreated as it might spread, four said that their condition was small, four 

more said that it was cancerous, three women mentioned that it was non-invasive, and 

one patient said that it was confined to the milk ducts. Four women were also told 

that everything should be OK after having it removed, one patient was told that it had 

been picked up early, and another one that it was a fairly recent condition. Finally, 

four women were advised to come off or not to take IHRT. A quote follows: 

"Well, I know what the letters mean, obviously, but er... they explained to me 

that there was local... a localised spot but that was all I sort of realised 

because I saw [GP] afterwards and she told me oh it's nothing, just don't 

wony about it. So I was not clear what it was, just I know it wasn It... they 

give you afonn and it says it's non-invasive " (patient 8's first interview). 

4.2.1.2. Findings from the questionnaires 

Women indicated in the questionnaires that they had received information mainly 

about medical matters (see topics 1,2,7 and 9 in Table 6-2), which supports what 

they said in the interviews and confirms reports that cancer patients tend to receive 

large amounts of biomedical information but little psychosocial information (Ford et 

al., 1996). 
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Table 6-2. Topics that women had received information about 
At At -3 -Xt- 5 -6 diagnosis months months 

1. How advanced the disease is and how far Yes 10 10 8 
it has spread No 3 3 4 
2. Ile likelihood of cure from the disease es 9 8 8 

- 
No 1 4 5 4 

bility to 3. How treatment may affect ýFyTa Yes 4 3 2 
carry on my usual social activities No 

- 
9 10 10 

4. How my family and close friends may be Yes 0 1 1 
affected by the disease No 13 12 11 
5. Caring for myself at home Yes 1 4 2 

No 1 12 9 10 
6. How treatment may affect my feelings Yes 2 2 2 
about my body and sexual attractiveness 

- 
No 11 11 10 

7. Different types of treatment and their Yes 5 8 3 
advantages and disadvantages No 

- 
8 5 9 

8. Whether my children or other members of Ye-s 0 4 3 
my family are at risk of getting breast cancer No 13 9 9 
9. Unpleasant side effects of treatment ý Ves 3 4 3 

, 
No 10 9 9 

Six women reported to have received information about more topics at three months' 
follow-up than at an earlier or later date. It may be that they felt ready to ask 

questions at that point in time but not before (it is worth remembering that some 

women felt unable to take in information or ask questions at diagnosis). 

Table 6-3. Number of topics women had received information about as indicated by 

each patient at all data collection points. 
At diagnosis At 3 months. At 5-6 months 

Patient 1 2 3 4 
Patient 2 0 0 0 
Patient 3 5 5 4 
Patient 4 4 6 3 
Patient 5 2 3 3 
Patient 6 2 3 1 
Patient 7 3 4 1 
Patient 8 2 3 2 
Patient 9 3 4 3 
Patient 10 0 0 0 
Patient 11 7 9 9 
Patient 12 4 3 2 
Pati nt 13 0 01 

Because a lack of knowledge about one's own disease has been associated with 

uncertainty and unrealistic fears that may lead to psychological morbidity (Bottomley 
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and Jones, 1997; Cassileth et al., 1980; Fallowf ield et al., 1986,1987,1990b; Street et 

al., 1995), and feelings of illness and tiredness among DCIS patients have been linked 

to low levels of information received about the disease (Amichetti et al., 1999), the 

association between the GHQ-12 scores at follow-up and whether the amount of 
information received had increased/decreased since the previous data collection point 

was explored. The GHQ-12 scores were coded as cases/non-cases and the 

information received was coded as having increased/decreased since the previous data 

collection point. The results were non-significant at both follow-ups (Fisher's exact 

test two-tailed p=1.000 in both cases). - 

4.2.2. Definition of DCIS 

Women were also asked to explain in their own words what DCIS was in both 

interviews. Eight women alluded to its non-invasive nature, seven women mentioned 

its location in the milk ducts, three women said that it had been detected at an early 

stage, and one woman said that it was small. One patient wrongly defined it as a non- 

malignant condition, and another said that it 'could' be cancerous. 

overall, women were aware of what the abbreviation DCIS stood for and what it 

meant although only one patient gave a complete definition by alluding to all the 

characteristics mentioned above in both interviews: 

111 would say it's very early stages of cancer and it's like very small grains of 

salt which build up in the milk ducts but they're contained within the ducts " 

(patient I I's second interview). 

4.3. Sources of information 

4.3.1. What sources of information were used? 

4.3.1.1. Findings from the interviews 

In the interviews conducted at diagnosis, the two most widely used sources of 

information mentioned by the women were the leaflet entitled "Information for 

women with ductal carcinoma in situ" and the hospital doctors, as all women declared 

that they had received information from them. The BCNs followed closely, as they 

were mentioned by II women. 1, as a researcher, was another source of information, 

as six women asked me questions about their condition. Other sources of information 
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used were GPs, contacted by two women, the Internet and the media, accessed by one 

woman respectively. 

In the interviews conducted at follow-up, eight women said that they had not used any 

more sources of information since they had been diagnosed' However, the remaining 
five women said that they had received information from sources other than those 

used at diagnosis, such as the Internet the media, BACUP, a BCN, a friend, and a 
family member. 

An example follows: 

"I think that's the other* thing about information because she [mother] has 

been through a core biopsy and a wire biopsy a couple of times andl knew 

that she had that done and she told me what to expect, so I had that 

experience in someone else in myfamily " (patient 3's second interview). 

4.3.1.2. Findings from the questionnaires 

As indicated by the women in the questionnaires (see Table 64), the main sources of 

information used at all data collection points were the, leaflet, the hospital consultant, 

and the BCNs, which supports what women said in the interviews. The use of the 

other sources of information increased at the follow-up stages, especially at three 

months' follow-up, but they were not used that much. 
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Table 64. Sources of information used at all data collection points. 
At diagnosis At 3 months At 5-6 months 

Hospital consultant Yes 10 12 12 
No 2 1 1 

BCN Yes 11 13 13 
No 1 04 0 

GP Yes 2 3 2 
No 11 10 11 

Nurses Yes 6 10 6 
No 7 3 6 

Leaflets Yes 12 12 13 
No I 1 0 

VVomen's m azines Yes I. -I I 
No 12 12 12 

TV/radio Yes 1 1 3 
No 12 12 10 

Newspapers Yes 1 4 1 
No 12 9 12 

Medi'a-a liteiEý-rý Yes 0 2 1 
No 13 11 12 

Internet Yes 1 2 1 
No 12 11 12 

Family/friends Yes 2 5 5 
No 11 8 7 

Support Yes 0 1 1 
groups/volunteers No 13 12 11 
Other sources Yes 1 0 0 

, 
No 11 13 12 

More sources of information were reportedly used at three months' follow-up than at 
diagnosis or at five to six months' follow-up. This may be due to the fact that, as 

previously reported, women mentioned having received more information about their 

condition at that Point in time. 
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Table 6-5. Number of sources of information used by each patient as indicated at all 
data collection points. 

At diagnosis At 3 months At 5-6 months 
Patient 1 4 5 5 
Patient 2 2 3 4 
Patient 3 6 7 , 16 
Patient 4 4 9 4 
Patient 5 3 4 5 
Patient 6 6 8 6 
Patient 7 3 4 3 
Patient 8 3 4 3 
Patient 9 2 6 4 
Patient 10 2 1 2 
Patient 11 6 9 7 
Patient 12 4 6 5 
Patient 13 1 4 5 

in summary, and similar to previous studies using the same (Bilodeau and Degner, 

1997; Luker et al, 1996) and different measures (Meredith et al, 1996; Suominen, 

1992), personal sources of information were preferred over written sources, with the 

exception of the DCIS leaflet. Overall, patients claimed to have received more 
information from personal sources such as the BCN or the hospital consultant than 

from written sources such as newspapers or women's magazines. 

However, Luker et al. (1995,1996) reported that the sources of information used by 

breast cancer patients and their useMness changed over time, whilst patients in the 

present study used nearly the same sources of information for the first six months 

after diagnosis. It may be that little information on DCIS is available to patients 

diagnosed with the condition and there are few sources of information that they can 

access. 

4.3.2. How useful were the sources of information used? 

4.3.2.1. Findings from the questionnaires 

Table 6-6 shows that on the whole, the sources of information used were found to be 

useful, although as time went by women appeared to become more critical and not 

regard them as useful as they had been at diagnosis. 
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Table 6-6. How useful the sources of information were considered at all data 

collection points. 
How useful? " 

1 2 3 4 5 
Hospital At diagnosis 0 0 0 4 6 
consultant At 3 months 0 0 1 5 

- 
5 

At 5-6 months 0 

E 

T 8 
BCN At diagnosis 0 11 11 2 7 

At 3 months 0 0 ý 2 2 9 
At 5-6 months 0 0 

_ 
2 1 

- 
10 

GP is U T 0 2 
At 3 monthS- 0 0 0 --T --F 
At 5-6 months 0 0 0 1 1 

Nurses At diagnosis 0 0 2 2 2 
At 3 months 0 

............ 
0 0 4 61 

At 5-6 months T T 2 2 
Leaflets At diagnosis 01 0 0 1 11 

At 3 months 0 1 1 4 6 
At 5-6 months 0 0 2 2 2 

Women's At diagnosis 0 0 0 1 01 
magazines At 3 months 0, 0 0 1 

At 5-6 months 
-- 

0 0 0 1 
- Miidio At diagnosis r 0 0 0 1 -0 

At 3 months 0 0 1 01 0 
At 5-6 months 1 

-- - 
0 2 

Newspapers- At diagnosis 0 o IY 
At 3 months 0 1 2 -0 

- At 5-6 mon 0 0 0 0 T 
Medical At diagnosis 0 0 0 0 0 
literature At 3 months 0 0 1 0 1 

At 5-6 mo 
- 

0 0 0 1 
-- 

0 
- Internet At diagnosis 0 0 0 T o 

At 3 months 0 0 0 1 1 
At 5-6 months 0 0 0 

- 
0 

Farnily & is 7 
friends At 3 months 0 0 1 0 

At 5-6 mo 0 1 1 3 0 
Support t diagnosis 0 0 0 0 0 

- groups jkt-3 months 0 0 
- 

T 

volunteers I At 5-6 mon s 7 

4.3.2.2. Findings from the interviews 

As in the questionnaires, the sources of information more commonly used also 

attracted positive comments in the interviews. Six women made positive comments 

about the health professionals who dealt with them, especially the BCNs and the 

consultant breast surgeon, and four women made positive comments about the DCIS 

Five-point scale: 1= not at all us" 5= very useful. 
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leaflet. For example: 

"The Breast Care Nurses there are wonderful They give you their bleep 

numberjust in case you wony about anything. Even when I went Friday, one 
of the nurses came out and said any problems, any worries, you know, ring 
them " (patient 8's second interview). 

However, there were also some negative comments about some health professionals, 
such as doctors at the follow-up appointmerits, GPs, BCNs, nurses in wards, and a 
radiographer. For example: 

I &dn'tfind the staff in there particularly nice. Some of them were lovely, 

some of them were very, you know, oh come on, you've got to get on with this 

or that ( .. ). I was led to believe before I went in that oh they were all very 

caring and all that, but I &dn't reallyfind that " (patient Ts second 
interview). 

4.4. Satisfaction with the information received 

In both interviews women made comments about how satisfied/dissatisf ied they were 

with the information they had been given about their condition. The following are the 

main categories found: 

0 Satisfaction/dissatisfaction 

In the interviews conducted at diagnosis, II women declared to be satisfied with the 
information received: 

"They were very good Aey &dn't rush me. It seemed as if they had all the 

time in the worldfor me and I knew there was other people in the waiting 

room, but iflgot questions they went to pains to explainjust what was 
happening" (patient I's first interview). 

The remaining two women said that they were not satisfied with the information they 

had been given about their condition. One of them complained: 
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"I have not received anything, nothing, nothing at all, nothing at all" (patient 

2's first interview). 

The other patient was given information that she would have preferred not to receive: 

"177ie BCNJ started saying some things it could he, you know, it could be this, 

andyou really don't want to knowjust before you have it done, I mecui, yes, 

y 'lifind out if it is any of those afierwar s but you really don't want to ou d 

know that then" (patient Ts. first interview). 

In the interviews conducted at follow-up, nobody claimed to be dissatisfied with the 

information received. 

op Need for information on DCIS at an earlier date 

In the interviews, women were also asked whether they would have liked to know 

anout DCIS prior to diagnosis, and nine women answered this question. 

At diagnosis, five women said it would not have made any difference and/or it might 

have worried them more: 

,, I don 't think so. Er... I don't think it would make any &fference. No, just 

one more thingyou wony about so no, not asfor as I'm concerned I think 

there's a limit as to what information they can actually send out " (patient 13's 

first interview). 

On the other hand, four women said that they would have liked information on DCIS 

ear ier: 

"One of the Sisters actually gave me the pamphletjust before I left, you know, 

right at the very end I thought wow, you know, Iprobably would have liked 

tofind out more and read about... Iprobably would have asked more 

questions" (patient 2's first interview). 
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At follow-up, women made similar comments. Four of them said that it would not 
have made any difference and/or it would have worried them, but five women said 
that they would have liked to know about DCIS earlier, maybe at the time of attending 
for breast screening. 

Two patients added that they had always thought breast cancer only manifested itself 

as a breast lump, so it would have been helpful to have some information beforehand: 

"I think if they'd said about DCIS... -1 wish they'd said that as well and not 
justftelfor lumps orjust they sort of toldyou that there could he something 

else, you know, so yeah, I would have been quite happy if they'd given me 

some information on that" (patient 6s second interview). 

o Lack of information 

Finally, it became clear that some women felt they had not been told about things 

they would have liked to know, which, according to Burton and Parker (1997), is not 

rare. 

In the interviews conducted at diagnosis, four women mentioned things that they had 

not been told about such as the length of the physical recovery, how the breast 

would heal up after the biopsy, the need to wear a firm bra after surgery, what the 

biopsy would entail, and what the mastectomy would look like. For exatnple: 

"The biopsy was a surprise. Nobody prepared mefor what a biopsy was. (.. ) 

"en they were doing it the lady there then, once I was in positiog she then 

explained that it was gonna make a noise but she &dn't show me what she 

was using... and I wasn't expecting it to hurt. I would have preferred to 

know" (patient I I's first interview). 

Similarly, at follow-up, three women mentioned topics that they had not been told 

about and felt they should have, such as the side effects of tamoxifea, the possibility 

of developing lymphoedema after having a mastectomy, and what the biopsy 

entailed. For example: 
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"There's one or two things they &dn't tell me before I had the /mastectomy] 

that I wish they had, like er... I can't go out in the sun, I've got to keep 

everything covered 'cos they've taken the the... [pointing at her acilla - 
meaning the axi/Zxy glanc4j. Er... I can't cut mysey'cos they've taken the 

immunity and it willfester up and I'll have to have e'r... antibiotics. Aings 

like that, if they'd told me then I would have sort of be prepare44 I mean, ifl 

wash up I've got to wear gloves, they never told me that " (patient 9's second 

interview). 

4.5. Information needs 

4.5.1. What information needs did women have? 

4.5.1.1. Findings from the questionnaires 

As indicated in the questionnaires (see Table 6-7), women did not appear to have too 

many information needs, maybe because of their age, as older patients have been 

reported to want less information than younger ones (Fal lowf leld el al., 1995). 

The main information needs were disease-related (i. e. topics 1,2,7 and 9), a finding 

that has been previously reported by many researchers from several countries 

(Bilodeau and Degner, 1996; Cassileth et al., 1980; Degner et al., 1997; Galloway et 

al., 1997; Graydon et al, 1997; Luker et al., 1995,1996; Jones ef al, 1999; Matthews 

et al, 1994; Meredith et al, 1996; NCA, 1996; Sttigelbout and Kiebert, 1997; 

Suominen, 1992). 

The exception was topic 8, which shows women's interest in the genetic aspects of 

breast cancer once again (this finding was previously reported in section 3.2.1. ). 

Additionally, the need for information appeared to slightly increase over time; the 

need for information from the second to the third data collection point increased for 

seven topics, whilst the need for information from diagnosis to three months' follow. 

up only increased for one topic. Luker et aL (1995,1996) also reported that breast 

cancer patients had unmet information needs further from diagnosis. This may be 

unavoidable; patients may feel ready to look for and access particular information at 
different stages of their cancer journey (Leydon el al., 2000). 
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Table 6-7. Information needs at all data collection points. 
At At 3 At 5-6 
diagnosis months months 

1. How advanced the disease is and how far it Yes 1 1 3 
has spread No 12 12 10 
2. The likelihood of cure from the disease Yes 3 _3 -T- 

No Is 10 10 9 
3. How treatment may affect my ability to carry Yes 0 1 1 
on my usual social activities No 13 12 12] 
4. How my family and close friends may be Yes 0 0 ---T 
affected by the disease No 13 13 12 
5. Caring for mTs-eIf at home Yes 0 0 2 

- 
No 13 13 11 

gs about 6. How treatment may affect my feelE Yes 2 -1 2 
my body and sexual attractiveness No 11 12 11 
7. Different types of treatment and their Yes 2 2 3 
advantages and disadvantages No II 11 10 

- 8. Whether my children or other members of my, Yes 7 1 i 
family are at risk of getting breast cancer 

-No 
6 12 9 

9. Unpleasant side effects of treatment Yes 3 , 3 
N0 o 10 10 9 

Similarly, Table 6-8 shows that four women had the same amount of information 

needs at diagnosis and three months' follow-up, whilst two women had more, and 

seven women had fewer information needs at three months' follow-up than at 
diagnosis. Also, seven women had the same amount of information needs at three and 

at five to six months' follow-up, whilst four women had more, and two women had 

fewer information needs at five to six than at three months" follow-up. 

Table 6-8. Number of information needs as indicated by each patient at all data 

collection points. 
At diagnosis At 3 months At 5-6 months 

Patient 1 0 0 0 
Patient 2 1 0 2 
Patient 3 4 4 3 
Patient 4 1 0 0 
Patient 5 2 0 0 
Patient 6 3 0 9 
Patient 7 2 2 3 
Patient 8 1 0 0 
Patient 9 0 2 5 
Patient 10 0 0 0 
Patient 11 3 0 0 
Patient 12 0 3 0 
Pati - 13 1 1 1 
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it is worth pointing out that four women indicated in the questionnaires that they 

would welcome any information about DCIS. More specifically, one patient would 
like to know how DCIS develops, another one would like to know what the chances 

of it coming back are and how important or serious it is, and a third one would like to 
know how many people are affected by DCIS and whether it is a common form of 
breast cancer. Again, these questions were disease-related. 

Since a lack of knowledge about one's own disease has been linked to psychological 

morbidity (Bottomley and Jones, 1997; Fallowfield et al., 1986,1990b, 1994a, 1994b; 
Street et al., 1995), the association between the GHQ- i2 scores at follow-up and 

whether the information needs had increased/decreased since the previous data 

collection point was also explored. The GHQ-12 scores were coded as cases/non- 

cases and the information needs were coded as having increased/decreased since the 

previous data collection point. The results were non-significant at both three and five 

to six months' follow-up (Fisher's exact test two-tailed p=0.400 and p=1.000 

respectively), so that the present study found no significant association between the 

amount of information needs women had and their psychological morbidity. 

4.5.1.2. Findings from the interviews 

e Disease-related questions 

In the interviews carried out at diagnosis, 10 women said that they had information 

needs, and as previously revealed by the questionnaires, most of their questions were 
disease-related. For ex=ple: what iiggers DCIS and whether HRT could cause it, 

how common it is, whether it will recur or become invasive, what can stop it how 

much breast tissue was removed and whether everything was removed, how common 

wire-guided biopsies were, whether you say you 'have' or 'had' cancer, how long 

DCIS has been inside the breast and how long doctors have known about the 

condition. 

Six of the women who had questions about their condition at diagnosis still had 

questions at follow-up, and these were once again disease-related. For ex=ple: 

whether DCIS is the beginning of cancer, whether it will recur, whether one is cured 

or not, and whether one's daughter might be affected. There was also confusion about 
breast lumps and whether they occur in the case of DCIS. Some quotes follow: 
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'Y don't know how it came there, I don't know how it grows there, I don't 

know anything, I don't know. Rzat's the questions I would he asking" 
(patient 2's first interview). 

"The lumps womenftel... is that the late stage ofDCIS or can lumps appear 
for other reason? " (patient I I's second interview). 

Active search for information 

Given that some women still had unanswered questions at follow-up, it could be 

assumed that they would actively search for information themselves. However, 

although some women did look for information, this search co. nsisted mainly of 

asking questions to health professionals when the opportunity arose. Thus, in the 
interviews conducted at diagnosis, five patients mentioned having asked questions to 

or telephoned health professionals (e. g. hospital consultant, BCN and/or GP), and/or 

looked for information on the Internet. For example: 

"I &d use [the BCWs' phone number] after the second operation and I went 

back and theyput me on.. is it lamoxifen? 7he tablets. And I read the leaflet 

and I was a bit concemed about one or two of the side effects so I gave them 

a ring and spoke to them " (patient l's first interview). 

At five to six months' follow-up, 10 women, four of whom had looked for 

information themselves at diagnosis, declared to have actively searched for 

information themselves by asking their health care providers (i. e. hospital doctor 

and/or BCN) questions at their follow-up appointments, looking DCIS up in a medical 

book, using the Internet asking a friend, or contacting BACUP. 

Some women said they had not looked for information themselves although 

throughout the interviews it became clear that they in fact had done so. Women 

appeared to view their appointments as an opportunity to ask questions, but did not 

think that by asking questions they were actually looking for information. 
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4.5.2. How important were patients' information needs? 
In the questionnaires, patients were asked to rank the list of information needs in 

order of importance. Similar to studies that used the same measure (Bilodeau and 
Degner, 1997; Degner et al., 1997; Luker et al., 1995,1996), the two most highly 

ranked types of information were topics 2 and 1, followed Vy topics 8 and 7. 
However, topic 6 was considered more important by this sample than by women from 

other studies. 

The information needs changed slightly over time, but on the whole similar rankings 

were obtained at all data collection points. Those topics that were considered 
important at diagnosis were still important at follow-up, and those topics that were not 
so important at diagnosis were not so important at follow-up. 

Table 6-9. Overall ranking of importance given to the different topics at all data 

collection points. 
At At 3 At 5-6 

diagnosis months months 
1. How advanced the disease is and how fa 
it has spread 

- se -2. The likelihood of cure from the disea 2"' 2" 
3. How treatment may affect my ability to 7d' 9tts 
carry on my usual social activities 

- 4. How my family and close friends may be 6ý Th 
affected by the disease 
5. Caring for myself at home 9ý 8ul- 9Ln 
6. How treatment may affect my feelings 5111 711 6"' 
about my body and sexual attractiveness 
7. Different types of treatment and their 
advantages and disadvantages 
8. Whether my children or oth members Of 3' W1 3"' 
my family are at risk of getting breast cancer 
9. Unpleasant side ettects of treatment 6" 5111 

5. Treatment decision-making 

This section describes the treatment decision-making process that women went 

through after being diagnosed with DCIS. In particular, it deals with issues such as 

their preferences regarding treatment decision-making, what role they played, and 

what choice of treatment they had. 
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5.1. Preferred approach for treatment decision-makinglO 

5.1.1. Findings from the questionnaires 

In the questionnaires, women indicated a preference for passive roles, as half of the 
sample chose passive roles D/E over the rest at all data collection points. This finding 

has also been reported by several earlier studies (Beaver et W., 1996; Degner and 
Sloan, 1992; Stiggelbout and Kiebertý 1997). 

Table 6-10. Preferred role for treatment decision-making. 

At diagnosis- At 3 Months At 5-6 months 

Passive role 7 7 7 
Collaborative role 5 2 2 
Active role 1 4 4 

Patients' decision-making preferences may have been influenced by their diagnosis. 

Patients are not expected to be responsible for normal decision-making behaviour, and 

therefore, may be more likely to prefer doctors to be responsible for deciding their 

treatment and for any possible treatment failure than healthy individuals (Brody, 

1980; Degner and Sloan, 1992; Richards et al, 1995; Stiggelbout and Kiebert, 1997). 

Additionally, this sample of patients came from a generation where doctors' advice 
was followed without questioning it (Petrisek et al., 1997). Indeed, some women 

certainly believed that 'doctor knows best' or that they lacked the medical knowledge 

necessary to make any treatment decisions (see section 5.1.2. for quotes illustrating 

this). 

However, women appeared to become more fond of the 'lighter' active role B further 

from diagnosis, maybe because some time had gone by since their diagnosis and their 

normal decision-making behaviour had been restored by then (Richards et al., 1995; 

Stiggelbout and Kiebert, 1997). The more 'extreme' active role A was bottom of the 

10 Active roles: 
A=I prefer to make the final decision about which treatment I will receive 
B=I prefer to make the final selection of my treatment after seriously considering my doctor's opinion 
Collaborative role: 

C=I prefer that my doctor and I share responsibility for deciding which treatment Is best for me 
. Passive roles: 

D=I prefer that my doctor makes the final decision about which treatment will be used, but seriously 
considers my opinion 
E=I prefer to leave all decisions regarding my treatment to my doctor 
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list at all times. 

Eight women maintained a preference for the same approach at all data collection 

points; six of them preferred a passive role throughout whilst one preferred a 

collaborative role and another one preferred an active role. 'rhe remaining women 

chose different roles at different times, although it appeared that more women 

preferred the same role the last three months than the first three months of the data 

collection period. 

Similar results were obtained when women were asked to arrange their preferences in 

order of importance. Passive roles were preferred over the collaborative role, which 

was in turn preferred over the active roles at all data collection points. 

Table 6-11. Roles arranged in order of importance at all data collection points. 
Active role Collaborative role Passive role 

I" choice At diagnosis 1 4 8 
At 3 months 4 2 7 
At 5-6 months 4 2 7 

-2na-CYo'jce At diagnosis 2 
- 

3 
- -TT-3 months 2 5 6 

' At 5-6 montFs-- 4 4 5 

3" choice At diagnosis 4 6 3 
At 3 months 4 6 3 
Wt-T-6 months 1 7 5 

--'r-CEO, jce 4c o1ce At diagnosis 9 0 4 
At 3 months 

T 
10 

_ 
3 

At 5-6 montEs . 
8 0 5 

c oice t diagnosis IV u i 
At 3 months 61 u 
At 5-6 months 91 0 4 

The associations between the GHQ-12 scores and their favourite role at each data 

collection point were explored by coding the three GHQ-12 scores as cases/non-cases 

and the three responses to the favourite role variables as active-collaborative/passive. 

The associations were non-significant at all data collection points (Fisher's exact test 

two-tailed p=1.000 in all three cases). 

5.1.2. Findings from the interviews 

Seven women indicated a preference for a passive role in the questionnaires 
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completed at diagnosis and eight women (the same seven women plus another patient) 
expressed the same preference in the interviews conducted at the same time. Four of 

them felt like this because they lacked medical knowledge to make treatment 
decisions, a finding previously reported by Charles et al. (1998): 

"Ifl was given the choice I would say to the doctor, well, in your opinion what 
is best? ý andI wouldgo with the doctor because he is theperson that knows. I 

don't know anything about medfcal matters so what's the use of having a 

choice when you don't know whatyQu're choosing? " (patient I's first 

interview). 

Two women said that they would worry about having made the wrong decision: 

"I wouldprefer a doctor to er... say well, look, this is going to he the hest 

thingfor you, you know. I would hate to make a decision and it turned out to 
be wrong" (patient 10's first interview). 

This preference for passive roles in treatment decision-making has previously been 

reported by studies using the same. (Beaver et al, 1996; Bilodeau and Degner, 1997; 

Degner and Sloan, 1992; Degner et al, 1997) and other measures (Stiggelbout and 

Kiebert, 1997). Not being involved in treatment decisions means that patients can 

avoid responsibility for the consequences of 'wrong' decisions (Charles et al., 1998, 

Coulter, 1999; Fallowfield et al., 1990b, 1994b; Morris and Ingham, 1988). 

Finally, two more women wanted to get on with things and get rid of the problem 

quickly: 

,, I think I Idprefer the doctor to tell me (.. ) because I'm a bit ofa coward and 
I want what's bestfor me, to get sorted quice (patient 4's first interview). 

On the other hand, five women preferred a collaborative role in the questionnaires, 

and four of them preferred the same in the interviews, because... 
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"It's nice to be involved It's nice tofeelyou've got some sort of control over 
it but at the end of the day I'm gonnafollow the advice of the doctor's " 

(patient 11). 

This sense of control and involvement has also been reported by other studies 
(Charles et al., 1998; Hack et al., 1994). For that to happen, patients 

cc want to have the mcrdmum amount of information and if there are 
opportunitiesfor making choices then youfeelyou can do that on the basis of 
the information thal'you've got" (patient 3s first interview). 

Patient 9 appeared to be a negative case. Whilst the great majority of patients 
indicated that role A was their least favourite in the questionnaires completed at 

diagnosis, patient 9 chose it as her favourite role at the same time, and in the 
interview she said that she had decided not to have a mastectomy against her doctor's 

advice (see section 5.3.2. for an extract of her interview). 

Similar comments were made at the second follow-up. Seven women indicated a 
preference for a passive role in the questionnaires and eight women (the same seven 

women plus another patient) expressed the same preference in the interviews too. 

Seven of them felt like this because they had no medical knowledge on which to base 

their judgements: 

"I'd like to be told but I would still leave it to the doctor because I don't 

know enough about it andI don't... I think I'm a bit er... I don't hnow, I don't 

talk to people very well so Ifind it very &fficult to ask lots and lots of 

questions so Iprefer they do itfor me, you know " (patient 8's second 
interview). 

Additionally, four women felt that they would worry about making the wrong choice: 

,, I wouldn't want to choose. (. ) I think itputs a lot ofpressure on you to 

know which was the tight thing to do " (patient Ts second interview). 
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Role B (active) followed, as it was top of the list for four women. In the interviews, 

two women preferred a more active role this time round: 

"I think in the end it's do" to the inchvidual, you know, it's their choice and 
notjust go along with what the doctor said (.. ) I thi'Upeople ask more 
questions nowadays whereas before they wouldn't dare, but Ijust think it Is 

your body ifyou like andyou choose really" (patient 6's second interview). 

For that to happen 

(4 you need to be informed and ifyou are not informed it's very difficultfor 

them, isn't it? Because ifyou're making ajudgement based on lack of 

knowledge or incorrect knowledge or somethingyou could be making a 
terribly wrong decision" (patient I I's second interview). 

Patient 9 still preferred an active role, although this time she pointed out that 

"I had the opportunity to choose what I was going to have because it wasn't 

invasive hut (.. ) if it was the invasive type, I would take notice of what the 

doctor said, I would take his advice 'cos I don't think I would be in a state of 

mind to make that decision, I don't think I would be. I'd be too scared" 
(patient 9's second interviewý 

Finally, two of the four women who indicated a preference for a collaborative 

approach in the questionnaires completed at diagnosis still felt the same at follow-up: 

, 'I've alwaysfelt that doctors have given me an explanation of what the 

problem is and what they think is the best solution that makes sense to me, and 

I, ve had opportunities to ask questions" (patient 3's second interview). 

5.2. Perceived offer of treatment 

The questionnaires revealed that some women felt they had not been offered any 

treatment. For example, patient 10 wrote down that treatment was "not neeckd", 

although in the interviews she said that she had had a core and a wire-guided biopsy. 
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Women may have perceived their condition in the 'traditional' way described by 
Farmer (1996,2000), so that some women may not have seen the biopsies they had as 
treatment and may have envisaged therapies like chemotherapy and the like when 
thinking of breast cancer treatment. 

Table 6-12. Perceived offer of treatment. 
At diagnosis At 3 months At 5-6 months 

Yes 
No 

1 
11 
2 

10 
3 - 

11 
2 

This perceived lack of treatment did not seem to affect their psychological morbidity 
(Fisher's exact test two-tailed p=1.000 at diagnosis and three months' follow-up and 
p=0.318 at five to six months" follow-up). 

5.3. Treatment choices 
Findings from the questionnaires 

5.3.1.1. Perceived choice of treatment 

Women indicated in the questionnaires whether they felt they had had a choice of 
treatment, and those who felt they had not had a choice outnumbered those who felt 

the opposite. 

Two of the women who felt they had had a choice were two of the three who had a 

mastectomy. The other women who felt they had had a choice explained in the 

interviews that they had not chosen what treatment to have, but felt they could have 

refused to have treatment, which they perceived as a choice in itself (for more details 

please see section 5.3.2. with quotes from the interviews). 

Table 6-13. Perceived choice of treatment as indicated in the questionnaires. 
t agnosis Lit 3 mo s At 5-6 m-ontlis 

' 
es 7e]s 
ro 10 

1 4 5 

This finding was surprising given the current tendency to involve patients in their 

treatment decisions (Charles et al., 1997,1999a; Ong et al., 1995; Richards et al., 
1995; Wardle and Pope, 1992), especially in the field of breast cancer (Morris et al., 
1992; Silverstein, 1997c). However, Farmer (1996,2000), whose study took place in 
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the same centre as the present study, reported that treatment choice is not always 

offered. 

Although being offered a choice of treatment has been reported to be beneficial in 

terms of psychosocial functioning (Fallowfield et al., 19909,1994a, 1994b; Morris 

and Ingham, 1988; Morris and Royle, 1987,1988; Street and Wig 1997), this was 

not confirmed by the present study, as women who *reportedly had had a choice of 

treatment did not have significantly higher psychological morbidity levels than those 

who had not had a choice (Fisher's exact tests two-tailed p=0.530 at diagnosis, 

p=0.491 at three months, and p=0.491 at five to six months). 

5.3.1.2. Perceived treatment decision-maker 

If in most cases the patients themselves did not choose their own treatment who did? 

Data from the questionnaires revealed that the hospital consultant was the person most. 

often reported to have chosen the patients' treatment at all data collection points, 

followed by a sort of partnership between the hospital consultant and the patients 

themselves. 

Table 6-14. Patients' views on who chose their treatment. 

At diagnosis At 3 months At 5-6 months 
Hospital co7sultant 6 7 5 
Patient herself 1 1 1 
Both 5 4 5 
Other 01 01 

. 
01 

Overall, seven women gave the same answer in the questionnaires at all data 

collection points; five of them indicated that the consultant had chosen their treatment 

and two of them indicated that both the consultant and themselves had made the 

choice. The rest of them chose different options at different times, but it seems that 

this apparent discrepancy can be explained by what they told in the interviews in 

terms of having some degree of choice (see section 5.3.2. for more details). 

In summary, seven women indicated that they had had no choice of treatment both at 

diagnosis and at five to six months' follow-up, and five of them indicated that the 

consultant had chosen their treatment. On the other hand, six women indicated that 
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they had had a choice of treatment; one of them declared that she had chosen her 

treatment herself and the remaining five indicated that they had chosen it together 

with their consultant. 

5.3.1.3. Perceived role played when the treatment was decided 

Not surprisingly considering the findings reported in sections 5.3.1.1. and 5.3.1.2., 

women indicated in the questionnaires that overall, they had played a passive role 

when their treatment had been decided. The majority of women chose roles D or E 
(passive) at all three data collection points. _ 

Table 6-15. The roles participants reported to have played when their treatment was 

decided. 
At diagnosis At 3 months At 5-6 months 

Active role 2 4 3 
Collaborative role 2 1 0 
Passive role 8 7 9 

The same approach was reported by eight women when the responses at diagnosis 

were compared with those at three months' follow-up. Two women declared they had 

played a more active role and two more reported they had played a more passive role 

at three months' follow-up than at diagnosis. 

Ten women maintained they had played the same role at three and at five to six 

months' follow-up. Two women declared they had played a more passive role and 

two more declared they had played a more active role at five to six months than at 

three months' follow-up. 

The associations between the three GHQ-12 scores and the role played at each data 

collection point were explored by coding the three GHQ-12 scores as cases/non-cases 

and the three responses to the favourite role variables as active-collaborative/passive. 

The associations were non-significant at all data collection points (Fisher's exact test 

two-tailed p= I- 000 in all three cases). 

5.3.2. Findings from the interviews 

In the interviews, women commented on whether they felt they had had a choice of 
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treatment or not, and as indicated in the questionnaires, those patients who were 
presented with some treatment options were a minority. The following are the main 

categories found: 

o Choice 

In the interviews and questionnaires completed both at diagnosis and at f ive to six 
months' follow-up, two women indicated that they had had a choice of treatment; 

they had chosen whether to have a mastectomy or-not. Patient 9 chose not to have a 
mastectomy: 

"He suggested that I had the breast off(.. ). Although the abnormality 

wasn't life-threatening, it would, you know, save me kýep going into hospital. 
I said no, not the breast off. I said I will continue as I am, and that's it " 
(patient 9's first interview). 

However, after some time she ended up having a mastectomy due to medical 

considerations that rendered radiotherapy a dangerous option for her: 

"They said er... we advise you to have a mastectomy. (.. ) Isaidno. Isaid 

no, that's it. Yhey said well, the next alternative would be to have 

radiotherapy, so I said all right, lfl can save me breast then I'll have 

radiotherapy. Aey marked me all up and they came back and they said 

we can It do it, we can't do the radfotherapy. It would be'too, "gerous 

because of the angle that theY... that they would have to go" (patient 9's 

second interview). 

Patient II decided to have a mastectomy: 

"ghe consultant breast surgeonjgave me all thefacts and then I said am I 

understan&ngyou correctly that you would think a mastectom wouldbethe y 
best option? And he &dn't say yes. He said er... that that was not the right 

solutionfor some women. Some womenfind very &fflcult to come to terms 

with losing a breast so there's always another option available. (... ) He was 
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very careful to make sure I'd understood everything. I decided to have a 

mastectomy" (patient I I's first interview). 

4o Some degree of choice 

In the interviews conducted at diagnosis, four women explalined that they had had 

some degree of choice, not in terms of what treatment to have because they had been 

told what they needed, but they felt that they could have refused the treatment offered 

to them, which was perceived as a choice in itself. In the questionnaires completed at 

the same time, one woman also indicated that she had had a choice of treatment but 

three women indicated that they had not. 

Similar comments were made by four women in the second interview. In the 

questionnaires completed at the same time, three women also indicated that they had 

had a choice of treatment, but one indicated that she had not. This is not a real 

discrepancy of the data; when they were able to explain themselves in the interviews, 

they arrived at the same conclusions. An example of this category follows: 

,, I don It think I was actually offered any choices hut, I mean; I guess if I &dn't 

want to have them done I could have said so, but that &dn't really seem the 

? Ight thing to do" (patient 3's second interview). 

No choice 

At diagnosis and at five to six months' follow-up, seven women indicated that they 

had not had a choice of treatment both in the questionnaires and in the interviews: 

"I dgn't thinkI had like a choice. Yhey said they wanted to do this needle 

biopsy. Aey told me how they were going to do it, er... but I don It think 

there was an alternative or anything" (patient 6's second interview). 

6. Discussion 

Whilst some of the DCIS patients reported to be unaffected by their diagnosis, others 

appeared to be suffering as a consequence of it, not only at the time of diagnosis but 
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also a few months later. Therefore, it is necessary to identify those patients with high 
levels of psychological morbidity and offer them appropriate support. 

In the light of the findings presented in this chapter, it seems imperative that women 

are made aware of the existence of DCIS prior to screening. " Health campaigns (e. g. 
October as the Breast Awareness Month) and the media seem to divulge general 
information about breast cancer, and women do not appear to know that breast cancer 
is not one disease but different conditions under the same title. Women seem to view 
breast cancer from the 'traditional' point of Yiew described by Farmer (1996,2000); 

they are aware of symptomatic breast cancer but do not know about screen-detected 

asymptomatic breast cancer. 

Women in the present study still had questions about their condition at follow-up and 
their questions were mainly disease-related. However, few women received 
information outside hospital, which meant that they had to wait for their follow-up 

appointments to have their questions answered, as this was their main way of 
obtaining additional information. It may be that, as suggested by Luker et al. (1996), 

women did not know what voluntary support services were available. As a matter of 
fact, I provided some patients with details of BACUP and the Wessex Cancer Trust, 

as requested. Women might benefit from becoming aware of these voluntary support 

services so that they can use them as and when necessary to obtain information 

relevant to their particular stage of their cancer journey. 

Like in Amichetti et al. 's (1999) study, most of the women in the present study 
declared themselves to be satisfied with the information received. However, as the 
interviews proceeded, it became clear that some women had not been told about 
issues they felt they should have known, and others would have liked information 

about their condition prior to diagnosis. 

A leaflet covering the main aspects of DCIS could be made available at a variety of 
locations, including GP surgeries and screening centres, so that women can pick it up 

and read it should they wish to do so. In this way, the wishes of those women who 

prefer not to know about it are also respected. The leaflet entitled "Information for 

women diagnosed with ductal carcinoma in sia, was appreciated by the patients. 
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Additional information could be included, such as details of voluntary support 

organisations. However, written information cannot replace the important personal 

contact with health professionals throughout their illness, which was patients' 

preferred method of receiving information in the present and other studies (Bilodeau 

and Degner, 1997; Luker et al., 1996; Meredith et al., 1996ý Suominen, 1992). 
.1 

Most patients preferred to play a passive role in the treatment decision-making 

process, and appeared to prefer appropriate information about their condition rather 

than the ultimate decision about their treatment (Charles et at, 1997; Coulter, 1999; 

Fallowf ield et al., 1990b; McKinstry, 2000; Richards et al., 1995). However, a few 

were happy to adopt either a collaborative or an active role. These findings stress the 

importance of finding out what role patients want to play and making sure their 

pre ferences are respected (Beaver et al., 1996; Fallowf ield et al, 1990b, 1994a, 

1994b; Richards et al., 1995; Waterworth and Luker, 1990). 

Most women were not given a choice of treatment and it seems that in the present 

study, most medical encounters took place under the assumptions of something closer 

to the paternalistic decision-making model rather than the much acclaimed shared 

decision-making model. In most cases, the doctor provided the information in order 

to obtain informed consent weighed the pros and cons, and decided on the treatment 

to implement, which, in the majority of cases, did not entail a mastectomy. 

Doctors should not assume that'BCT is women's preferred option of treatment or that 

BCT will avoid psychological problems at a later date. Patients' main concern is to 

have their cancer removed (Luker et al., 1996; Ragovin, 1997; Stanton et al., 1998), 

and some patients actually prefer to have a mastectomy in order to minimise the 

chance of a local recurrence, to get on with their lives as soon as possible, and to 

avoid the possibility of having a mastectomy later (Boyages et al., 1999; Cotton et al., 

1991; Fallowfield et al., 1990b; Haber, 1997; Reaby, 1998; Richards et al., 1995; 

Stanton et al, 1998; Wilson et al., 1988). Psychological morbidity occurs both in 

BCT and mastectomy patients (Amichetti et al., 1999; Fallowf ield et al., 1986,1987). 

It is interesting to note that out of the three women who had a mastectomy, two of 

them could choose whether to have it or not, whereas the third one was not given such 
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a choice and never sought a rationale for not being given an alternative such as BCT 

followed by radiotherapy. Reaby (1998) found that this is quite common and it 

appears that women simply accept their surgeon's choice because they are in a fragile 

emotional state. Indeed, the patient in question was one of the two women who 

remained a psychological case throughout the study. .4 

It is not known why she was not offered the alternative of having BCT. It might be 

that she was the oldest of the three and her doctor assumed that she would not mind 
losing her breast, but often this is not the cme (Fallowfield el al, 1990b; Hughes, 

1993). She might have been advised to have a mastectomy because of her previous 

breast problems and family history of breast cancer, but one of the other two patients 

who had a mastectomy had also had breast problems for many years and she Was 

given a choice of treatment. Finally, it might be that her particular type of DCIS 

meant that a mastectomy was the safest option, but no details wer .e provided to this 

respect. 

On the other hand, why were the other two patients offered a choice of treatment? it 

might be that because their conditions were screen-detected and breast screening 

promises to save women's breasts (Saunders, 1996), their doctor felt obliged to 

provide that choice whenever possible. 

None of the women who had BCT was given the choice of having a mastectomy 

with/without reconstruction or BCT followed by radiotherapy. It may be that 

mistectomy was perceived as over-treatment (Dell, 1997; Fentiman, 1990; Hamilton, 

1992; Silverstein, 1998; Talamonti, 1996; Thornton, 1997b) and doctors felt obliged 

to save their breasts because their condition had been screen-detectcd (Saunders, 

1996), that the costs associated with radiotherapy were found hard to justify 

(Hamilton and Buchanan, 1990; Hayes, 1997; Silverstein, 1997b; Thornton, 1993, 

1997a, 1997c), or that that the centre where they were treated was biased towards 

BCT and assumed that this would be the women's choice (Farmer, 1996,2000). 

None of the women mentioned being told about the very high cure rates and very low 

recurrence rates of mastectomy (Dell, 1997; Hamilton, 1992; Talamonti, 1996), about 

the risk of recurrence after BCT (Ernster, 1997; Sharma et al., 1997, Silverstein, 

1998; Talamonti, 1996), or about the possible benefits of having radiotherapy after 
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BCT (Amichetti et al., 1999; Dell, 1997; Fisher el al., 1985; Fonseca et al., 1997; 

SCCPGCTBC, 1998; Silverstein, 1998; Talamonti, 1996; Vidali et al., 1997). 

Finally, these women never questioned the treatment that was offered to them and 

never searched for alternatives. 

The fact that a treatment choice was not usually provided and patients did not 

question this lack of choice may be due to different but complementary reasons that 

apply to both the surgeon and the patients. 

Surgeons' medical training in the UK tends to encourage paternalistic practice and 

some surgeons are even unaware of what shared decision-making entails (Farmer, 

1996,2000; Stevenson et al., 2000). They also work under time and funding 

constraints that make it difficult for them to explore patients' preferences about 

treatment decision-making (Charles et al., 1999b; Sculpher et al, 1999; Stevenson et 

al., 2000). 

Patients, especially those from older generations, such as the DCIS patients who 

participated in the present study, have been socialised to think that doctors know best 

and may feel intimidated to express their preferences at a time of emotional 

vulnerability (Charles et al., 1997,1999a; Guadagnoli and Ward, 1998; Petrisek ef al., 

1997; Reaby, 1998). Additionally, they may be so used to being passive in previous 

medical encounters that the possibility of playing an active role does not even enter 

their heads (Guadagnoli and Ward, 1998). Their decision-making preferences may 

have also been influenced by their diagnosis, as patients are more likely to prefer 

doctors to be responsible for deciding their treatment and for any possible treatment 

failure than are healthy individuals (Brody, 1980; Degner and Sloan, 1992; Richards 

et al, 1995; Stiggelbout and Kiebert, 1997). Finally, they may have been just glad to 

be spared major surgery and did not even want to think of the possibility of having a 

mastectoMY. 

These findings highlight once again the need to provide women with accurate and 

realistic information about their condition and the treatment options available to them. 
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The GHQ-12 appears to be a good standardised measure with which to identify 

potential cases, and none of the women in the present study reported difficulties 

completing it. Sutton (1998) warns that a second administration of the GHQ tends to 

yield lower scores than the first administration, which was indeed the case in the 

present study. He believes that it may be due to the fact that completing such a 

questionnaire for the first time may be slightly anxiety-provoking, but it may also be 

due to the natural progression of the disease and women's adjustment to it 

The findings from the questionnaires and interviews were similar and no major 

discrepancies were evident, but whilst the questionnaires provided vast amounts of 

information of a somewhat superficial kind, the interviews provided richer and more 

in-depthInformation, clarified some of the questionnaire findings, and generated data 

about issues not included in the original research questions. 
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Concluding remarks 
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Chapter 7. Concluding remarks. 

In this chapter, a brief summary of the main findings reported in this thesis will be 

presented, the policy implications derived from these findings will be discussed, and 
in the light of these, some ideas for future research will be suggested. 

Summary of the main findings 

The findings from the three studies that comprise this thesis can be summarised 

around three main themes: knowledge and attitudes about breast cancer, breast 

screening, and DCIS. 

I. I. Knowledge and attitudes about breast cancer 

Women's knowledge about breast cancer seems to have improved sinc e Payne 

conducted her survey in the 1980s (Payne, 1989,1990). Most respondents to the 

breast screening questionnaire knew the basics about breast cancer, such as that a 

breast lump is a possible sign of breast cancer. 

However, despite the increased attention recently devoted to breast cancer by the 

media, respondents were confused about perhaps less well-known symptoms such as 

whether a nipple discharge could be a sign of breast cancer, and appeared unable to 

grasp probability concepts such as what their chance of developing breast cancer 

might be. This was in spite of the fact that 135 respondents (11 per cent) were health 

professionals, who presumably knew more about breast cancer than respondents from 

other professional backgrounds and, therefore, might have increased the overall level 

of knowledge about breast cancer. A similar lack of knowledge about breast cancer 

has been previously reported in several countries (Black et al., 1995; Hebert-Croteau 

et al, 1997; Lavelle and Charlton, 1998; Lerman et al., 1990; Paul et al., 1999; 

Payne, 1989,1990; Price, 1994). 

Not only were women unaware of some general breast cancer issues, but as Schwartz 

et al (2000) and Thornton (1997b) had warned earlier, they were also unaware of the 

existence of non-invasive breast cancer. Although the epidemiological study of DCIS 

data revealed that the number of DCIS diagnoses has increased since the start of the 

198 



Chapter Seven 

NHSBSP and is likely to continue to increase in the near future, few respondents to 

the breast screening questionnaire indicated that they had heard of DcIS, and none of 

the women diagnosed with this condition had heard of it prior to diagnosis. 

Of particular concern was the finding that women aged 50 and over did not know 

more about breast cancer than younger women, even though they were at increased 

risk of developing the condition because of their age and were invited to have routine 

mammograms by the NHSBSP (Baum et al., 1996; Department of Health, 1993). 

Similar to findings from previous studies (Lerman et al., 1991a, 1991b; McCaul et al., 

1998), respondents to the breast screening questionnaire reported worrying about the 

possibility of developing breast cancer and had a fairly pessimistic view of the 

disease. This is not surprising because breast cancer is universally regarded with fear 

(Baum et al., 1994; Fallowfield with Clark, 199 1; Sikora, 1999; Spittle and Morgan, 

1999). However, and similar to Paul et al. 's (1999) and the NCI's (1999) reports, 

those women aged 50 and over were not more worried about breast cancer than 

women in their forties and did not feel that worrying about breast cancer was more of 

a problem than younger women did. 

The fact that women aged 50 and over did not know many things about breast cancer 

may mean that they did not accurately assess their risk of developing the condition, as 

already reported by previous studies (Friedman et al., 1998; Hebert-Croteau et al., 

1997; MacLean et al, 1984; NCL 1999; Paul et al, 1999), and therefore, were unable 

to make informed choices about whether or not to attend for breast screening. On the 

other hand, they did not appear to be too worried about breast cancer, so the NHSBSP 

does not seem to have caused them any unnecessary concern about the disease. 

Also of concern was the finding that women from ethnic minorities and in low 

occupational levels displayed the lowest levels of knowledge about breast cancer, a 

f inding previously noted by other studies (NEIler and Champion, 1997; Paul et al., 

1999). 

In summary, women's knowledge about breast cancer could be improved, which 

might change their attitudes about the disease. The policy implications derived from 
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these findings will be discussed in section 2.1.1. 

1.2. Breast screening 
Similar to findings from previous studies (Black et al., 1995; French et al., 1982), 

some lack of knowledge and misconceptions about breast sdreening were apparent in 

the responses to the breast screening questionnaire. For example, some women 

wrongly believed that breast screening helped to prevent breast cancer, which 
influenced their decision to accept the NHSBSP invitation. 

Breast screening is said to be 90 per cent sensitive (Rooney et al., 2000; Wilson, 
2000), and only a quarter of the respondents rightly indicated so in the questionnaire. 
Those who thought that breast screening was more accurate were women aged 50 and 
over and women in low occupational levels, perhaps because the former were the 

group targeted by the NHSBSP and the latter did not know much about breast cancer. 

The study of women diagnosed with DCIS revealed patients' positive feelings about 
breast screening, mainly because, as suggested by other studies (French et al, 1982; 

Price, 1994), their own condition had been detected by mammography. Moreover, as 

anticipated by Roberts (1989), some women even felt lucky and grateful that their 

condition had been detected. They may have felt like this because of the way their 
diagnosis was disclosed to them; women diagnosed with screen-detected breast 

cancer tend to be reassured about the early nature of their condition and the positive 
future outlook (Farmer, 1996,2000). This is worrying in the case of DCIS because 

the risk of local recurrence is very real (Sharma et al., 1997; Silverstein, 1998), and 

the best way of assessing the factors associated with lower recurrence rates is yet to 

be determined (Hetelikidis et al., 1999; Van Zee et al, 1999). None of the DCIS 

patients appeared to know this when their treatment was decided, and it would be 

interesting to see how they would react should they have a recurrence in the future. 

Misconceptions about the purpose and accuracy of screening among the British 

public have also been noted by Austoker (1999). It may well be that the way the 

NHSBSP is promoted gives women unrealistic expectations (Baum, 1999; Roberts, 

1989; Wilson, 2000). Therefore, women's knowledge of mammography needs to be 

improved in order to dispel misconceptions and give them a more realistic perception 
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of this screening method. The policy implications derived from these findings will be 
discussed in section 2.1.2. 

1.3. Psychological morbidity, information and treatment decision-making issues 

around a DCIS diagnosis .4 

Most of the DCIS patients associated breast cancer with breast lumps, none of them 
had ever heard of DCIS prior to diagnosis and all of them were unaware of the 

possibility of being diagnosed with it when having a mammogram, which meant that 

their diagnoses were unexpected, and consequently, a source of shock and upset. In 

fact, many of the patients were psychologically affected at the time of diagnosis, a 
finding also reported by Amichetti et al. (1999). However, their mental health 

improved further from diagnosis, as indicated by their responses to the GHQ-12 at 
both follow-ups. 

The discovery that breast cancer was developing whilst unaware of it might be the 

reason why some women wondered whether all their cancer had been completely 

removed and worried about the possibility of having a recurrence in the future. Kelly 

(1997) and Wardle and Pope (1992) warned that this lack of preparation for the 

possibility of a diagnosis might lead women t, o worry about their doctor's and their 

own ability to detect recurrences and have difficulties adjusting to their condition. 

Given the lack of psychosocial research on DCIS, there is also a lack of theoretical 

models that have been applied to this condition, but Farmer's (1996,2000) new 

cognitive model of breast cancer might explain why some women expressed doubt 

and worry towards the end of the interviews. According to her, for many years 

women have associated breast cancer with major surgery, unpleasant treatments and 

eventual death. However, the introduction of the NHSBSP, the positive description of 

breast cancer in the media, and the trend towards BCT and day case surgery have all 

minimised the disease and contributed to the creation of a new cognitive model of it; 

one in which breast cancer requires minor surgery and is perceived as asymptomatic, 

unlikely to spread, and curable. This new model is at odds with the traditional one 

and has not been assimilated by many women, which causes them some cognitive 

conflict. Thus, some of the DCIS patients appeared to be fine when diagnosed, but 

later on wondered whether all their cancer had been removed and expressed fear for 
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the future (i. e. they had temporarily assimilated the new cognitive model, but the 
traditional model became eventually dominant in their minds). Others feared death 

from the outset (i. e. they never assimilated the new cognitive model). Finally, a few 

did not worry about their diagnosis at all, possibly because they had the new cognitive 

model in their minds at all times. .4 

As previously noted by breast cancer studies from several countries (Bilodeau and 
Degner, 1996; Cassileth et al., 1980; Degner et al, 1997; Ford et al., 1996; Galloway 

et al., 1997; Graydon et al., 1997; Luker et al., 1995,1996; Jones et al., 1999; 
Matthews et al., 1994; Meredith et al., 1996; NCA, 1996; Sttigelbout and Kiebert, 

1997; Suominen, 1992), the information needs of this sample of DCIS patients were 

mainly disease-related, and they received information mainly about physical/medical 

matters. 

Also similar to other breast cancer studies (Bilodeau and Degner, 1997; Luker et al, 

1996; Meredith et al, 1996; Suominen, 1992), these DCIS patients used more 

personal than written sources of information, with the exception of the leaflet entitled 
"Information for women with ductal carcinoma in situ" that they were given at the 

breast clinic. Few women received information outside hospital, which meant that 

they usually waited for their follow-up appointments to ask questions and obtain 

additional information. 

On the whole, patients declared themselves to be satisfied with the information 

received. However, as the interviews proceeded, it became clear that not all patients 

were satisfied with it and some of them still had information needs at follow-up, 

which has also been found to be the case in patients with invasive breast cancer 
(Luker et al., 1995,1996). 

Despite what the literature suggests regarding the treatment choices potentially 

available to women diagnosed with DCIS, only two out of the 13 patients were given 

a choice of treatment. This supports Farmer's (1996,2000) finding that treatment 

choice is not always offered at the study centre. Therefore, despite the growing 

emphasis on a shared decision-making process and the ideal situation of DCIS for this 

to happen, most medical encounters in the longitudinal study of women diagnosed 
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with DCIS took place in what resembled the traditional paternalistic decision-making 

model described by Charles and colleagues (Charles et al, 1997,1999a, 1999b, 2000; 
Gafni et al, 1998). The doctor decided the treatment and communicated his decision 

to 11 out of the 13 patients. Most of the patients appeared to be happy with this 
situation and, similar to patients from previous studies (Beaýer el al., 1996; Degner 

and Sloan, 1992; McKinstry, 2000; Stiggelbout and Kiebert, 1997), preferred to play a 

passive role in the treatment decision-making process. 

In summary, the women diagnosed with DCIS who took part in the longitudinal study 

suffered from psychological morbidity, especially at the time of diagnosis. They were 

completely unaware of this condition and were unprepared for their diagnosis. Their 

main information needs were disease -related, and in some cases the information 

provided about their condition could have been improved. Most of them preferred 

and played a passive role in treatment decision-making, but some showed a 

preference for a more active role. The policy implications derived from these findings 

will be discussed in section 2.1.3. 

2. Implications derived from the findings . 

Policy implications 

In the light of the findings outlined in the previous section, recommendations can be 

made regarding women's knowledge and attitudes about breast cancer, breast 

screening, and women diagnosed with DCIS. 

2.1.1. Knowledge and attitudes about breast cancer 

The studies presented in this thesis reveal that women need to be better informed 

about breast cancer. Recently published NHS documents such as "The NHS Cancer 

Plan" (Department of Health, 2000a), "'The NHS Plan! ' (Department of Health, 

2000b), "Working Towards a Cancer Information Strategy" (Department of Health, 

2000c), and "The NHS Cancer Information Strategy" (Department of Health, 2000d), 

and also recognise the need to improve the information available to both patients and 

the general public about cancer. 

However, before this happens, a new baseline of women's knowledge and beliefs 
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about the disease needs to be established (Lavelle and Charlton, 1998) so that it can 
be used as the foundation of any future health education programme (Spittle and 
Morgan, 1999). In the light of the findings from the breast screening questionnaire, 
there is a need for breast cancer education programmes not merely aimed for the 

general public, but tailored towards specific groups of wombn such as older women, 

women from ethnic minorities, and those with low educational levels. Therefore, it 

would be particularly important to establish the beliefs and attitudes about breast 

cancer and breast screening of these particular women before the education 

programmes are designed and implemented. Access to these groups of women could 
be obtained from GPs' records and venues they are likely to attend, such as 

pensioners' clubs, places of worship, children's playgroups, etc. Younger women 

could also be accessed on the Internet, maybe by asking them to complete a 

questionnaire before entering their website of interest. Once this baseline of breast 

cancer knowledge and attitudes is established, appropriate health education 

programmes can be designed, always considering women's particular needs, whether 

cultural, religious or other. 

Knowledge of DCIS was found to be very low in both the breast screening 

questionnaire and the longitudinal study of women diagnosed with DCIS. Therefore, 

women need to be educated about the distinction between invasive and non-invasive 

cancers (Jatoi and Baum, 1995), and made aware of the possibility of being diagnosed 

with DCIS when accepting the NHSBSP invitation (Thornton, 1997b, 1997c). This 

might affect their decision to attend for breast screening; it is worth remembering that 

60 per cent of the women who took part in Schwartz et al. 's (2000) study wanted to 

take DCIS into account when deciding about mammography. 

2.1.2. Breast screening 

Breast screening is a controversial issue, and a lack of knowledge and misconceptions 

about this topic were apparent both in the breast screening questionnaire and the 
longitudinal study of DCIS patients. 

Recently published NHS documents (Department of Health, 2000a, 2000c, and 

2000d) acknowledge that women need to understand the potential benefits and harms 

associated with breast screening in order to be able to make an informed choice about 
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whether or not to attend. However, the NHSBSP website (2000) provides information 

about breast screening in such a way that women may get the impression that having a 
mammogram will have mainly a positive effect on their lives. For example, the 

possibility of having a false negative result is only briefly mentioned, and there is no 

mention of false positive cases or of the existing uncertaintý about how best to treat 

screen-detected conditions such as DCIS. 

The NHS Cancer Plan (Department of Health, 2000a) dedicates a whole chapter to 

screening and how to improve it The Government plans to expand the NHSBSP; two 

views of the breast will be taken at every screening by 2003 and routine invitations to 

breast screening will be sent to women up to the age of 70 by 2004. These measures 

could -increase cancer detection rates by 43 per cent and presumably considerably 

more DCIS cases will be diagnosed in the near future. Therefore, women will more 

than ever need information about this condition and the possibility of being diagnosed 

with it if they decide to accept the NHSBSP invitation. 

The NHS Cancer Plan also promises a national information leaflet on breast screening 
for all women by 2001 (Department of Health, 2000a). GPs and the media also have 

an important role to play in providing information, as they are often the main channels 

through which women obtain information about breast screening. 

The General Medical Council's (1999) guidance on seeking patients' consent for 

screening makes it clear that women should be made aware of the purpose of 

screening, the likelihood of positive/negative findings, the possibility of false 

positive/negative results, the uncertainties and risks associated with screening, any 

medical, social or financial implications of screening, and follow-up plans including 

counselling and support services. 

Therefore, there appears to be a consensus about women's need for full, honest 

information about screening (Austoker, 1999; Benson ef al., 2000; Black et al., 1995; 

Farmer, 1996,2000; Roberts, 1989; Saidi et al., 1998; Schwartz et al., 2000; 

Watmough et al., 1997; Wilson, 2000), but this provision of information will not be 

easy to implement. Austoker (1999) argues that it is not clear what and how much 
information should be given, and how it should be provided. Additionally, doctors 
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will have to be aware of vast amounts of complex information that patients might 
have difficulties to assimilate. Research is being conducted to assess what 
information women want about the NHSBSP and the best way to give them that 
information (Department of Health, 2000a), and more research is needed to answer all 
these as yet unanswered questions. Once these questions have been answered, 
information about breast screening should be available at a wide variety of places, 
including GP surgeries, local voluntary organisations, and libraries. 

2.1.3. Psychological morbidity, information and treatment decision-making 

issues around a DCIS diagnosis 

Since some women diagnosed with DCIS do appear to suffer from high psychological 

morbidity levels when newly diagnosed, it is necessary to make health professionals 

aware of this possibility because the prognosis is not always a major determinant of 

psychological response (Amichetti et al., 1999). Women with high levels of 

psychological morbidity need to be identified and offered appropriate support. 

Given that women seem to view breast cancer from the 'traditional' point of view 
described by Farmer (1996,2000) and are largely unaware of the existence and the 

possibility of being diagnosed with screen-detected non-invasive breast cancer, 

providing them with information beforehand might help them to: (a) make the 

transition from the 'traditional' to the 'new' way of viewing breast cancer, which is 

more current and accurate; (b) make an informed choice of whether or not to accept 
the NHSBSP invitation; and (c) be mentally prepared for the possibility of being 

diagnosed with screen-detected non-invasive breast cancer if they decide to attend, 

which in turn, might make their adjustment to such a diagnosis smoother. Some 

DCIS patients certainly wished they had known about their condition prior to 
diagnosis. However, the emphasis should be on making information available to 

women but not bombarding them with it because, as revealed by the present study and 

others (Leydon et al., 2000; Luker et al., 1995,1996), not all patients want 
information at all stages of their illness. 

Admittedly, giving information about DCIS will not be easy due to the great deal of 

confusion and disagreement surrounding this condition. It is imperative that a set of 

recommendations for the treatment of DCIS is agreed at national level and adhered to 
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by health professionals, as the longitudinal study of DCIS patients revealed that what 
is recommended and what is actually done, at least in the study centre, are two 
different things. 

The NHS Cancer Information Strategy (Department of Health, 2000c, 2000d) 

acknowledges the need to provide cancer patients with a Cancer Information Pack. 

An information pack developed specifically for DCIS patients could include a leaflet 

similar to that entitled "Information for women diagnosed with ductal carcinoma in 

situ", which was highly valued by the patients themselves, as well as information on 
local (e. g. the Wessex Cancer Trust) and national (e. g. BACUP) voluntary support 

organisations, so that women can contact them as and when necessary, not only at 
'diagnosis but throughout their illness., 

However, written information should not be a substitute for personal contact with 
health professionals, which was patients' preferred method of receiving information 

in the longitudinal study of DCIS patients. Health professionals need to be 

understanding and sensitive to womens concerns both at diagnosis and at their 
follow-up appointments. The Government recognises that good communication 
between health professionals and patients is essential for delivering high quality care 

and for empowering patients to be involved in decision-making, and describes its 

plans to provide training in communication skills in its NHS Plan. For example, 
demonstration of competence in communication with patients will be a pre-condition 

of qualification by 2002 (Department of Health, 2000a). 

The NHS Cancer Information Strategy (Department of Health, 2000c, 2000d) also 
describes patient support groups and local voluntary organisations as invaluable 

resources. DCIS patients might benefit from contact with other patients and, given 

the lack of information and support available for them and the fact that the number of 

cases is likely to increase, this might be the time to set up such groups and make 

patients aware of their existence. For example, a list of local groups could be 

included in their Cancer Information Pack. These groups could incorporate former 

DCIS patients as well as recently diagnosed women, and they could additionally help 

women to get rid of the sense of isolation that seems to surround them when 
diagnosed with this condition. 
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Similar to the information about breast screening, information about DCIS should also 
be made available to the general public at a variety of locations where women can 
pick it up and read it should they wish to do so. In this way, the wishes of those 

women who prefer not to know about DCIS are also respeded. 

If the ideal of shared treatment decision-making is to become a reality for women 
diagnosed with DCIS, they will need to know what treatment alternatives are 
available to them, what advantages and disadvantages are associated with each 
alternative, and if one alternative happens to be the best option for them (e. g. 

mastectomy in the case of large lesions or lesions near or involving the nipple), they 

should be told why other options are not suitable to their particular case. 

Although most of the women diagnosed with DCIS preferred to play a passive role in 

the treatment decision-making process, a few did reveal a preference for either a 

collaborative or an active role. Therefore, health professionals need to find out what 

role patients want to play and make sure their preferences are respected as much as 

possible, an idea also suggested by several other authors (Beaver et al., 1996; 

Coulter, 1999; Fallowfield et al., 1990b, 1994a, 1994b; McKinstry, 2000; Richards et 

al., 1995; Waterworth and Luker, 1990). This is also important if further treatment 
decisions are to be made after the initial diagnosis and treatment, as preferences 

regarding treatment decision-making may change as time goes by. For example, 
DCIS patients in the longitudinal study became more positive towards a slightly more 

active role further from diagnosis, maybe because their normal decision-making style 
had been restored by then. 

Finally, if the shared decision-making process is to remain the ideal of medical 

encounters, then both health professionals and patients need to be educated about 

what it entails and how to achieve it. Doctors' communication skills can be taught 

and improved, and decision aids are being researched and developed to help doctors 

communicate information to patients. However, no specific information to empower 

patients to become more assertive and not fear the consequences of a more assertive 
behaviour has been identified in the literature, and it is not known whether 

empowering patients would be beneficial to them or if they would actually become 
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more active in the treatment decision-making process. It might be that generational 
differences are so great that no amount of information will persuade older Patients to 

participate in treatment decisions, whereas younger patients may well demand more 
involvement in the treatment decision-making process, as they are less likely to see 
doctors as authority figures. A 

2.2. Research implications 

The current lack of psychosocial research on DCIS makes it an exciting and new topic 

to explore from different points of view, and all contributions to the understanding of 

this condition would be welcome. However, in the light of the findings and 
implications presented in the previous sections, it would be appropriate to carry out 

the following studies: 

9A large scale study that establishes the beliefs and attitudes about breast cancer 

and breast screening of older Women, women from ethnic minorities, and those 

with low educational levels, so that their views and beliefs can be used as a 
foundation for any breast cancer education programme in the future and their 

particular needs are appropriately addressed. Women's religious, cultural and/or 

educational needs should be considered when designing and carrying out such a 

study. For example, the survey should be written in the respondents' first 

language and in a way that is easy to understand and complete, the purpose and 

requirements of the study could be presented by a member of their community, 

and help to fill in the questionnaire should be available if required. 

A replication of the longitudinal study of women diagnosed with DCIS in other 

medical centres would determine whether the issues identified as important by the 

women in the present study are also important for women diagnosed with the 

same condition but treated in different hospitals and by different medical teams. 

Ideally, this study should involve a wider variety of women than the study 

reported in this thesis so that the experiences and beliefs of, say, women from 

different ethnic backgrounds, are fully explored and understood. 

9A study like the one described above could be enhanced by recording the 
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consultations with the surgeons and BCNs in order to obtain a full picture of what 
actually happened (e. g. what type of information was actually given) and not only 
women's accounts of what they felt happened. These consultations could be 

either tape-recorded or video-recorded. Tape-recording would be less intrusive 

and easier to analyse, but important data such as non-veibal communication would 
be missed. On the other hand, video-recording equipment might prove to be more 
intrusive in the consultation room and the data would probably be more 
complicated to analyse than tape-recorded data, but this method would provide a 
full picture of what goes on in that room during those crucial few minutes. 

e Finally, it would also be interesting to find out if women who receive information 

about breast screening and the possibility of being diagnosed with screen-detected 
non-invasive breast cancer before having a m=mogram adjust to a DCIS 
diagnosis better than those who do not receive such information. 

3. Methodological critique 

3.1. Breast screening questionnaire 
Questionnaires are an efficient way of obtaining large amounts of information from 

many people at a relatively low cost in a short period of time (Bowling, 1997a; - Brodie 

et al., 1994; Coolican, 1990; Fife-Schaw, 1995b; Robson, 1993). This was the case of 

the breast screening questionnaire. Additionally, none of the respondents complained 

of it being difFicult to complete. 

When carrying out surveys, a major concern is that respondents may not be 

representative of the target group (Brodie et al., 1994), which in this case'was the 
University female staff population, but the sample appeared to be representative of the 

population in terms of its socio-demographic characteristics. Additionally, the 

response rate obtained (52 per cent) was typical for one administration (Bastani et al., 
1994). The response rate might have improved by sending reminders to non- 

respondents, but this would have meant having to identify them in a way that the 

questionnaires would not have been anonymous, which might have been detrimental 

for the response rate in the end (Brodie et al, 1994; Coolican, 1990; Goddard and 
Villanova, 1996), especially given the sensitive nature of the topics involved 
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(Bowling, 1997a; Robson, 1993). A compromise between maintaining the anonymity 
of individuals and trying to obtain an acceptable response rate had to be achieved. 
Reminders could have also been sent to the whole sample, but this would have had 

cost implications. 

3.2. Longitudinal study of women diagnosed with DCIS 

The GHQ-12 proved to be a good instrument with which to identify women suffering 
from high psychological morbidity levels. Its reliability, sensitivity, ease of 

completion and score make it an attractive choice when deciding what psychometric 
instrument to use. Other questionnaires (e. g. the combination of the HADS and the 

RSCL) have been popular choices in previous breast cancer studies, such as those 

conducted by Fallowfield and colleagues in the 1990s, but have been criticised 
because it is not known which one most accurately identifies patients with anxiety and 
depression and what threshold values should be used (Hall et al., 1999). Also, being 

two questionnaires, they add to the participants' burden, and therefore, might be 

detrimental for the response rate. 

The adaptations of the Information Needs Questionnaire, the Sources of Information 

Questionnaire, and the Role Preferences Card Sort seemed to be a good way of 

obtaining a great deal of information in a relatively cheap, quick and simple way, and 

none of the patients reported difficulties completing them. Although these measures 

were originally developed for patients with invasive breast cancer, they seemed 

applicable to patients diagnosed with DCIS. However, the data obtained from the 

questionnaires was somewhat superficial, whereas the interviews provided richer and 

more in-depth details of the'issues explored and helped to clarify some of the 

responses from the questionnaires. For example, some women indicated in the 

questionnaires that they did not have a choice of treatment but explained in the 
interviews that they could have refused the treatment offered to them, which they 

thought was a choice in itself. The sensitive nature of some of the questions made the 

semi-structured interview the ideal method of obtaining information, as women were 
then able to share thoughts and feelings that could not be explored with a yes/no 

questionnaire format. On the other hand, the interviews generated vast amounts of 
data, including issues not covered by the original research questions, such as women's 

experiences of the different treatment procedures and their recovery from surgery, 
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which made their analysis time-consuming. 

Although some breast cancer studies have included a comparison group (e. g. Farmer, 
1996,2000), no comparison group was included in the present study. It is very 
complicated to choose an appropriate one; should it consist bf women who have had 
breast surgery or general surgery? Should it involve women with the same marital 

status, or the same ethnic background, or the same educational level, or all of these 

characteristics? Also, the aim of the present study was to explore issues surrounding 

a DCIS diagnosis, and being one of the f irst studies on this topic, it would have been 

virtually impossible to decide on an appropriate comparison group. 

Finally, the sample size in the present study was small, which is often a reason why 

qualitative studies are criticised. However, qualitative studies should not be evaluated 

with the same criteria as those of the traditional positivist, quantitative research 

(Chamberlain et al, 1997; Smith, 1992; Webb, 1992). Therefore, the present study 

was not concerned with its external validity but with its applicability or transferability 

(Sandelowski 1986; Koch, 1994; Smith, 1996; Webb, 1992). No ambiguities or 

contradictions were apparent and the triangulation of methods increased the 

confidence in the results. 

Final conclusion 

In the light of thd results reported in this thesis, there appears to be a crucial tension, 

identified by Austoker (1999), between providing patients with information so that 

they are able to make informed choices and participate in the treatment decision- 

making process, and not providing patients with information because they cannot 

cope with bad news and must remain ignorant of medical uncertainties that might 
discourage them from attending screening services and/or medical consultations. 

These issues are clearly relevant to DCIS patients as well as any woman who receives 

the NHSBSP invitation, but they probably also apply to individuals invited to attend 

other screening programmes. The NHS Cancer Plan (Department of Health, 2000a) 

explains that new developments in cervical screening technology are being evaluated, 

and if successful, they will be introduced in the NHS Cervical Screening Programme. 

Research is under way and the NHS might also introduce screening for colorectal, 
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prostate, ovarian, and lung cancer in the not too distant future. Therefore, as 
technology improves, increasingly earlier cases of probably unknown significance 

will be detected by screening, and the issues and questions that currently apply to 

cases detected by the NHSBSP, such as how best to treat DCIS or what DCIS patients 

are at risk of developing invasive breast cancer, will also apýly to other cancers. Until 

this tension is resolved, genuine and universal informed choice and shared decision- 

making will remain elusive. 
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Appendix A. Breast Screeninýg Questionnai're 

Dear Madam, 

University of Soutluimptoll 
Highfield 
Soutlumpton 
S0171BJ 
United l(ingdom 

Research Office +44 (0)23 8059 4791 
Fax +44 (0)23 8059 4792 
E-Mdl adn6@soton. ac. uk 
MW http; lAmvzv. sohp. soton. ac. uklsohpI 

This study is funded by the Cancer Research Campaign to investigate women's views 
and experiences about breast screening. It -is 

important that women's views are taken 
into account. Your personal experiences provide valuable information that may 
influence services. 

I would be very grateful if you could comp! ete the enclosed questionnaire and return it 
to me in. the enclosed addressed envelope by the end of October. The same 
questionnaire has been sent to all the ý women employed by the University of 
Southampton. I would like to point out that anonymity and confidentiality will be 
maintained throughout the study and in subsequent dissemination of the results. 

If this study raises concerns for you or you wish to receive information about breast 
cancer, screening and support services, please do not hesitate to contact ' me on 
extension number 2887 or at the address below. Alternatively, you can also contact 
my- supervisor (Dr Sheila Payne) On extension number. 5306. - 'o- '_je 

Thank you very much for your help with this study. 

Yours sincerely, 

ri' 
Cristina Carrera, 
PhD student 
Health Research Unit 
School of OT & Physiotherapy 

1 . 2-16- 

Health Research Occupational 77wrapy Physiotherapy University 
Podia" Rehabilitation Research Rehabilitation Medicine of Southampton 
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BREAST CANCER WORRY SCALE (Please tick one boxfor each question) 

1. During the past month how often have you thought about your own chances of 
developing breast cancer? Would you say... 

Not at all or rarely 0 
Soradtimes 0 
Often 0 
Almost all the time 0 

2. During the past month, have thoughts about your chances of getting breast cancer 
affected your mood? Would you say... 

Not at all or rarely 0 
Sometimes 0 
Often 0 
A Imost all the time 0 

3. During the past month, have thoughts about your chances of getting breast cancer 
affected your ability to perform daily activities? Would you say... 

Not at all or rarely 0 
Sometimes 0 
Often 0 
Almost all the time 0 

4. How concerned are you about the possibility that you might get breast cancer 

someday? Would you say... 
Not at all or rarely 0 
Sometimes 13 
Often 11 
Almost all the time 0 

5. How often do you worry about developing breast cancer? Would you say... 
Not at all or rarely 0 
Sometimes 0 
Often 0 
Almost all the time 0 

6. How much of a problem is worrying about breast cancer to you? Would you say... 
Not at all or rarely 0 
Sometimes 0 
Often - 0 
Almost all the time 0 
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1. Have you heard of the National Health Service Breast Screening Programme 
(NHSBSP)? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, how did you hear about it? ................................... I .................................. 

What do you think its purpose is? ..................................................................... 

............................................................................................................. 

2. Please answer only if you are 50 years old or older - Have you been invited to 
attend for a mammography every three years? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, have you attended? (Please tick the appropriate answer) 

Yes 0 
No 0 

Please indicate why or why not ..................................................................... 

3. How accurate do you think breast screening is in detecting breast cancer? (Please 
circle the appropriate answer) 

50% 60% 70% 80% 90% 100% 

4. How accurate would you like it to be? (Please circle the appropriate answer) 

50% 60% 70% 80% 90% 100% 

5. Have you heard of a breast condition called ductal carcinoma in situ (DCIS)? 
(Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, how did you hear about it? ................................................................... 

What do you thý it is? 
................................................................................. 

Please turn over 
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6. Please read each sentence and decide whether you strongly agree (5), agree (4), 
don't know (3), disagree (2), or strongly disagree (1) with it. There are not right or 
wrong answers, but try to use (3) only if you are really not sure. Please make sure 
that you circle every sentence. 

I think the first siRns of breast cancer could be 
.4 

A lump in the breast 5 4 3 2 

A pulling-in of the nipple 5 4 3 2 

A pain in the breast 5 4 3 2 

A sore on the breast that does not heal 5 4 3 2 

An abnormal discharge from the nipple 5 4 3 2 

I think detection of breast cancer involves 

A blood test 5 4 3 2 

A doctor examining the breasts 5 4 3 2 

A woman examining her own breasts regularly 5 4 3 2 

A chest X-ray 5 4 3 2 

1 think after finding a breast 1= you should 

See a doctor immediately 5 4 3 2 

Wait for a month before seeing a doctor 5 4 3 2 

Do nothing 5 4 3 2 

Wait and see if it gets bigger 5 4 3 2 

Talk it over with a friend 5 4 3 2 

I think after treatment for breast cancer 

Life returns to normal 5 4 3 2 

The future remains uncertain 5 4 3 2 

Life becomes very limited 5 4 3 2 

Medical treatment continues for a long time 5 4 3 2 

Life is never the same again 5 4 3 2 

it is cured and goes away 5 4 3 2 

It comes and goes every so often 5 4 3 2 

it stays with you all the time 5 4 3 2 
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7. Please circle the answer that you think is correct: 

The chance of a woman developing breast cancer is 

1 in4 I in 12 1 in 24 1 in 96 

After treatment, the avemge length of time most women live with breast cancer is 

I year 5 years 10 years 25 years 

Women most commonly get breast cancer between 

25-35 years 3545 years 45-55 years 55-65 years 

I examine my breasts 

Never Occasionally Regularly 

I have had a cervical smear test for cancer 
Yes No Not sure Don't know what a smear test is 

8. Please can you complete the following: 

Your age: ....... years 

Your marital status (please circle the appropriate answer): Single 

Married 

Separated 

Divorced 

Widowed 

Your ahnic background (please circle the appropriate answer): 

White European 

White non-European 
Black Afro-Caribbean 

Asian 

Other (please specify): ...................................... 

Your occupation: ....................................................................... 

THANK YOU VERY MUCH FOR COMPLETING THIS QUESTIONNAIRE 
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Appendix B. Breast Screening Questionnaire: 
coding of the responses to an open-ended question 

The following are the first 50 responses to the 'What do you think the purpose of 
the NHSBSP is? ' item. 

1=early detection of breast cancer 
2=cancer/abnormalitities detection 
3=screening at risk/50 + women 
4=education/raising awareness 
5=prevention 
6=reducing breast cancer incidence/mortality 
7=research 
8=other 

A 

1. To detect possible problems at an early -stage. I 

3. To detect early signs of tumours by X-ray scanning of breasts. 

4. To treat cancer early. 1 

S. To check whether women need and carry out a breast screening for all women. 8 

6. To check for breast cancer and keep records of occurrences? 2,7 

7. Prevention. 5 

8. Early detection of breast cancer. 1 

9. Early detection. I 

10. Detecting breast cancer in early stages. 1 

11. To detect early signs of breast cancer so early treatment can be given. 1 

12. To identify cases early on, thereby having early treatment and increasing 

chances of survival (but I don't think it does 1). 1 

14. Early detection. Hopefully, if a tumour is treated early it can be successful. 1 

15. To educate women in screening services, particularly in older age group. 4,3 

17. To detect as early as possible any abnormalities. 1 

18. To detect breast cancer. 2 

19. To safeguard women from developing or possibly dying of cancer. 5,6 

20. To detect early stages of breast cancer. 1 

21. To find any abnormalities as early as possible. 1 

22. To detect breast cancer early. 1 

23. To screen women aged between 50 and 60? on a routine basis. 3 

24. To screen for breast cancer over age of 50.29 3 

26. To screen women for breast cancer. 2 
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27. To catch turnour at very early stage for less drastic intervention. 1 
28. To identify women likely to have breast cancer in order to provide treatment 
faster. 3 

29. To detect lumps. 2 

30. To try to detect breast abnormalities at an early stage' I 

3 1. Early warning system for breast cancer. 1 

32. To detect early signs of breast cancer. 1 

34. To detect at an early stage possibilities of breast cancer. 1 

36. Saving the whales? Returning ý&s Thatcher to power? Ask a silly question... 8 
37. To screen women for abnormalities to catch turnours when they are more 
treatable (maybe). 1 

40. To detect at early stage and to inform. 1,4 

42. To detect cancer of breast in women who are high risk age. 2,3 

43. Trying to catch the onset of breast cancer as soon as possible. 1 

44. Diagnosis of early stages of cancer. I 

45. To detect possible lumps in the breast. 2 

46. Early detection and therefore early treatment where necessary. 1 

48. To inform. 4 

50. Screening for women over 50 years old. 3 

5 1. To detect cancer at its earliest point Screen those who are at greatest 

susceptibility. 1,3 

52. Detection of breast cancer before symptomatic. 1 

54. To screen women in high risk category (i. e. post-menopausal or with family 

history). 3 

55. Early detection of disease. 1 

56. Earlyq detection of breast cancer. 1 

57. To screen women with a history of cancer and those over 50.3 

58. To screen/make screening available to women 50+. 3 

62. Early detection. 1 

63. To provide a service for regular screening of women. 2 

64. To screen women for breast cancer. 2 

68. To make people aware that breast cancer can be treated if women check their 

breasts regularly and are screened. 4 
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Appendix C. Breast Screening Questionnaire: codebook 
VARIABLE IABEL RANGE NESSING VALUES VALUES 

Age Age as entered by 17-65 99 N/A 
respondents 

Age2 Age recoded 1-3 9 1=17-29 years 

Marital Marital status 1-5 9 

Marital2 Marital status 1-2 9 
recoded 

Ethnic Ethnic background 1-5 9 

Ethnic2 Eflinic background 1-2 9 
recoded 

Job Occupation as N/A 9 
entered by 
respondents 

Job2 Occupation recodcd 1-8 9 

Job3 Occupation re- 1-3 9 
recoded 

BCWSI Breast Cancer 14 
Worry Scale-item I 

BCWS2 Breast Cancer as above as above 
Worry Scale-itcm 2 

2=30-39 years 
3=40-49 years 
4=50-64 years 

1=single 
2=married 
3=scparated 
4=divorced 
5=widowed 

1=married 
2=other 

1=white 
2=black 
3=Asian 
4=other 

1=white 
2=other 

N/A 

l=academic 
2=administration 
3=clerical 
4--tcchnical 
5=domestic/catering 
6=library 
7=professional services 
8=other 

1=middle class 
2=low middle class 
3=working class 

I =not at all/rarely 
2=sometimes 
3=often 
4=almost all the time 

asabove 

222 



Appendices 

BCWS3 Breast Cancer as above as above asabove 
Worry Scale-itcm 3 

BCWS4 Breast Cancer as above as above as above 
Worry Scale-item 4 

BCWS5 Breast Cancer as above as above as above 
Worry Scale-item 5 

BCWS6 Breast Cancer as above as above as above 
Worry Scale-itcm 6 

Freqindex Frequency of worry 1-12 99 N/A 
index 

Impact2 Breast Cancer 1-2 9 Now 
Worry Scale-item 2=rnedium-high 
2 recoded 

Impact3 Breast Cancer as above as above as above 
Worry Scale-item 
3 rccoded 

Impact6 Breast Cancer as above as above as above 
Worry Scale-item 
6 rccoded 

NHSBSP Heard of the 1-2 9 1=yes 
NHSBSP 2--no 

Invited Received NHSBSP as above as above as above 
invitation 

Attended Accepted NHSBSP as above as above as above 
invitation 

Accurate How accurate l-6 1=50% 
breast screening is 2=60% 

3=70% 
4=80% 
5=90% 
6=100% 

Ideal Ideal accuracy asabove, as above asabove 

Idea12 Ideal accuracy 1-2 9 1=50-90% 
recoded 2=100% 

DCIS Heard of DOS 1-2 9 I=yes 
2=no 
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Lump Breast lump 1-5 9 I=strongly disagree 
2=disagree 
3=don't know 
4=agree 
5=strongly agree 

Pulling Pulling-in of the as above as above as above 
nipple 

Pain Breast pain as above as above as above 

Sore Breast sore as above as above as above 

Discharge Nipple discharge as above as above as above 

Blood Blood test as above as above as above 

Doctor Doctor's as above as above as above 
examination 

Woman Woman's asabove as above as above 
examination 

X-ray Chest x-ray as above as above as above 

See See a doctor as above as above as above 
immediately 

Wait Wait for a month as above as above as above 

Nothing Do nothing as above as above asabove 

Bigger See if it gets bigger asabove as above as above 

Talk Talk with fiiend as above as above as above 

Normal Normal life asabove as above as above 

Uncertain Uncertain future as above as above as above 

Limited Limited life asabove as above . as above 

Long Long treatment as above as above as above 

Never Life is never the as above as above as above 
same 

Cured Cured as above as above as above 

Comes Comes and goes as above as above as above 

Stays Stays as above as above asabove 

Lump2 Breast lump 0-1 9 O=incorrcct/don't know 
recoded I=correct 

224 



Appendiccs 

PuIling2 Pulling-in of the as above asabove asabove 
nipple recoded 

Pain2 Breast pain recoded as above as above as above 

Sore2 Breast sore recoded as above as above as above 

Dischar2 Nipple discharge as above as above asabove 
recoded 

Blood2 Blood test recoded as above as above as above 

Doctor2 Doctor's asabove as above as above 
examination 
recoded 

Woman2 Woman's asabove asabove as above 
examination 
recoded 

Xray2 Chest x-ray as above as above as above 
recoded 

See2 See doctor as above asabove as above 
immediately 
recoded 

Wait2 Wait for a month as above as above as above 
recoded 

Nothing2 Do nothing recoded as above as above as above 

Bigger2 See if it gets bigger as above as above as above 
recoded 

Talk: 2 Talk with friend as above as above as above 
recoded 

Knowpayn Knowledge in 0-1 99 0--incorrect/don't know 
Payne's first three 1=corrcct 
subscales 

Norma12 Normal life 1-5 9 I=very optimistic 
recoded 2=optimistic 

3=don't know 
4=pessimistic 
5=very pessimistic 

Uncerta2 Uncertain future as above as above as above 
recoded 

Lirnited2 Limited life as above as above as above 
rccoded 
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Long2 Long treatment as above as above as above 
recoded 

Never2 Life is never the as above as above as above 
same recoded 

Cured2 Cured recoded as above asabove as above 

Comes2 Comes and goes as above as above as above 
recoded 

Stays2 Stays rccoded asabove as above as above 

Chances Chance of 1-4 9 1=1 in 4 
developing breast 2=linl2 
cancer 3=1 in 24 

4=1 in 96 

Length Average length of 1-4 9 1=1 year 
life after treatment 2=5 years 

3=10 years 
4=25 years 

Agegp Most common age 1-4 9 1=25-35 years 
group to get breast 2=35-45 years 
cancer 3=45-55 years 

4=55-65 years 

Chanccs2 Chances rccoded 1-2 9 1=correct 
2=incorrect 

Length2 Length recoded, as above as above asabove 

Agegp2 Age group recoded asabove asabove as above 

BSE Breast self- 1-3 9 I=never 
examination 2=occasionally 

3=regularly 

Smear Cervical smear test 1-4 9 1=yes 
2--no 
3=not sure 
4=don't know what a 
smear is 

BSE2 Breast self- 1-2 9 1=yes 
examination 2=no 
rccoded 

Smear2 Cervical smear test 1-2 9 1=yes 
rccoded 2=no, 
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Appendix D. Longitudinal study of women diagnosed with DCIS: 
questionnaires 

QUESTIONNAERES A 

Respondent's number: 
Date: 

Please turn over 
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INFORMATION NEEDS QUESTIONNAIRE 

1. The following is a list of topics that you may or may not need to receive information 
about. Please tick those that you need information about at this moment: 

How advanced the disease is and how far it has spread 10 
The likelihood of cure from the disease 0 

How the treatment may affect my ability to carry on my usual social activities 

How my family and close friends may be affected by the disease 

Caring for myself at home (for example: dieCsupport groups, help at home, 
social worker, counsellor) 

How the treatment may affect my feelings about my body and sexual 
attractiveness (breast disfigurement, breast prosthesis, reconstructive sýrgery) 

Different types of treatment and the advantages and disadvantages of each 
treatment 

Whether my children or other members of my family are at risk of getting 
breast cancer 0 

Unpleasant side effects of treatment (for example: pain, change in physical 
appearance) 0 

Is there any other topic(s) that you need information about? If so, please give details: 
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2. The following is the same list as before, but now please state your order of 
preferenc by numbering them from I (your most important information need) to 9 
(your least important information need): 

Number .... How advanced the disease is and how far it has spread 

Number .... The likelihood of cure from the disease 

Number .... 
How the treatment may affect my ability to carry on my usual social 
activities (sports, hobbies, etc) 

Number .... How my family and close fiiends may be affected by the disease 

Number .... Caring for myself at home (for example: diet, support groups, help at 
home, social worker, counsellor) 

Number .... How the treatment may affect my feelings about my body and sexual 
attractiveness (breast disfigurement, breast prosthesis, reconstructive 
surgery) 

Number .... Different types of treatment and the advantages and disadvantages of each 
treatment 

Number .... 
Whether my children or other members of my family are at risk of getting 
breast cancer 

Number Unpleasant side effects of treatment (for example: pain, change in physical 
appearance) 

Please turn over 
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3. The following is the same list as before, but now please tick those topics that you 
have already received information about: 

I have already received information about 

How advanced the disease is and how far it has spread 0 

The likelihood of cure from the disease 0 

How the treatment may affect my ability to cany on my usual social activities 

How my family and close friends may be affected by the disease 0 

Caring for myself at home (for example: diet, support groups, help at home, 
social worker, counsellor) 0 

How the treatment may affect my feelings about my body and sexual 
attractiveness (breast disfigurement, breast prosthesis, reconstructive surgery) 0 

Different types of treatment and the advantages and disadvantages of each 
treatment 0 

Whether my children or other members of my family are at risk of getting 
breast cancer 0 

Unpleasant side effects of treatment (for example: pain, change in physical 
appearance) 0 

Have you received information about any other topics that are not included in this 
list? If so, please give details: 
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SOURCES OF INFORMATION QUESTIONNAIRE 

The following questions are about sources of information that you may or may not 
have used to gain knowledge about your condition. Please indicate whether you have 
received information from each particular source, and if so, how useful it was. 

1. Have you received information from the hospital consultant? (Please tick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle theýqppropriate answer) 

12345 
Not useful at all Very useful 

2. Have you received information from the breast care nurse? (Please tick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useffil at all Very useful 

3. Have you received information from your GP? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not usefid at all Very useful 

4. Have you received information from nurses on wards/clinics? (Please lick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

Please turn over 
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5. Have you received information from leaflets? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

Please indicate what leaflet(s): 

6. Have you received information from women's magazines? (Please tick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

Please indicate what magazine(s): 

7. Have you received information from TV/radio? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

2345 
Not useful at all Very useful 

Please indicate what programme(s): 

S. Have you received information from newspapers? (Please lick the appropriate 
answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

Please indicate what newspaper(s): 
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9. Have you received information from medical books/journals? (Please tick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not uscfiil at all Very useful 

Please indicate what book(s)/journal(s): 

10. Have you received information froný the Internet? Oease tick the appropliate 
answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle'the appropriate answer) 

12345 
Not useful at all Very useful 

Please indicate what site(s): 

11. Have you received information from family/friends? (Please tick the appropriate 
answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

12. Have you received information from support groups/volunteers? (Please tick the 
appropriate answer) 

Yes 0 
No 0 

If Yes, how useful was it? (Please circle the appropriate answer) 

12345 
Not useful at all Very useful 

Nease indicate w4at group(s): 
Please turn over 
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13. Have you received information from any other source(s) not included in these 
questions? (Please tick the appropriate answer) 

Yes 0 
No 0 

If Yes, please give details: 

14. Would you like to receive information from any other source(s) not included in 
these questions? (Please tick the appropriate answer) 

Yes 
No 

If Yes, please give details: 
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DECISION-MAKING PREFERENCES QUESTIONNAIRE 

1. Please consider each of these five statements carefully and tick the on that best 
represents the role you would like tol Ua when deciding your treatment: 

I prefer to make the final selection about which treatment I will receive 0 

I prefer to make the final selection of my treatment after seriously considering 
my doctor's opinion 

I prefer that my doctor and I share responsibifity for deciding which treatment 
is best for me 

I prefer that my doctor makes the final decision about which treatment will 
be used, but seriously considers my opinion 13 

I prefer to leave all decisions regarding my treatment to my doctor 0 

2. Please consider each of these five statements carefully and state your order of 
preference by numbering them from I(your favourite statement) to 5 (your least 
favourite statement): 

Number..... I prefer to make the final selection about which treatment I will receive 

Number .... I prefer to make the final selection of my treatment after seriously 
considering my doctor's opinion 

Number .... I prefer that my doctor and I share responsibility for deciding which 
treatment is best for me 

Number .... I prefer that my doctor makes the final decision about which treatment will 
be used, but seriously considers my opinion 

Number .... I prefer to leave all decisions regarding my treatment to my doctor 

Please tum over 
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3. Have you had or been offered any treatment(s) for your condition? (Please tick- the 
appropriate answer) 

Yes 
No 

If Yes: 
Please indicate what treatment(s): 

Did you have a choice of treatment? (please tick the appropriate answer): 

Yes 
No 

If Yes, please indicate what choices you had: 

Who decided your treatment? (please tick the appropriate answer): 

The hospital consultant 
Yourself 
The hospital consultant and yourself 
Other (please spedjy) ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... ... . 

Please consider each of these five statements carefully and tick the on that best 
represents the role you have actually playe when deciding your treatment: 

I made the final selection about which treatment I had 11 

I made thefinal selection of my treatment after seriously considering my 
doctor's opinion 0 

My doctor and I shared responsibility for deciding which treatment was best 
for me 0 

My doctor made the final decision about which treatment was used, but 
seriously considered my opinion 11 

I left all decisions regarding my treatment to my doctor 0 
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C QUESTI AIR'E'-' 

Please read this carefully: 

We should like to know if you have had any medical complaints, and how your health has been in general, over 
thepastfewweeks. Please answer ALL the questions simply by underlining the answer which'* think most 
nearly applies to you. Remember that we want to know about present and recent complaints, not those you had 
in the past. it is important that you try to answer ALL the questions. 

Thank you very much for your co-operation. 

HAVE YOU RECENTLY: 

I - been able to concentrate Better Same Less Much less 
on whatever you're doing? than usual as usual than usual than usual 

2 - lost much sleep over Not No more Rather in6re Much more 
worry? at all than usual than usual than usual 

3 - felt that you are playing More so Same Less. useful Much less 
n useful part in things? than usual as 11--niRl than ustial usefil 

4 - felt capable of making More so Same Less so Much less 
decisions about things? than usual as usual than usual capable. 

5 - felt constantly. under Not- No more .... Rather. more ... Muchmore, 
strain? at all than usual than usual usual 

6 overcome felt you couldn't Not No more Rather more. Much more 
' your difficulties9 at all than usual than usual than usual 

7 been able to ergoy your More so Same Less so Much less 

normal day-to-day' activities? -than usual as usual -than usiiil - thanusual 

8 - been able to face up to More so Same Less able Much less 

your problems? tham usual - as usual - thah usual:: ablq 

9 - been feeling unhappy and Not No more Rather more Much more 
depressed? at all than usual than usual than usual 

10 - been losing confidence Not No more Rather more Much more 
in yourself?. at all than usual than usual thin usual 

11 - been thinking of yourself Not No more Rather more Much mor*e 
as a worthless person? at all than usual than usual than usual 

12 - been feeling reasonably More so About same Less so Much less 
happy, all things considered? than usual as usual than usual than usual 

Please tum over 
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AND FINALLY, A BIT OF ANONYMOUS INFORMATION ABOUT YOURSELF 

Your age: ........... years 

Your marital status (Please tick appropriate answer) 
Single 0 
Married 0 
Co-habiting 0 
Separated/divorced 0 
Widow 0 

Your ethnic origin (Please lick appropriate answer) 
White 0 
Black 0 
Asian 0 
Other (please specify): ... ..... ... ... ... ... ... ... ... ... ... ... ... ... ... .. 

Your occupation: .................................. 

THANK YOU VERY MUCH FOR COMPLETING THESE QUESTIONNAIRES111 
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Appendix E. Longitudinal study of women diagnosed with DCIS: 
codebook for the first set of questionnaires A 

VARIABLE LABEL RANGE NftSSING VALUES VALUES 
Age Age as entered by 50-73 99 N/A 

respondents 

Marital Marital status 1-5 9 

Ethnic Ethnic background r-4 9 

Job Occupation as entered by N/A 9 
respondents 

Spreadal Need information on how 1-2 N/A 
advanced the disease is 

Cureal. Need information on as above as above 
likelihood of cure 

Socialal Need information on how as above as above 
social activities are affected 

Familyal, Need information on how asabove as above 
family is affected 

Caringal, Need information on caring as above as above 
for myself 

Bodyal Need information on how as above as above 
body/sex is affected 

Treatal, Need information on asabove as above 
treatments 

Childal Need information on if as above as above 
children at risk 

Sideal. Need information on side asabove as above 
effects 

I=single 
2=married 
3=co-habiting 
4=sepamted/divorced 
5=widowed 

I=white 
2=black 
3=Asian 
4=; other 

N/A 

I=yes 
2=no 

as above 

as above 

as above 

as above 

as above 

as above 

as above 

as above 
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Spreadb I Prefer information on how 1-9 99 
advanced the disease is 

A 

Cureb I Prefer information on as above as above 
likelihood of cure 

Socialb I Prefer information on how as above as above 
social activities are affected 

Familybl Prefer information on how as above as above 
family is affected 

Caringb I Prefer information on as above as above 
caring for myself 

BodybI Prefer information on how as above asabove 
body/sex is affected 

Treatbl. Prefer information on as above as above 
treatments 

Childbl. Prefer information on if as above as above 
children are at risk 

Sidebl. Prefer information on side as above asabove 
effects 

Spreadcl, Got information on how 1-2 N/A 
advanced the disease is 

Curecl. Got information on as above as above 
likelihood of cure 

Socialcl Got information on how as above as above 
social activities are affected 

Familycl Got information on how as above as above 
family is affected 

Caringcl Got information on caring as above as above 
for myself 

Bodycl. Got information on how as above as above 
body/sex is affected 

Treatcl. Got information on as above as above 
treatments 

1=1' choice 
2=2 nd choice 
3=3'd choice 
4=4'h choice 
5=5'h choice 
6=6'h choice 
7=7'h choice 
8=8'h choice 
9=9'h choice 

as above 

as above 

as above 

as above 

as above 

as above 

as above 

as above 

I=ycs 
2=no 

as abovc 

as above 

as above 

as above 

as above 

as above 
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Childcl Got information on if as above as above 
children are at risk 

Sidecl Got information on side as above as above 
effects 

Consultl Got information from 1-2 9 
hospital consultant 

Bcn1 Got information from as above as above 
breast care nurse 

GPI. Got information from GP as above as above 

Nursel Got information from as above as above 
nurse(s) 

Leafletl Got information from asabove as above 
leaflet(s) 

Magazinl Got information from as above as above 
magazine(s) 

Tvradiol Got information from as above as above 
TV/radio 

Paperl Got information from as above asabove 
newspaper(s) 

Bookl Got information from as above as above 
medical book(s)rjoumal(s) 

Intemel, Got information from the as above as above 
Internet 

Familyl Got information from as above as above 
family/fiiend(s) 

GroupI Got information from asabove as above 
support group(s) 

Otheml Got information from other asabove as above 
sources 

Otherb I Would like information as above as above 
from other sources 

Useconsl How useful information 1-5 9 
from hospital consultant 
was 

UseBCNI How useful information as above asabove 
from breast care nurse was 

asabovc 

as above 

I=yes 
2=no 

as above 

asabove 

as above 

as above 

as above 

as above 

as above 

as above 

asabove 

as above 

asabove 

as above 

as above 

I =not useful at all 
2 
3 
4 
5=very useful 

as above 
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UseGPI How useful information 
from GP was 

Usenurs I How useful information 
from nurse(s) was 

Useleafl How useful information 
from leaflet(s) was 

UsemagI How useful information 
from magazine(s) was 

UsetvI How useful information 
from TV/radio was 

Usepapel. How useful information 
from newspaper(s) was 

Usebookl How useful information 
from medical 
book(s)/joumal(s) was 

Useintel How useful information 
from the Internet was 

Usefaml. How useful information 
from family/friend(s) was 

Usegroul How useful information 
from support group(s) was 

Myselfal Prefer to decide myself 

asabove as above as above 

as above as above 

asabove as above 

as above as above 

as above asabove 

asabove as above 

asabove as above 

as above asabove 

as above as above 

as above asabove 

1-2 

Dropinal Prefer to decide considering as above as above 
doctor's opinion 

Shareal Prefer doctor and I share as above as above 
decision 

Myopinal Prefer doctor decides as above asabovc 
considering my opinion 

Dral, Prefer doctor decides as above as above 

MyselfbI Prefer to decide myself 1-5 9 

Dropinbl Prefer to decide considering as above as above 
doctor's opinion 

as above 

as above 

as above 

as above 

asabove 

as above 

asabove 

as above 

as above 

1=yes 
2--no 

asabove 

as above 

as above 

asabove 

1=1' choice 
2=2 d choice 
3=3'd choice 
4=4'h choice 
5=5'h choice 

as above 
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Sharebl Prefer doctor and I share as above as above 
decision 

Myopinbl Prefer doctor decides as above asabove 
considering my opinion 

Drbl Prefer doctor decides as above as above 

Treatedb 1 Offered treatment 1-2 9 

Choicel Had choice of treatment as above as above 

Decidedl Who decided treatment f-4 9 

Myselfcl I decided 1-2 9 

Dropincl I decided considering as above as above 
doctor's opinion 

Sharecl Doctor and I shared as above as above 
decision 

Myopincl. Doctor decided considering as above as above 
my opinion 

Drcl Doctor decided as above as above 

GHQ11 Able to concentrate 1-4 9 

GHQ21 Lost sleep 1-4 9 

GHQ31 Felt useful 1-4 9 

GHQ41 Able to make decisions as above as above 

as above 

as above 

asabove 

I=Yes 
2=no 

as above 

I=doctor 
2=znyself 
3=doctor & myself 
4=other 

1=yes 
2=no 

as above 

as above 

as above 

as above 

1 =better fl= usual 
2=same as usual 
3=less than usual 
4=much less than usual 

1=not at all 
2=no more than usual 
3=rather more than 
usual 
4=much more than 
usual 

I=morc so than usual 
2=same as usual 
3=less so than usual 
4=much less useful 

as above 
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GHQ51 Felt under strain 1-4 9 

A 

GHQ61 Couldn't overcome as above as above 
difficulties 

GHQ71 Able to enjoy day-to-day 1-4 9 
activities 

GHQ8I Able to face problems as above as above 

GHQ91 Feeling unhappy and 1-4 9 
depressed 

GHQlOl Losing confidence 

GHQ111 Feeling worthless 

GHQ121 Feeling happy 

as above as above 

as above asabove 

14 9 

1=not at all 
2=no more than usual 
3--mffier more tl= 
usual 
4=-much more than 
usual 

as above 

I=more so than usual 
2=same as usual 
3=less so than usual 
4=much less than usual 

as above 

I =not at all 
2=no more than usual 
3--mther more than 
usual 
4--much more than 
usual 

as above 

as above 

I =more so than usual 
2=about same as usual 
3=less so than usual 
4=much less than usual 
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Appendix F. Longitudinal study of women diagnosed with DCIS: 
interview schedules 

Interview Schedule No. 1 (diagnosis) 

At the beginning... 
" Introduce myself 
" Explain purpose of the study, answer patient's queries, and emphasise 

confidentiality and anonymity. 
" Ask patient to sign consent form. 

Ask patient's permission for recording and remind her that she can stop it at any 
time. 

I'd like you to tell me your story from the time you discovered you had a 
breast problem... 

1. Breast screening: 
NHSBSP 
Purpose 
Accuracy 
Reasons for attendance 
Feelings about breast screening 

2. Perception of DCIS: 
Diagnosed - when & how 
Prior knowledge of DCIS 

- if No, need information on DCIS at earlier date? 
Meaning of DCIS 

3. Information: 
Information received: 
- what & who from 

- satisfaction 
Active search for information - what & who from 
Information needs at present - what & who from 

4. Treatment decision-making: 
Feelings about patients being able to make decisions about their treatment 
Treatment - what choice & feelings 

5. Psychological distress: 
Feelings at present 
Feelings about the future 

- follow-ups 

6. Anything else? 
Thank patient for her co-operations, and ask her to complete questionnaires and 
form with GP's details/leave SAE with her. 
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Interview Schedule No. 2 (follow-up) 

At the beginning... 
" Remind patient what the study is about. 
" Emphasise confidentiality and anonymity, and that I do not work for the RSH. 
" Ask patient for permission to use tape recorder and rqmind her that she can stop 

it at any time. 

I'd like you to tell me what's been happening since I last saw you... (remind 
patient of date of lt interview) 

1. Psychological distress: 
Feelings at present 
Feelings about the future 

- follow-ups 

2. Breast screening: 
NHSBSP 
Purpose 
Accuracy 
Reasons for attendance 
Feelings about breast screening 

3. Perception of DCIS: 
Diagnosed - when & how 
Prior knowledge of DCIS 

- if NO, need information on DCIS at earlier date? 
Meaning of DCIS 

4. Information: 
information received since I' interview: 

- what& who from 

- satisfaction 
Active search for information since I' interview - what & who from 
Information needs at present - what & who from 

5. Treatment decision-making: 
Feelings about patients being able to make decisions about their treatment 
Treatment - what choice & feelings 

6. Anything else? 
Thank patient for her co-operation and ask her to complete questionnaires/leave 
SAE with her. 
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Appendix G. Longitudinal study of women diagnosed with DCIS: 
themes and categories from the interviews 

SUB-CATEGORIES CATEGORIES NUIN THEMES 

Unexpected/shock/upset Reaction to &agno; is 
No worry 
Information: 

Unable to take it in 
Don't want to know too much 

Genetics: 
No family history of breast cancer- 
Daughters at risk? 

Psychological 
morbidity 

Positive: Feelings atpresent Psychological 

. 
No worry morbidity 
Lucky, grateful 

Negative: 
Worry 
All clear? 

Positive: Feelings ahout thefuture Psychological 
Reassured by follow-ups morbidity 

Negative: 
Worry 
Recurrence? 

No prior knowledge of Information 
DCIS 

information received on DCIS Infonnation already Information 
at diagnosis: received 

What DCIS is in general 
Non-invasive 
Location in milk ducts 
Early stage 
Small size 
Must be treated 
Everything should be OK 
Recent condition 
No HRT 

Definition of DCIS: Information already Information 
Non-invasive received 
Location in milk ducts 
Early stage 
Small size 
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What sources? 
Leaflet 
Hospital doctors 
BCNs 
GP 
Researcher 
Internet 
Media 
Voluntary organisations 
Friends/family 

Sources of information Information 

How useful? 
Positive comments 
Negative comments 

.4 

Sources of information 

Satisfaction/dissatisfaction Satisfaction with the 
Need information on DCIS before information received 
Lack of information 

Disease-related questions Infionnation needs 
Active search for infomation 

Information 

Information 

Information 

Passive: Preferred approach Treatment 
No medical knowledge decision-making 
Wrong decision? 
Get on with things 

Active 

Passive Role reportedlyplayed Treatment 
Collaborative decision-making 
Active 

Choice Perceived choice of Treatment 
Some degree of choice treatment decision-making 
No choice 
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Appendix H. Longitudinal study of women diagnosed with DCIS: 
coding of an interview 

Transcription of the first interview with Participant 1 

Date: 10.11.1998 
Place: participant's home 
PLI = Participant I's Interview I 
C= Cristina (interviewer) 

C I'd like you to tell me your story from the moment you found out LLQ_r- 
UW L4-, 

y2u had a breast problem. y P 1. I-We I 1, -I ited to have a mamiiogram. It's not far away, in 
[village], just about three miles away, so I went along, had a 
mammogram, didn't think anything of it because I felt well, I mean, 
didn't feel anythin 

_. 
Er.. and just about 10 days to-a fortnight 

. 
later I 

got a letter to say that they wanted me to, that I was being recalled. 
' 

Wr" 
t feeL Again I didn't think it was anything because I felt well, I couldn 

I thought, well, perhaps that it didn't turn out clear and they 
wanted to redo it. 
C Yes, that sometimes happens. 
P 1.1 So I had an appointment to go to [town 1 ], which I did. My 
husband, even though I drive, he came with me 'cos I wasn't too sure 
what was going on. And they were very nice, they took me iýito a re cxý Výý 

zoom first of all where I met, I think it was a doctor who explained. - - - c - 6 ' little, alled and showed me on the x- rays Mo se tifty re d be why I 
OW Cý 

white dots. 
(ý-Was that [consultant breast surgeon]? Vall-4-4 

P 1.1 No, it was a woman. Er... she was in charge of of the of the... OJLýVj 
C Dr [radiologist]? 
P 1.1 That could be it yes, yes. Er... and also what they were going 90111 ko-I 
to do. They wanted to take another mammograrn but while they were okoc; 6--#r' 
doing it they also wanted to take a core out and explained exactly 
what they were going to do, which was a bit of a shock because I 

ou. know, there was nothing wrong at all, anU to sit thought oh, y down IQO CA&Wf Ca, there and sort of took your breath alyaj. Anyway, I went into the 
other room where the mammogram machine was and they took 
pictures, wanted it in a certain position and this doctor, I think is the 
one you said, came in and explained again exactly what they were 

out core out and send it for analysi which 
- - - t jUst after they'd done it I started wasn't really too uncomibrtable R 

to get hot and then I said how hot I was and that I felt a bit queasy. 
Because of course you're stuck in there... flaugh) you can't move. 
C Yes, it must be most uncomfortable. 4- 
PLI They putthefanonbut er... well, basically I very nearly fainted 
there. They took me across to the room, there was a couch and I laid I 
down for 10 minutes, and they got me coffee. I was all right after that 
but luckily they said they got sufficient to send off so that was that. I 
laid there till I felt OK and then came back home. Er... I think I had 
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.ý ýý. kw 

an appointment for the following week? It might have been a 
fortnight I think it was a week to know the result. Er.. and then I re-clu V-QXA 

went back and they said yes, it it was malignant but it was in a... it L'J 

wasn't actually in... the breast material, it was in... well you probably 
knovvit, in situ. LA. ý 

C Yes, in situ, -yes. u., 
P1.1 Inthe... 

UVU1 Y Uling DIIVUIU UV, LILIV,. VT V, 11, A Oalu Y %. a$ JL 111ý. "112 Y UL& VY <"I& Ul%-, 

thing done and thought it best to go ahead and get it while it was 
small. I don't think, I don't even think I felt shocked, you know. It rtp4V (17. AAU- rf, 

was sort of like if it was hapDening to somebody else. 
_ 

+Vxý 
ZlUg-ht. 
P 1.1 Just went over the top of my head, you know. I took in just what 

C Like contained. 
P1.1 Yes, 1ýve got the leaflet out there if you know what I'm on about SV-U rc-Q- 
(7augh)... 
C Yes, yes. 
P1.1 ... but I'm sure you do because you've obviously studied it. So, L^FO r, ec-ý V-Q-d 
very very small and they'd like me in to rtmove this and if they get it C 
while it's small and it hasn't b ugh into the breast tissue then 
it it hasn't travelled, well, travelled around the body and that 

117-11 T-A. - T-.. - 

L-ý,, 
- 

No 

in they were sayi ýiit-didn't seem that... as if it was happLenniýnto ýe, !p in p n i to e 
you know. 

p n 

C Nfinm... 

a e 

pl. 1 People say well, weren't you Mset? Well, I wasn't I didn't sort 't s d dn 't s 0 r t 
of take it in to that extent. ' vA 44vý 
C It takes time sometimes to... 

j 

cp 10 riend at the surgery, what she's a receptionist PLI Yes. Imeanaf ýrt ist receptionist 
tt and we got talking since I had mine done. She said she, wass in tearss at w- tears at w s1n 

I. tIt that stage, but it didn't affect me like that you know. Well, it s got to 
sIws _It, you know. Perhaps if they had sai it was be done so OK we'll do i iad sal Titwas 

a biggerjob I might have been different. Er... I only heard of it a 
month before I went to hospital, which was beginning of September 

nice to me They were all ver it wasn't too bad i 't d XOz+-*A d 
. y t wasn , ... an - , 

_q ... 
ten I got explained exactly what was going on, what to LxRg . Er r-0- C-A-i v-QA 1-6 ý 

back from surgery, then Id been back for about 2 hours and they 
' 

re _ r%e^ 
U t very hungry so I only had a little bit but it brought some tea. I wasn 

didn't agree with me (7augh). 
C Hmm... 

h I'd t h Ib h en so t up w at ea at, roug PIA Quite poorly after t 61- 
consequently it was everywhere, had to change the dressings... We 
got over that one (7augh 
C I-Imm ... PJA Er ... it was pretty uncomfortable coming home. I stayed in 
overnight because of the distance I had to travel. 
C Yeah. 
P1.1 However carefully he tried to drive he seemed to find every 
pothole there was... 
C Oh dear, Yes. 

250 



Appendices 

V- 

P 1.1 The incision here, you know, I sort of drove along supporting 
myself, you know, as if it was going to fall off any minute (laugh). 
C (Laugh) It must have been pretty uncomfortable. 
P 1.1 Yeah, it was, it was. Er... We got home... Well, everybody 
rallied round. I've got three children still at home, two of them are 
working but they don't want to leave home yet (laugh). So everybody 
sort of looked after mum... 
C Good. 
P1.1 ... which was very nice. 
C Yes. 
P 1.1 1 sat here and was very pampered. They took the dogs out and it 
didn't take long before you start to do things again. Er... then I went 
back again, I think it was a week or a fort. Dight later, because they 
send it off to to the lab, and... they were pretty sure they got it all but 
not a 100% sure reall . 

iust the ends came right to the-e--nT, so they 
wanted to do it again. 
C Hmm... 
Pi. i Now that I felt terrible about. It was worse than the first time to 
think-f 'v-egot e it was 
because when I went into hospital the first time they had to take me I 
back into the mammogram. and they had to insert a wire to show just 
where the lump was. 
C Yes, yeah. 
P 1.1 Because you couldn't see it or feel it so you have to have 
something to guide the knife, so you could understand that they were 

. operating blind but thatseemed far harder that to-know Igotit in the 
-0 first place, that I've got to go through it again. Er... so when I went in 

the second time I explained how poorly Id been the first time because 
obviously you meet different staff and that, and when I saw the er... 
anaesthetist he said he'd give me something to stop me being poorly 
this time and that worked fine. 
C Oh good. 
Pl. II managed to eat and I felt that much better coming home. It 
didn't seem so uncomfortable coming home that time. Er... that's it 

really. Gradually, you you, I mean, to begin with you haven't got 
much reach, so you hand out a few change and think oh no I've got to 
swap hands and feel a foot (7augh), reaching to the back of your 
cupboards, sort of if you can't use the one hand you've got to use your 
other, but I mean now, it's what it'll be five weeks this Thursday and 
I'm getting now, the only thing I can't do really is the elbow grease 
jobs, you know, like cleaning the brass. 
C Yeah. 
P 1.1 Something that you got to really get sweeping leaves, I usually 
get that done because by the time my husband gets home you know 
it's getting dark, you can't see to do it... 
C Yeah, yeah... 
P1.1 ... so I usually, but the wet leaves is just a bit more than I can 
cope with at the moment and I don't want to sort of end the good 
work so so-and-so do it (7augh). 
C Yeah. 

re c4vQtH 
S-V raý 

t, )o 

1%. 

LAJ I 61%-U lffx-qý. b 
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sv zejý 
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ke. -- atoU-j 

91. - V"aj, VA-131 ro L't b. Aý 19 qslj 

C Why did you decide to go? r-, Zq+6-K- -ý-Y. - 
P 1.1 Well, I think anything like this is important. I mean they Lnj ) 

6-ý 
do it for no reason at all, and you hove that thev're izoing to that 

PLI SoIdon'tknowiflsaidwhatyouwantedmetosaybut.. 
C Yes, that was very interesting. I've got some questions though er.. 
that I'd like to ask you. Er.. going back to the very beginning when 
you were er... breast screened. Er.. do you remember when that was? 
P 1.1 July time. 
C July... And er... was it the very first time that you went to have a 
mammogram? Is 
P 1.1 First mammogram, yes. 
C So... 
P 1.1 I'm 52. They come round every three years, you see. 
C So it was the first time that you were invited to go. 
P 1.1 The very first time, yes. 

iýW're goin o ell ou that oh es eve hin 's fine the same as 
whe-n-yo-5-go, for your screening for the smear test, you know, you 
don't expect to find anything but you go for them to tell you're OK 
(laugh). 
C Hmm... yeah, hmm... 
P 1.1 You know, so I thought oh well, it's just on the doorstep, there's 
no reason I shouldn't go and it's obviously done for a reason-so thats 
; Zy -Itook it up. & 
C Had you heard of of the Breast Screening Programme before you 
were invited to ... ? 
p 1.1 Yes, the lady I work with, she works7in the h6use-with me, you., 
know, sort of domestic work, when it very first starting coming round, 
I suppose- it's getting on for about 10 years ago now, er... this is 
before I knew her, like I've only been down here eight years, er... they 
picked up something similar with her and she had a small operation 
but hers was much bigger, she had to go back and she had to have her 
breast off completely, but I mean she"s picked up from that now and 
she's she's very well, so that that was the first time I heard about it 
you know. And then of course I'vC seen the er... caravan thing, you 
knoy&jnjht2K2aLýs- 
C Yes. 
P1.1 So you know it's happening and Ithought oh oh no I'm not 
ready for that yet. The last time I was 49 and I thought I suppose 
they'll call me next time, and yes the letter came, yes... 
C Yes. HmM... What do you think the Breast Screening Programme 
is for? 
P1.1 Well, to to see whether there is any problem, which is how they 
picked up mine, before hopefully so they can treat it before it gqts too 
big to to be life-threatening. 
C How accurate do you think it is in detecting breast cancer? 
p 1.1 Well, I only know these 2 cases, [colleague] and myself, I 
mean... the other ladies round here that I know they've had it they 

not ? 

(. 

. 6-1 

cx L 

\fojN-. $ 

:> fýu rtný * 

have been clear so I should think it"s pretty accurate. 
C Er.. In general, how how do you feel about breast screening after 
this experience that you've had? 

L, rýe I ýý- 
i 
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P1.1 I'm pleased I had it,. very pleased. I mean, my youngest 
daughter is 16, -'ffi-eoldest is 21, so I've got a few more years yet and 
this hopefully will have prolonged my life so I'm very pleased about 
it. 
C And would you be prepared to go back again? 
P 1.1 Oh definitely. They said they want to keep a check on me, now 
I'll have a mammogram every 12 months instead of every' three years 
so... go! (to the dqg). 
C Oh it doesn't matter (laugh). 
P1.1 (Laugh) So yes, I'll be quite prepared to have it done again. 
C Had you heard of DCIS before you were diagnosed? 
P 1.1 (Said no with her head) 
C Never... 
P 1.1 (Said no with her head) 
C And would you have liked er... information about it before being 
screened? Did you did you get any information before? 

re 

-ký - Ups 
u bCA-T 

P 1.1 Well, er... -she the the Cady said that not to worry if you were 
called back sometimes because it's just to check the x-rays and that Olt, - D q; 
and it's very rare that they find anything. It didn't worry me but 
erha s if I ha own more Im ht have been a bit more worried, I 

don't know but... 
C Hmm... 

pdl P1.1 I don'tthink it should have itwould have meant a lot tome to 
be truthful. 
C Er.. Did you... I'd like to talk about how much information you 
'have received about DOS, and er... What-What soft of things you'ver 
been told and who's told you what etc. 
Pl. 1 Do youwant me to get youthe leaflet that I've got 
C Er.. 
PLI Or you've seen the leaflet? 
C Well, I thinký is it the leaflet that they give out in the [hospital]? 
P 1.1 Yes. 
C Yes, I've seen that leaflet. 
PIA Well, that that is the information that I L. They showed me this 
er... at the same time they took out the very first little core, to explain 
ust what they were doin and why they werg dgLng it and that was "IN 

, the ady doctor that.. the doctor 
C Hmni... 

, _Lý2j 
PIA I didn't see rcons iltant breast surg n until I went back after 
I'd had the core taken and and met him then and he explained the 
operation that was required. But they were very good, they didn't 

rush me, it seemed as if they got all the-ti-m-e MinMe-wo-rM-for me and I 
knew there was oMer people in the waiting room but if I got questions 
and went to pains to explain just what was happening. My husband 
had a couFleýof 

-questions, and they were very good 
C So you had the opportunity to ask whatever you wanted? 
P 1.1 Yes, Yes. 
C That's good. Er ... who else talked to you apart from [consultant 
breast surgeon]? Er ... 

did any of the Breast Care Nurses talk to you? 

gzv 

ýýý 
retaý ved 

t. j ka& 
d. -I tio cjjýxi (ýL, 
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.1 

Pl. I Yes, after I'd seen [consultant breast surgeon] then I went with 
one of them, I can't tell you which one, one of the Breast Care Sýav 
Nurses... 
C Ye . It'd be [BCNI] or [BCN2]... Or I think there's another 
one... 
Pl. II think I've met them both at different times, and we went out 
into a different office and... in case I got anything else to talk -aFout 

and just to reiterate what had been said in the other room to make sure 
T fifflu iin(1p. r-qtnnd what was hannening- which I felt was verv nice - . -.. j - .. ---- -- ---, , --- --''-- -- J --- - -1 

And also I had their phone number an-l"t ý-I-Ftlze-p number in case- 
when I got home I could ring them up and speak about. And the same 
when I had the operation, they said, you know, any problems, I could 
get in touch with them. 
C Hmm... Have you used the phone number or the bleep number? 
P1.1 I did use it after the second operation and I went backmd. ýMy 
put me on... is it tarnoxifen? 
C Yes. 
PLI Thetablets. And I read the leaflet and I was abit concerned 
about one or two of the side effects so I gave them a nn and spoTe to 

A-n-d-yo-u-re7e quite ýhappy to phone them if you've got questions or 
queries? 
Pl. I Yes, yes. I found them all very friendly and quite approachable, 
you know. I wouldn't be worried if I did have a problem to ring up. 
C Right, you mentioned before that er.. you've been treated twice. 
P 1.1 Yes. 
C Do you know the name of your treatment, of what you had done? 
P1.1 Well, the same thing both times but they had to go a little bit 
deeper and get a little bit more the second time. - I've got it all written 
down but... 
C Don't worry, I was just wondering if you if you know the name. 
Er... How did they explain your treatment? Did they... Did you have 

&c, hvQ.. è. QJCkJ 

g, o 4iu-p- %P-Mrcl,. j 
ýý -ýuý U : 50 you it; 11UPPY VVIU1 1111VII11a, lull YVL& 11"V%'... 

P 1.1 ýLejyes 
__ --; > VA 2 sL, yes.. 

C And would you like to... er... to know anything... anything else 
about your diagnosis? Have you got any more questions? 
P 1.1 Not really. I Lhin-kthey they sort of went into it quite in depth, 
seemed to r all, everything I co-WEIR ot es . --> 

Ma yve=ý 

them, but er... yes, I found that very helpful. 
C Er.. You said that your husband was there with you. 
P 1.1 Yes. 
C Er.. Did you find that helpful? 
PLI Yes, I did, 'cos like, you know, you think of things one way and 
somebody else thinks of things entirely different and he thought of 
thing to ask that hadn't even entered-rdy head, you know.. So I felt- 
that was... (nocOng) 
C Two brains work better than one. 
P 1.1 Yes (7augh) 
C Yes. (7augh) Er... Have you tried to find out anything else about 
DCIS? 
P 1.1 No. 
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any options to choose from or did they advise you to have one in 
particular? 
P 1.1 They they just said that I needed this operation er... to remove it. 
There wasn't any other Options. 
C Right... 
P1.1 Maybe if I had said I 
didn't want the operation, maybe there was another choice but no, I 
didn't. 
C Hmm... Who told you what what treatment to have? 
PLI Well, the first time when they did the core that was the doc... 
the lady doctorand then when I went back and they got the results of 
that then I saw [consultant breast surgeon) and he explained... or is it 
[consultant breast sur-geo-niTTYm-not sure,.. 
C He's a consultant so he is (consultant breast surgeon]. 
P I. I [Consultant breast surgeon]. Well, he explained (7augh). 
C (Laugh) Right. Did you get any explanation from the nurses or did 
they just reiterated ... 

? 
P1. I Reiterated after Id seen [consultant breast surgeon], yes. 
C A-ha. Er... How did you feel about about the treatment? 
PLI Well, I was glad that they vicked it up and that it was treatable. 
I was shoc d to hear that I I'd got a canc t 
was malignant, To.. I -mean I felt healthy enough and I... It did did 
sort of rocked me to me boots if youTn--ow--wT, 7at I mean. I felt quite 
shocked that I could have something there that, you know, I just_ 

-r 
C, U"ga-ý (0-, 

S-uv ruLl Bý ý^; 

OLA: O-ýrA; FZrl 

wasn- r aware oi. 
C Because, you know, the idea-of breast cancer is-that you have to 
feel a lump but... 
P1.1 Exactlyl I mean, theytell you thatwhen you lie inthe bath or 
lie in bed, you know... 
C Yes, you have to palpate... 
P 1.1 And I don't know, what, not that often but perhaps every couple 
of months or so I sort of felt for a while and I would do that and I 

. 
never felt anything, and nipples and that seemed all ri . They say 
Uiat's another sign, don't they? So II was shocked to know there was 
i somethin wro 221n=y! ýný 
C Icanimagine. Er... In some cases patients are able to decide what 
treatment they have, I mean, I am not suggesting in any way that you 
should have, I'm sure that you you had what you were supposed to 
have, but in some cases patients are able to choose. Er... How do you 
feel about that? Would you like to be able to choose your own 
treatment or ..? 
PLI Well, if I was given the choice I would say to the doctor, well, in 

your opinion what iqbest?, and I would go with the doctor because he 
ML is the person that knows. I don't know anything about Medic 

matters so what's the5-se of -having a choice when you don't know 

what you , re choosing? 
C Hmrn... So you'd rather rely on the doctor? 
P 1.1 1 would. I trust the doctor and I would go by his... 
C Advice? 
PLI Diagnosis or whatever. 

4- 
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C How... how do you feel at the moment? 
P 1.1 Yes, I'm feeling... Getting better every dasort of thing. I 
mean, to begin with I'd take Meý'-Fogs out and i it sa nice day like this 
I love to run, I mean I might be 50 but I still run, I can't run that fast 
but I like to run, I like to feel the wind in my hair. To begin with I 
couldn't do that far too painful. And yesterday I found I could run 
again and... (her face lit up) . 16 
C Brilliantl 
P1.1 Oh yes, quite exhilarating! It was another nice sunny day, oh... 
C Yes. 
PLI Ohthat'ssuperl I'm really getting well now, you know, so that 
that was gorgeous. Er.. for my own recreation I do bell ringing at our 
12OLdurch. Well, of course I haven't b4zen able to do that because 
you pull more than you reach when you're ringing so I should love it 
when I get back to that. Yesterday when I could run I thought oh 
perhaps I'm not that far from getting back to normal... 
C Another battle won. 
Pl. 1, Yeah... You know, 
that's marvellous. 
C Do you think that this this diagnosis will affect you in any way in 
the future? How do you feel about the future? 
P1.1 I feel the future's rosy now. I mean I knowthere was Lherewas 
a i)ro ut they got rid of it so... And they're going to keep a 
Z-h-eck on me so it's not going to get.. it s not suddenly going to be 
something dreadful there so II think it's absolutely marvellous. 
C Good. Well, I don't have arfy more questions for thetime being., 
Er... is there anything else that you'd like to talk about and I haven't 
asked you? 
P 1.1 No, I don't think so. (Pause) If there's one thing I don't think 
the told ou uite sufficient is te len-1- 
restricted. I mean, they said... 
E-ýPhysically? 
P I. I Physically, yes. They said, you know, a week off work and I 
would be all right. Well, yes, I was back to work after a week but I 
mean things like making beds, you've got to lift the mattress and you 
couldn't do that. Er... of course being on my right side ironing... I 
pick up two things and I think oh I can't do any more, so I was quite 
surprised at that because they hadn't mentioned, you know, I thought 
oh after a week everything would be fine and I did feel that well, as I 
say, now I try to clean the brasses, do something a bit well, I haven't 
tried for about a week so... (7augh) 
C Yes. 
PLI But you know, it's what I call elbow grease jobs like sweeping 
up the wet leaves, I thought perhaps I ought not to be doing that for a 
while so I was quite surprised... I suppose I shouldn't have been. I 
mean, I know it's deep, I know there's a lot of muscle involved so... 
but that was one thing that wasn't sort of put forward, perhaps that 
would frighten too much... (7augh) 
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C (Emgh) II don't know really. I mean, I don't know what they say 
or what they don't. Or perhaps every person, well, I suppose very ka, Cf- 
person is different. 
P 1.1 Well, I suppose so. The depth of the incision and everything, it 
must affect everybody differently, but that's about the only thing that 
wasn't forward. 
C Yeah, yeah, yeah... Did they talk at all about perhaps bout how 
you might feel or ..? P 1.1 No, oh no. 
C Nothing? 
P 1.1 No. It was all cold and clinical, ou know. 
C Medical? Yeah. 
PLI In my mind that is the best way, you know, people start 
sympathising and you feel even worse, well, II do. 
C Some people don't need sympathy. 
P 1.1 Yeah. So... But but I found they got the right level, everything 

j. uaLcajdjjnd _jý mL_ _ýý - Eas nd clinical j1d thAt s it aand, that' ýLd liktig 
do... OK, you know, I mean, if they were sort of oh well there's a sign 
Te-y found this I might have felt worse, you know, oh it's worse than 

:* :ý -- 1--, 1k.. + +11-, A: A : 4. :*A: A-14- . -^- UICY IC bdylllS IL lal, )(UU ZUIUVV, UUL Ull-. Way UIV)f UIU IL, IL UIUII L DVr. 111 

to worrv me too much other than I was shocked that I actuallv Lyot a -- - -1 1- 
t)roblem. 
C And then you feel happy to phone them if you have any problem... 
P 1.1 Yes. 
C Er... Well, I thi 

, 
nk that's it really, unless you want to talk about 

anything else4` 
PLI When I went back the second time I had noticed, you know the 
soft skin around the nipple... 
c Yeah... 
p 1.1 ... 

had got quite, well, it was almost as if got water, very lumpy 
and that, but and I asked the Breast Nurse about this and she said, you 
know, it's sort of the bruising coming out and you do get this sort of 
thing, so... I sort of felt better about it, so... of course, it's not as soft 
as it should be, at the moment it's quite hard and lumpy inside, and 
again she said this was to be expected. 
CI suppose it takes time to heal up but I mean, I'm not a nurse... 
p 1.1 It's got to heal both outside and deep going inside. I mean, the 
bruising is aboutjust beginning to go now. I remember, what quite 

Td m, quite ýdaýrýk ýtobegin with aý(d o ort off atthe bottom anal-e`-- ! Sg nfýiýe 
incision is at the top, but I suppose the blood drops down, I don't 
know... Very very bruised.., Er... They MOFt 'mention that but you 

kxrw 4G, 
t., Jtr Jgk, k. ýLaL V 

know. 
C How about follow-ups? You said you're going to have a 
mammogram every year now. 
P 1.1 Yes, I've got a... I've transferred to rtown 21, because that's not 
! 2_fE to_go.. They've got a, excuse me, they've got a Department 
there. He said it's a [breast surgeon], I think it's [breast surgeon], and 

f6ikvtJ 
- vr 

he trained under [consultant breast surgeon] and he said I could 0, -*., VU a-Q-ý 
transfer there for the sort of follow-ups, which I've done, it's only half V4, zý- 
an hour rather than nearly an hour and a half I've go back to go to 
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rtown I] for the actual ma nmograms, but I've got an appointni nt in en n ti , -Vff 
do t ýanuary, it should be about three months to check on how's... I onn t -- 

; t &ICI) 
-eY - know how many, how often after that I should go butW first one the 

0 , 

put me for will be January. 
C And er.. have they mentioned anything about what you should 
expect in the future at all, in the follow-ups? 
P 1.1 No. Is 
C Or things that might happen or might not happen? 
P 1.1 No, no. They they said they got it all away, there shouldn't be 
any problem in the future, but that's about as much as they spoke te, 
about the future. I mean, if it gets in one place I suppose you can get 
it in another, so I suppose it's possiblethey 11 find might find 
something in the other breast at some time, I don't know. That's the 
way I think about it If you're sort of growing a cancer in one place 
perhaps you can grow it somewhere else, I mean... zu 7. - 
C Does that worry you? oýýCSL 
P 1.1 Oh definitely, yes. I mean, you don't know how you get it you 

' ' 

ra - 
don t know how to stop Yourself getting it- I mean, I m taking this 

` - ý tarnoxifen now-, -w--h-ich i'ý sup pos edto protect the breasts, but there's 
other bits of you, aren't there? (7augh) It's not good worrying about 
what might be, just take it as it comes... 
C So wait till the follow-up in January, isn't it? 
P 1.1 That's it. 
C Good. Right anything else? 
P1.1 No, I, don't think so. 
C OK, -I'll stoith6upe-recorder now. 

Before starting the interview she asked me if this was part of my t1T IP-4 iv-tulýlj 

stu&es, as she had been told something like that at the hospital and 41A; -T-U1%Q1 
knew it was a teaching hospital I told her that I am a student, that my 
background is in PsycholoSy, not in Me&cine or Nursing, and that I 
am interested infin&ng out how women &agnosed with DCISfeel 
about this cond[tion and what their experiences are. 

After I switched off the tape-recorder, she told me that her mother had 
&ed on the 30'h ofDecember lastyear, and her dfagnosis was thefirst 
thing she hadgone through without her mother's support. Herfather 
had died 2 7years ago and they had gone through that together. Her 
mother was 88 when she &ed and although it's a good age to go and 
people say it gets better, it doesn't. 

I left Questionnaires A and a SAE with her because she preferred to 
complete them at her leisure. She said that she needed time to think 
After having a quick look at the questionnaires, she asked me what 
prosthesis meant and I explained it to her. 
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Appendix L Longitudinal study of women diagnosed with DCIS: patients' 
information sheet 

Study title: Psychological implications 
' 
'of changing conceptualisations or DCIS 

Researcher: Nfs, ýristina Carrera 

Dear Madam, 

I am writing to request your co-operation with a study funded by the Cancer Research 
Campaign. Its aim is to explore the views and experiences of women diagnosed with 
ductal carcinoma in situ of the breast (DCIS). 

I would be very grateful if you agreed to co-operate with this study. If you wish to do 
so, you will be asked to complete four questionnaires at three different times (in two 
weeks, three months and six months' time). They will be sent to you by post and you 
will be asked to return them in an enclosed FREEPOST envelope. Your responses 
will be of value in learning women's needs and wishes regarding information and 
treatment decision-making. 

I would Also -like to explore women's-experiefic-esabout this condition in more detail 
by conducting tape-recorded interviews. These will take place twice (in two weeks 
and six months' time) at a time and plaýe of your convenience, and will not last 
longer than one hour. 4 

Anonymity and confidentiality will be maintained throughout the study and in 
subsequent dissemination of results. 

You will be free to withdraw from the study at any time, without having to give a 
reason and without your future medical care being affected. The same applies if you 
do not wish to participate. ? 

I 

Should you have any queries, please do not hesitate to contact me on 01703.592887. 

Yours sincerely, 

Ms Cristina Carrera 
Postgraduate Researcher 

Health Research Occupational Therapy Physiotherapy 

Podiatnj Rehabilitation Research Rehabilitation Medicine 
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.1 
Appendix J. Longitudinal study of women dia 'nosed with DCIS: 9 

patients' consent form 

Study title: Psychological implications of changing conceptualisations of DCIS 
Researcher: NIs Cristina Carrera 

This study isfunded by the Cancer Research Campaign 

Please Lom following: Mplete the_ 

Please cross out as necessary 

Have you read the Information Sheet? Yes / No 

Have you had an opportunity to ask questions and discuss this study? Yes No 

Have you received satisfactory answers to 'all your questions? Yes No 

Have you received enbugh inf6fination about the study? Yes / No 

Do you understand that you are free to withdraw from the study at 
any time, without having to give a reason, and without affecting 
your future medical care? Yes / No 

Do you agree to take part in this study? Yes / No 

I 's. 

Signed ...................................................... 
Date ..................... 

Name in BLOCK letters ........................................................................ 

Signed (Researcher) ........................... ................... 
Date ..................... 

2,6o 
Health Research Occupational Therapy Physiotherapy University 

Podiatry Rehabilitation Research Rehabilitation Medicine of Southampton 
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Appendix K Longitudinal study, of women dia 4 nosed with DCIS: 9 

GP's details 

t 

PARTICIPANT NUMBER: 

GP details: 

Name: ................................................................................ 

Address: .............................................................................. 

............................................................................................. 
............ 

i 
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Appendix L. Longitudinal study of women diagnosed with DCIS: 
GPIs information letter 
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Study title: Psychological implications Of changing conceptualisations of DCIS 
Researcher: Ms iCristina Carrera 

Dear Dr ............................ 

I am writing to let you know that a patient of yours . ................................. has 

agreed to take part in a study funded by the Cancer Research Campaign. Its aim is to 

explore the views and experiences of women diagnosed with ductal carcinoma in situ 

of the breast (DCIS). 

Your patient will complete four questionnaires. at three different times and will 41so ýe 

interviewed twice in the course of the next six months. 

Anonymity and confidentiality will be maintained throughout the study and in 

subsequent dissemination of results. I 

Should you have any queries, please do not hesitate to contact me on 01703.592887. 

Yours sincerely, 

Ms Cristina Carrera 
Postgraduate Researcher 

Health Research Occupational T7wrapy 
Podiatnj Rehabilitation Research 

Plzysiotlwrapy 
-Reluibilitation Medicine 

M. 

University 
of Southampton 
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