CIT

UNIVERSITY OF LONDON

EST 1894
R O
x4 L (&S 0 .
1 / %) / 23 / 34, 0 3
/ #T. 6% el L0 18 W 6SU%
93 3 3 3
93 3 ” . 3 3
3 7 11 18 &6&T
7 o UUTGT L8 1& " 6$U
3 » . 3
4 03
03 ” 4 3 3 3 - 1 03 3 »
3 » *
> 3
Lo 43 )
3 0 ; 3 3 3 0O 3
3 * 1 0 3 0 ” 0
3 3 0 4




i

*1



http://openaccess.city.ac.uk/
mailto:publications@city.ac.uk

Open Access Research

Barriers to early diagnosis of symptomatic
breast cancer: a qualitative study of Black
African, Black Caribbean and White
British women living in the UK

BM) Open

To cite: Jones CEL, Maben J,
Lucas G, et al. Barriers to
early diagnosis of symptomatic
breast cancer: a qualitative
study of Black African, Black
Caribbean and White British
women living in the UK. BMJ
Open 2015;5:2006944.
doi:10.1136/bmjopen-2014-
006944

Prepublication history for
this paper is available online.
To view these files please
visit the journal online
(http://dx.doi.org/10.1136/
bmjopen-2014-006944).

Received 17 October 2014
Revised 7 February 2015
Accepted 10 February 2015

CrossMark

For numbered affiliations see
end of article.

Correspondence to
Emma Ream;
e.ream@surrey.ac.uk

Claire E L Jones,* Jill Maben,? Grace Lucas,® Elizabeth A Davies,*

Ruth H Jack,® Emma Ream®

ABSTRACT

Objectives: Understanding barriers to early diagnosis
of symptomatic breast cancer among Black African,
Black Caribbean and White British women in the UK.
Design: In-depth qualitative interviews using
grounded theory methods to identify themes. Findings
validated through focus groups.

Participants: 94 women aged 33-91 years; 20 Black
African, 20 Black Caribbean and 20 White British
women diagnosed with symptomatic breast cancer
were interviewed. Fourteen Black African and 20 Black
Caribbean women with (n=19) and without (n=15)
breast cancer participated in six focus groups.
Setting: Eight cancer centres/hospital trusts in
London (n=5), Somerset (n=1), West Midlands (n=1)
and Greater Manchester (n=1) during 2012-2013.
Results: There are important differences and
similarities in barriers to early diagnosis of breast
cancer between Black African, Black Caribbean and
White British women in the UK. Differences were
influenced by country of birth, time spent in UK and
age. First generation Black African women experienced
most barriers and longest delays. Second generation
Black Caribbean and White British women were similar
and experienced fewest barriers. Absence of pain was a
barrier for Black African and Black Caribbean women.
Older White British women (=70 years) and first
generation Black African and Black Caribbean women
shared conservative attitudes and taboos about breast
awareness. All women viewed themselves at low risk of
the disease, and voiced uncertainty over breast
awareness and appraising non-lump symptoms. Focus
group findings validated and expanded themes
identified in interviews.

Conclusions: Findings challenged reporting of Black
women homogenously in breast cancer research. This
can mask distinctions within and between ethnic
groups. Current media and health promotion messages
need reframing to promote early presentation with
breast symptoms. Working with communities and
developing culturally appropriate materials may lessen
taboos and stigma, raise awareness, increase
discussion of breast cancer and promote prompt help-
seeking for breast symptoms among women with low
cancer awareness.

Strengths and limitations of this study

= The study was in-depth and used a large sample
(n=94) for qualitative research across different
geographical areas.

= The effects of socioeconomic factors and ethni-
city were taken into consideration by matching
White British women with Black African and
Black Caribbean women.

= Interview findings were further strengthened by
their validation using relevant vignettes in focus
groups.

= We have not fully captured the diversity of Black
African women. Variation is likely to exist
between countries and regions in relation to
cancer-related health education, awareness,
beliefs, attitudes and behaviours.

BACKGROUND

Breast cancer is the most common cancer in
women and the second largest cause of death
from cancer in the UK.} UK data suggest that
despite having lower breast cancer incidence
rates than White British women, Black
African and Black Caribbean women are
more likely to be diagnosed with metastatic
disease and have poorer survival outcomes
than White British women.? This may reflect
the higher proportion of Black women devel-
oping triple negative breast cancer—an
aggressive form of the disease associated with
poorer outcomes.®> A systematic review (18
studies: 11 quantitative, 6 qualitative and 1
mixed method) identified further factors
contributing to this disparity between Black
and White women: lower symptom and risk
factor awareness; stigma, fear and taboo; not
making time for breast awareness; fear of con-
ventional treatment; mistrust of healthcare
professionals; financial burden of healthcare
and inaccessibility of services.* There was
limited evidence for the influence of religios-
ity on delayed presentation. However, the

BM]

Jones CEL, et al. BMJ Open 2015;5:e006944. doi:10.1136/bmjopen-2014-006944 1

“1ybuAdoo Aq parosiold 1sanb Aq 810z 1snbBny Tz uo jwod wg-uadolwg//:dny woly papeojumod "GT0Z YdIelN T Uo $76900-7T0Z-uadolwa/oeTT 0T Se payslgnd 1sii :uado NG


http://dx.doi.org/10.1136/bmjopen-2014-006944
http://dx.doi.org/10.1136/bmjopen-2014-006944
http://crossmark.crossref.org/dialog/?doi=10.1136/bmjopen-2014-006944&domain=pdf&date_stamp=2015-03-13
http://bmjopen.bmj.com
http://bmjopen.bmj.com/

Open Access 8

review could not delineate UK perceptions and experi-
ences, including regional differences across the UK, due
to lack of UK data. Differences within and between Black
ethnic groups, comparisons with White British women,
differences according to place of birth and the influence
of age or other factors, could not be defined due to
paucity of information about samples and reporting of
findings from Black women homogenously. The review
could not answer how best to intervene to enhance early
presentation and diagnosis of symptomatic breast cancer
in the UK.

The disparity in cancer outcomes between Black and
White women and paucity of in-depth qualitative
research exploring barriers to help-seeking for breast
cancer among Black women provided the impetus for
this study. Breast awareness entails women knowing how
their breasts look and feel, recognising what is normal
for them and having confidence to discern unusual
changes should they arise.> Therefore, breast awareness
has a key role in early presentation and it is this defin-
ition of breast awareness that was adopted for the study.

STUDY AIMS

This was a two phased study that sought to understand
barriers to early diagnosis of symptomatic breast cancer
among Black African, Black Caribbean and White British
women. The first phase comprised interviews that aimed
to explore, retrospectively, barriers to early presentation
and diagnosis with breast cancer. It sought to understand
similarities and differences both within and between
ethnic groups. The second phase comprised focus
groups conducted to validate and elaborate on findings
from the interviews to provide a comprehensive account

Interviews

88 eligible women

19 declined to be
contacted

69 agreed to be
contacted

60 consented 9 declined to take

part

60 interviews
conducted (20 Black
Caribbean, 20 Black

African, 20 White
British women)

Figure 1 Recruitment flow chart.

of barriers to early diagnosis with breast cancer in Black
African and Black Caribbean women living in the UK.

In the UK, a national breast screening programme
invites women aged 50-70years for screening every
3 years. Women also present to healthcare professionals
—typically their general practitioner (GP)—if they dis-
cover a breast change. It is this symptomatic presentation
that was the focus of this study.

METHODS

The two phased study was undertaken in secondary care
settings. The interview phase took place between
February 2012 and March 2013. The focus group phase
was conducted between August and October 2013. It was
envisaged that the planned number of interviews (20 in
each ethnic group) would be sufficient to attain data sat-
uration. In-depth qualitative interviews provided detailed
understanding of barriers to early diagnosis with symp-
tomatic breast cancer in Black African and Black
Caribbean women in the UK, both as unique groups,
and in comparison with White British women.
Subsequent focus groups with Black African and Black
Caribbean women were used to validate interview find-
ings using vignettes to provide context and stimulate
discussion.

Sample recruitment

Interview phase

Clinical teams in five London cancer centres/hospital
trusts systematically identified eligible women from clin-
ical records and recruited them to interviews conducted
face to face (figure 1). Eligible women were (1) Black
African, Black Caribbean or White British (2) over

Focus groups

40 eligible women

2 declined to be
contacted

38 agreed to be
contacted

3 concented 4 declined to take

part

3 Black African and 3
Black Caribbean focus
groups ( 14 Black
African and 20 Black
Caribbean women)
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18 years (3) diagnosed after presenting with symptom-
atic primary breast cancer 2-6 months prior to recruit-
ment. Women who did not speak English were eligible
to participate but none were identified by clinical teams.
Women were ineligible to participate if they presented
via the National Breast Cancer Screening Programme
and/or had been diagnosed with a local recurrence of
breast cancer or a second primary. The study researcher
(CELJ) used a questionnaire to screen women for eligi-
bility and purposively recruit a diverse sample of differ-
ing ages, countries of birth, education and times to
presentation (78% participation rate). Delayed presenta-
tion was defined as a wait of =12 weeks in consulting a
healthcare professional about breast cancer symptoms.®
Women were identified as either first or second gener-
ation by whether they said they were born outside or
inside the UK. Women self-defined their ethnicity. All
women gave written informed consent. White British
women were matched to the Black African and Black
Caribbean samples according to age and education,
when possible, to enhance comparability. However,
White British women tended to be more highly edu-
cated than other groups.

Focus group phase

Clinical teams in hospital trusts in Somerset, the West
Midlands and Greater Manchester systematically identi-
fied eligible women from clinical records and recruited
a convenience sample of women to six focus groups.
Women were contacted and recruited to focus groups
either face-to-face or by telephone (figure 1). Eligible
women were: (1) Black African or Black Caribbean; (2)
over 18years; (3) diagnosed with breast cancer
=2 months before the conduct of the focus groups; or
(4) a family member/friend of someone diagnosed with
breast cancer =2 months prior to their conduct; and (5)
English speaking.

Most patient participants identified one Black African
or Black Caribbean woman each among their family and
friends for the focus groups, that is, snowball sampling.
CELJ used a questionnaire to screen women for eligibility
(95% participation rate) by asking about their ethnicity
and age. First generation and second generation women
were identified using the same process defined in the
interview phase. Women self-defined their ethnicity. All
women gave written informed consent. This led to six
samples of four to seven women with and without breast
cancer being recruited to allow comparison between
intentions and behaviours. One Black African and one
Black Caribbean focus group were run in each location.

Data generation

Interview phase

CELJ conducted interviews at locations chosen by the
women; generally their homes. An interview guide was
used to allow women to talk about salient themes in their
own words and at their own pace. Themes explored
included: knowledge of cancer and specifically breast

cancer before diagnosis; views about breast awareness; feel-
ings on noticing breast symptoms; determining what symp-
toms meant; and decisions made about, and experiences
of, help-seeking. Interviews lasted 45-150 min, were audio
recorded and transcribed verbatim. Analysis ran simultan-
eously with interviewing. Emerging themes and their inter-
relationships were explored in later interviews through
more focused questioning to clarify understanding.

Focus group phase

Focus groups were undertaken in hospitals by CELJ with
groups of all Black African or Black Caribbean women.
Patients and family/friends were in the same focus
group rather than separated. Discussion was directed by
a focus group guide and vignette—a digitally recorded
audio story constructed from salient interview findings
depicting a Black African or Black Caribbean woman’s
delayed presentation and diagnosis. Two vignettes were
developed—one for playing in focus groups with Black
African women and the other for use in focus groups
with Black Caribbean women. Each provided an amal-
gamation of women’s specific (according to particular
ethnic group) experiences narrated either by a Black
African or Black Caribbean actress. They covered all of
the barriers to noticing breast changes, working out
what such changes meant, deciding what to do and
finding a way through the healthcare system identified
from the interviews (box 1). Women’s verbatim phrases
were used to enhance authenticity. Vignettes were 4 min
long and during focus group were played initially in
their entirety and then by section—depicting barriers to
early presentation and diagnosis—to allow detailed
reflection and discussion. These sections were also
printed out and given to women in the groups to help

Box 1 Summary of barriers

1. Noticing changes
Perceiving breast cancer information irrelevant
Low awareness of risk factors and personal risk
Low symptom awareness
Breast awareness not part of cultural norm
Concern over how to be breast aware
2. Working out what changes mean
Difficulty appraising symptoms
Not disclosing symptoms to others or disclosing to those with
poor cancer knowledge
3. Deciding what to do
Fearing a cancer diagnosis
Worrying about wasting the doctor’s time
Self-managing symptoms—rather than seeking help
Focusing on other things
Not knowing importance of early diagnosis
4. Finding a way through the healthcare system
Not knowing where to go
Difficulties booking GP appointments
Feeling disempowered
Difficulty organising and attending hospital appointments
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maintain focus. For example, one section relating to
working out what changes meant comprised:

When | first discovered something it was a lump but it
wasn’t paining me so | wasn’t worried. | also have chil-
dren so it would have had to be something stopping me
doing the things | usually do, to take time off and see the
GP. | then told my husband that | noticed a lump. He
said ‘it’s in your imagination. Put your mind off it’ so I lis-
tened to him.

Women commented after each section on attitudes,
beliefs and behaviours depicted. Focus groups lasted
90-120 min, were audio recorded and transcribed verba-
tim. A cofacilitator kept field notes and managed the
audio recording equipment.

Data analysis

Interview phase

Transcribed interviews were managed using QSR NVivo
(V.9). Iterative analysis, following tenets of grounded
theory,” identified themes and their inter-relationships.
CELJ and GL coded transcripts line by line to categorise
and describe data, then developed themes through selective
and conceptual coding. Constant comparisons and con-
trasts enabled evolving themes to be identified and high-
lighted divergent perceptions and experiences, which were
explored in subsequent interviews. The researcher (CELJ),
principal investigator (ER) and research team (JM, GL,
EAD and RHJ) reviewed emergent findings and supported
analysis. Additionally, the steering committee discussed
emergent themes drawing on their experience, areas of
expertise and understanding of the literature.

Focus group phase

Focus group transcripts were managed using Microsoft
Excel (2007). Framework analysis integrated interview
and focus group data and enabled their comparison.®
CELJ summarised focus group data into a matrix com-
prising core interview themes. New and conflicting find-
ings were coded in red and incorporated into the
framework.

Steering committee and lay advisory group involvement

A multidisciplinary steering committee—comprising
Black African, Black Caribbean and White British
women with personal experience of breast cancer who
were patient advocates involved in cancer research; a
healthcare professional who was a director of a Black
and Minority Ethnic (BME) cancer charity; a head of
research at a breast cancer charity; clinicians and aca-
demics (a consultant surgeon and senior lecturer and a
consultant nurse)—advised on the study design, recruit-
ment, emerging themes and dissemination of findings.
A lay advisory group of Black African and Black
Caribbean women with and without breast cancer (n=8)
from a BME cancer charity piloted and advised on the
focus group vignettes.

RESULTS

Overview of findings

Ninety-four women participated; 20 Black African, 20
Black Caribbean and 20 White British women were
interviewed and 20 Black Caribbean and 14 Black
African women attended focus groups. Patterns in the
data suggested variation in experience by women’s
ethnic group and generation (first vs second generation
migrants to the UK); the results are presented to reflect
this (tables 1 and 2).

There were four fundamental stages leading to diag-
nosis with breast cancer (figure 2). A number of barriers
to early presentation and diagnosis operated within each
(box 1). Findings are structured according to stages.

Self-reported times to presentation, and between pres-
entation and diagnosis, were longest among first gener-
ation and, notably, Black African, migrants (table 1).
More first generation Black African than other women
were diagnosed with tumours larger than 5cm and
more had metastatic disease. Over half (9 out of 16) of
first generation Black African women recruited to the
study had metastatic disease. This suggests—although
some had aggressive triple negative disease—that this
group of women may have had their breast change for
some time before presenting to healthcare professionals
and/or had difficulty navigating the diagnostic process.
However, first generation Black African women who
worked in healthcare (n=5) were the exception. Their
exposure to the healthcare system—irrespective of occu-
pation—appeared linked to early diagnosis. Data satur-
ation was reached as envisaged through conduct and
analysis of the 60 interviews. Further, themes identified
in the interviews were confirmed and illustrated by the
focus group findings. Therefore, focus group data will
only be referred to if they countered or were additional
to the interview findings. There was no discernible dif-
ference in the focus group data between help-seeking
intentions alluded to by women without breast cancer
and actual help-seeking behaviour of women with the
disease.

Noticing changes
Five barriers to women noticing breast changes were
revealed and influenced women differently (table 3).

Perceiving breast cancer information as irrelevant

White British women and second generation Black
Caribbean women appeared receptive to information
about breast cancer because the disease had personal
relevance for them; many had known women with the
disease. However, most first generation Black African
women, some second generation Black African women
and first generation Black Caribbean women, appeared
less receptive towards media/health campaigns about
cancer generally and specifically breast awareness,
before they were diagnosed. They had limited or no per-
sonal experience of cancer. Cancer was described as
taboo and stigmatised. Further, first generation Black

4
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Table 1 Characteristics of the 60 women with breast cancer in the interviews

Black African Black Caribbean
N=20 N=20
White
First Second First Second British
Allwomen  generation generation generation generation N=20
(N=60) (n=16) (n=4) (n=9) (n=11) (n=20)
Age years; mean (range) 52 (30-91) 47 (30-79) 45 (43-46) 65 (47-91) 45 (41-57) 55 (31-83)
Religion
Christian 46 15 4 9 9 9
No religion 11 0 0 0 0 11
Other (Muslim and 3 1 0 0 2 0
Buddhist)
Marital status
Single 11 4 0 0 5 2
Cohabiting 9 1 1 1 1 5
Married 23 6 3 3 4 7
Divorced/separated/ 17 5 0 5 1 6
widowed
Employment (at time of interview)
Employed full-time 25 3 3 3 8 8
Employed part-time 10 3 1 2 0 4
Unemployed 7 5 0 0 1 1
Full-time homemaker 3 2 0 0 0 1
Other (self-employed/ 5 1 0 0 2 2
student)
Retired 10 2 0 4 0 4
Education
No formal education or 17 4 0 4 3 6
GCSE/O Level/CSE
A-Levels or equivalent 21 10 0 3 5 3
Degree or equivalent 16 1 4 1 3 7
Other 6 1 0 1 0 4
Time to presentation
Self-reported time between noticing a symptom and presenting to a HCP
<3 months 46 11 4 5 9 17
>3 months 14 5 0 4 2 3
Self-reported system time between presenting to HCP and being given results
<3 months 53 12 4 7 10 20
>3 months 7 4 0 2 1 0
Breast cancer type
Ductal carcinoma in situ 25 6 2 4 5 8
Invasive (or infiltrating) 25 7 2 3 4 9
ductal carcinoma
Invasive (or infiltrating) 2 0 0 0 0 2
lobular carcinoma
Inflammatory breast 1 0 0 0 0 1
cancer
Triple-negative breast 7 3 0 2 2 0
cancer
Staging (TNM)*
T1 36 5 3 4 7 17
T2 14 8 1 3 4 3
T3 7 5 0 2 0 0
T4 3 8 0 0 0 0
NO 35 6 3 4 7 15
N1 16 3 1 4 3 5
N2 4 2 0 1 1 0
N3 5 5 0 0 0 0
Continued
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Table 1  Continued

Black African

Black Caribbean

N=20 N=20
White
First Second First Second British
Allwomen  generation generation generation generation N=20
(N=60) (n=16) (n=4) (n=9) (n=11) (n=20)
MO 48 7 4 7 10 20
M1 12 9 0 2 1 0
Tumour size*
<2cm 36 5 3 4 7 17
>2cm <5cm 14 3 1 3 4 3
=>5cm 10 8 0 2 0 0

*TNM breast cancer staging and tumour size ranges taken from Cancer Research UK 2012.
GCSE, General Certificate of Secondary Education; HCP, healthcare professional; N=number of participants; n=number of participants

included in group.

African women were more familiar with other diseases,
including HIV/AIDS, which were more prevalent and
featured prominently in public health campaigns in the
countries these women migrated from. Consequently,
cancer often ‘had no meaning’ for Black African migrants
unless they knew someone with the disease.

Low awareness of risk factors and personal risk

White British women and second generation Black
Caribbean women seemed familiar with breast cancer
but often believed they were not at risk of the disease as
they had no family history of it. Younger women in these
groups appeared less breast aware than women aged
over 50—they rightly believed they had limited risk of
developing the disease due to their age and therefore
checked their breasts infrequently. White British partici-
pants aged over 70 years often believed older women
could not develop breast cancer. Most Black African and
first generation Black Caribbean women irrespective of
age generally thought they were not at risk. They also
believed breast cancer was a ‘White woman’s disease’ and
assumed that having no family history, feeling healthy,
being young and having small breasts made it impossible
for them to develop breast cancer. Some associated
negative cervical screening results with having ‘little
chance of getting cancer’ and so were not breast aware.
Exceptions were women who knew people with cancer
generally and who worked in healthcare.

Low symptom awareness

White British and second generation Black Caribbean
women appeared to have greatest knowledge of breast
cancer symptoms and typically determined quickly ‘any
difference’ in their breasts. However, perceived ‘over-
emphasis on lumps’ in the media meant that some did not
realise the significance of non-lump symptoms. Likewise,
many first generation Black Caribbean and second gen-
eration Black African women were unaware of non-lump
symptoms. In comparison, first generation Black African
women had poor—if any—knowledge of breast cancer

symptoms unless they had watched television health pro-
grammes where breast cancer had featured.

Breast awareness not part of cultural norm

White British women and second generation Black
Caribbean women generally believed breast awareness
was important for health. However, some White British
participants aged over 70 years reported different views,
reporting feeling awkward touching their bodies or
believed being breast aware was ‘looking for trouble’. In
this respect they appeared similar to Black African
women and first generation Black Caribbean women.
Additionally, first generation Black African women
believed feeling breasts for changes might cause breast
cancer.

Concern over how to be breast aware

Women from all ethnic groups were concerned over
actions to take in being breast aware. Many believed it
involved a formal checking procedure and felt unconfi-
dent regarding how their breasts should feel.

Working out what changes mean

Two barriers to women interpreting symptoms as con-
cerning were revealed and were experienced differently
by ethnic group and women’s time spent in the UK
(table 4).

Difficulty appraising symptoms

Women across the sample who detected subtle changes
(eg, ‘slight hardness’) reported difficulties determining
their importance. Misattribution of non-lump symptoms
(to menopause, menstrual cycle, age, stress and breast
injury) contributed to delay in help-seeking. In White
British and second generation Black Caribbean women,
this appeared more likely when non-lump symptoms
failed to match their mental images of them. In com-
parison, first generation Black African and Black
Caribbean women had low awareness of non-lump symp-
toms. Additionally, Black Caribbean women and a
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Table 2 Characteristics of the 34 women with and without breast cancer in the focus groups

Black African

Black Caribbean

N=14 N=20
First
All women First generation Second generation Second
(N=34) (n =12) generation (n=2) (n=5) generation (n=15)
Age (years; mean (range) 55 (33-68) 43 (40-55) 40 (39-40) 65 (45-68) 50 (33-60)
Religion
Christian 30 11 2 4 13
No religion 1 0 0 0 1
Other (Muslim and 3 1 0 1 1
Buddhist)
Marital status
Single 6 2 1 0 3
Cohabiting 11 5 1 0 5
Married 11 3 0 3 5
Divorced/separated/ 6 2 0 2 2
widowed
Employment (at time of interview)
Employed full-time 14 5 2 0 7
Employed part-time 8 3 0 2 3
Unemployed 2 1 0 0 1
Full-time homemaker 2 1 0 0 1
Other (self-employed/ 2 0 0 1 1
student)
Retired 6 2 0 2 2
Education
No formal education or 3 2 0 1 0
GCSE/O Level/lCSE
A-Levels or equivalent 15 6 0 3 6
Degree or equivalent 15 4 2 1 8
Other 1 0 0 0 1
Number of women with and without breast cancer
With breast cancer 19 6 2 5 6
Without breast cancer 15 6 0 3 6
Time to presentation for women with breast cancer
Self-reported time between noticing a symptom and presenting to a HCP
<3 months 14 3 2 3 6
>3 months 5 3 0 2 0
Self-reported system time between presenting to HCP and being given results
<3 months 16 3 2 5 6
>3 months 3 3 0 0 0

GCSE, General Certificate of Secondary Education; HCP, healthcare professional; N=number of participants; n= number of participants

included in group.

minority of White British women with lumpy breasts
described difficulties differentiating between concerning
and ‘normal’ lumps.

All women reported that they had been attentive to
worsening and persistent symptoms and those they per-
ceived as ‘not normal’ or having no explanation.
However, first generation Black African and Black

1. Noticing changes

mean

Caribbean women seemed most likely to tolerate or
ignore symptoms if they were not bothersome and did
not affect daily functioning. Most Black African and
Black Caribbean women assumed cancer would be
painful. Those who noticed a painless lump often took
longer to present compared to women who felt asso-
ciated pain.

= “Finding a way
3. Deciding what through the

to do

healthcare system

Figure 2 Journey to diagnosis with symptomatic breast cancer in Black African, Black Caribbean and White British women.

Jones CEL, et al. BMJ Open 2015;5:€006944. doi:10.1136/bmjopen-2014-006944

ybuAdod Aq pajoslold 1sanb Ag 8T0g Isnbny Tg uo /wod fwg uadofway/:dny woly papeojumod "STOZ YdIe €T U0 76900-7T0g-uadolwa/9eTT 0T St paysiiand isiy :uado riNg


http://bmjopen.bmj.com/

(<O

Open Access

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

panunuoy

Alreal sey ‘poo,
wbnoys 1snl Ajfesay| | os
10J 1IN0 X00| p|noys noA
Jeym pue op pjnoys noA
reym ‘Buiyrliane ybnoiys
JUSM 3ys asinu ayl,

ON

(sxeam 9

‘sieak gg ‘aMmee)

PBunoA w,| asneosaq

pue Ajiwej ayy ui Jou isnl
S.Jl 9sNedaq *"p|noys | se
Ualjo Se JoU INg pPaxdayd
|"**J9oued 1sealq 186 0}
A1) 8unb are noA Aem e
ul A|[eansireis 0s uowuwod
AJBA S I MOUy | ueaw |,
ON

(s199m z—T

‘sieak Gy ‘GMTE)

. ased ulisnlnoge

MOU> 0] papaau NoA
Buiyiawos sem 11 mauy|
noA Jaoued 186 p,noA
Juiys Lupip noA ybnoyire
0S SJeak ay] Jan0 ueaw |
‘sagald pue siiq noA

pioy 3 ey 8| sbuiyy pue
sauizefew ul sbuly) usss
p.| pue Jaoued 1noge
peal p| ‘N pey sAoym
ajdoad moux noA ‘siaded
BY} Ul pue SMau ay} uo 1
893S NOA "MOU SSaualeme
yonw os s,a18yl,

Ajjeas sem 11 os ‘AemAue
sisealq Adwn| annb 106
9/, " *aW PauIa2U0d eyl
pue Joj Bupjoayd Ajjeal
SeMm | Teym mouy| J,upip

1 INQ %93y 0} paLi |,
SOA

(s)eam ¢

‘sreak 9 ‘0dS) . JesAw
%08Yd pinoys | wybnoyy
| "Big 0S sem 1l pue
1399ued pey puaLy Aw
pue Ajjigissod e s.a1ay)
‘mouy noA 1ng 11 186 abe
Aw uswom Ajares Aisp
ON

(19am T

‘sieah gy ‘04ET) 00|
0] MOY pue op 01 Jeym
MBUY | 8snedaq pooh
Alreas sem rey uiy)

| ‘sisealq Jiayy Bupjoayd
uswom 1noge Bupye:
alam Aayy uaym ‘jasAw
10} USAS puy "noA

0) aJejal ybBiw Buiyiswos
J Uiyl pue dois noA
sayew 1l asnedsaq pooh
Ajjeas are subredwes
Ssauaseme ayl Julys |,

(sreah g ‘sieak 65

‘0ge2) L le e aIns jusem
Ajreas | asje Buiyihue ing

sdwin| 3noge mauy AJuo |,
SOA

(reah T ‘sieah 1y

‘09TT) . H9SAw paxaayd
aney ybiw | ,ybnoayy
JUBM | Teym si siyy, Aes
pue 1no awod punoibxoeq
oluya Aw wolj Apogawos
JI 0S ‘aw puelsiapun

noA ‘Tey; mouy ,upip |
"19ouRd aney Ajrenioe

0} Jaoued Jo Ajlwey

InoA ur Aioisiy e aney

01 aney noA ybnoy |,
SOA

(reah T ‘sieak 1y

‘04aTT) U Inoge BuiyiAue
MOU3 0] paau LupIp | ‘dw
109J4e L,UpIp }l 8snedaq

1 0} uonuane Aed

Lupip | *Ajjeas 31 1noge
BuiyiAue mouy 0} paau
3,UOp | W punoJe Jou S
JIuIy) | pUy "sw punoJse
J,Usem 1 Inq 1aoued aney
a|doad mouy| | J8ouEd
noge Buiyiou mauy |,

saop Jeym Ing Juepodwi

s eyl aghew abueyo

e s,alay) JI inoge] mauy

| pue sdwnj 1o} %23yd Aes
op Aayy"sbuiy jo areme aq
pINoys noA ey areme wi,|,
SOA

(s)eam €

‘sieak 9y ‘vE9).128Yd

0} p3paau | Huiyr ,upip

| 0S 1l aAeYy p|nod abe Aw
1O Salpe| Tey} aleme J,usem
|"**S8NYA\ BU) Se yonw se
1ou Inq ¥ 186 p|nod sxoe|g
mauy | Aloisiy Ajwey

ou aney | Inq Bunjoayd
3y} op 0} parennow

alow alhay Ajiwey

JIayl Uty sAey oym salpe,
SOA

(Rep T

‘siesh gp ‘'vd/v) N Inoge
10|  peal | pue 1l 8|00 0}
papioap | ‘oS shulyr wayy
|le pue uo paAl| 8y o ‘Uo
passed sa)0|g ay) J0 auo
pue Ajja1 uo Anb siy s,a18y 1
" paInd sem | Inq Iaoued
aney |, sAes 1ey) aoinpe

U1 0} pauals|| | 18Ul
3yl uo payodaya | ‘obe sieak
awos ‘1o sbuiyy 328yd

0] annIsinbul A1an sem |

0S 1l pey Jayre} Aw ‘1soue)d
‘Alelpalay ale sbuly) swos
asnedaq aamisinbui isnl w|,

(sx@am gT ‘sieah g1

‘vdeT) «dwnj s reym ing
sdwin| Inoge pireay | 18oued
1Sealq 1noge Buiyiou mouy |,
SOA

(reaA T

‘sreak og ‘vgg) . Jeoued

196 p|no2 | mouy LupIp |
asneoaq alay) ob Janau puiw
AN "aw 01 uaddey pjnod

SIY1 a1 Buiyiswos mau
JaA3U | "pPax28Yd Janal |,
SaA

élaureq e se bunelado
ssaualteme woidwAs mo

élaueq e se bunelado

S _mcom‘_wq pue sli01Je} XSl JO SSaualeme MO

(Rep T

‘sieak /g 'vETZ) ~Inoqge
BuiyiAue op Jo Muiy o) sw
10} 818y} ,USeM 1| 19oued Yim
sealaym 1l Aq paroaye Ajwe
aney |'*a|doad Bunoaye

S ¥eys mouy pue i peal

[I!M noA os ade(d ay) Jano

[fe aiaymAIana noge paes sl
AIH 1 aney Ajjeal 1,uop noA
‘AIH wouy uede ‘eauyy uj,

ON ON SOA ON SOA  ¢lalueq e se bunelado

JUBAS[2.I UoBWIOUI JadUR)D Jsealq Bulnigdlad
VN uonelausb puodss uoineiauab 1si114 uonelausab puodss uoineiauab 1si114 sabueyo Bulonon
am ol| v

uonelauab pue dnoib aluyie Aq sabueyo BulonoN € sjgel

Jones CEL, et al. BMJ Open 2015;5:006944. doi:10.1136/bmjopen-2014-006944


http://bmjopen.bmj.com/

)
)
o)
O
o

<
c
o
o

O

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

“yshig suym ‘am -uesqqued xoelg ‘0g -Uedlly Xoe|g ‘vd

-abe Jo s1eak g/ 1SN0 SSaJUN«

(Buo| moy urepsoun

ng syjuow g ueyy

alow ‘sreak 617 ‘9M82)
«Aireas yo u bumnd 1o u
op 01 bumabioy 1day | os
pue 0] MOy aIns 1,usem

| INg 28Yd 0} P[0} 81,8M
{93y p|noys | mau |,
awios Jo4

(sy9am 9

‘sreak G9 ‘dM09)
JesAw Bulkip 1o samoys
B ARl | UBYM UdY0

0s A1ana 323ayd ¥2inb

e aney isnl |*"awn ayx
[[e Jaoued isealq noge
Buleay al,noA asnesaq
393yd 0] 9|qisuas 1snl s
énusi ewou isnl sy,
*ON

(skep ¢ ‘sieak TE

‘aMys) .-obueyd

© 10} s1sealq Aw pa)dayd
sAeme | pue Jueuodul

(syuow ¢

‘sieak /G ‘O99T) 104D
10} WOOJ Yyanw 00} Sem
asay1 18} 1snl | "uonow
Jenaiued e ul punol
aA0W pue Jej} puey

InoA pjoy Jo 1ej) Aej 01
aAey noA jey) noge Jesy
NoA***}93y2 0} Jueaw
Sem | Moy Inoge snoignp
1q & sAkeme sem |,

awos o4

(28m T ‘sresh gy ‘O9ET)
‘yireay |[elano JnoA

Jaye Bupjooy jo ued s
***s]Sealq UMO INoA |93}
0] [ewsou A1 dwod sy,
ON

(sx0am 6

‘sieak gy '0d8y)

. sdwn| rensnun Aue sem
18U} J1 19819p 0} pIey

(skep ¢ ‘sieak g

‘09zg) Buoim i

Bumab 1noge paLiom sem
| @snedaq bBunjoays Aw
UM 20y-pe Ajurenad sem
| 0s pue 1yBu Buiphue
Buiop wy,| §i mouy Ajjeal
uop | ybnouys isn( |,

SOA

(Rep T ‘sieak 8

‘0de) J1alies yg e

Ino 3 puyy pjnom | agAew
reys Buiop sem | 41 ‘a18y}
sl Buo] moy ‘noA |21
1,Ued | MOY S,Jey) puy ‘|8
Te sisealq Aw yonoj 1,uop
| "sisealq InoA X2ayd
sAemfe 1snw noA pres
Asy1 ybnouyye sisealq Aw
ynm Aejd o3 sif ,uop |,
SOA

(oam T ‘sieah Gy

'v992) ¢peq aq ybiw
Bui@a) a1,noA yeym mouy|
noA op moy Buoim 1 106
noA j ¢wiod ay; sjeym op
0} Jeym Mmouy 1,uop noK i,
SOA

(sxoam ¢ ‘sieak o

‘vY99¥) . /OM 1,UpP|NOM I3U00S
10| ® aleme aq |[e p.aMm pIp
aM JI pue op am Bulyiswos
10U S,)] )29Y2 Ajreas 1,uop
am 1ng Auunj Buiag 1ou wi,|,
SOA

(joam T ‘sieah Gy

‘VEa92) .03y LupIp

| 0S sueaw 1l JTeym ains jou
w,] ¢ueaw [abueyd €] 1eyl

(s@0am g ‘sieak ¢

‘VE.T) .’} OP 0} MOY MOUX
Luop noA yi prey s Huiys

| ‘Ow 1o} pue moy noA smoys
3UO OU INg SaA[asWaY}
328Y92 Isnw Salpe| Jey) pue
9JUO0 UOISIA|3} U0 SIY} Inoge
Jeay | ¢)29Yd noA op MOH,,
SOA

éJlaureq e se bunelado

aleMe Jsealq ag 0} Moy J8A0 uladuo)d

(syluow TT

‘sreak g ‘v902) . 'SoA
‘aon0u Ajjeal upip | ssanb
| 0s'"Ape| e se sisealq

InoA %28yd 1snw noA sAes
Teyl ainynd siyl yum dn moib
LUpIp | "$328y2 op Juop |,
SOA

élaureq e se Bunelsado

wiou [einynd Jo ued Jou SSaualeme isealg

VN
am

uoneisuab puooas

uoneiauab 1sii4

uoneisuab puoosas

uoneiauab 1s114

o4d

vd

sabueyo Bulonon

psnupuoy € ||geL

Jones CEL, et al. BMJ Open 2015;5:€006944. doi:10.1136/bmjopen-2014-006944


http://bmjopen.bmj.com/

Open Access

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

"ysnug aNYM ‘g ‘suonnoeid [eisush ‘do ‘uesqque) ¥Ie|g ‘Og ‘Uedly %oe|g ‘v

(shep ¢ ‘sieak /¢

‘aMLS) . ubnoyy kemAue
d9 Aw 01 06 031 paploap
pey |"*") |98} p|nod ays
pue |98} e pey wnw Aw
pue ||]am se 1l |93} p|nod ay
ou Ing 1l [88} P|NOI Tey) aw
i1snl sem 11 pue pew BuloB
SeM | Xuly} 0} Juem Lupip |
‘a1ay} dwin| e Ajguuyap
s,2lay) sak aw 0} pres

8y pue 1l |88} Wiy 19| |,

ON

(Buoj moy urepasun

g syuow g uey alow
‘sieak 6i7 ‘9M8Z) . MOU
A|leas ,upIp | OS [[am Se
asnedouaw Buiyoeoidde
W,| OS[e pue: ' adualaylp
© SeM aI8U} Jey} padlou

| eyl syuow pue syuow
pue syuow Ajelall] sem j
“dwin| e JaA8 1,usem aIau}
‘I padnou IS1 | TRy,

(sxoam 6 ‘sieak g1
‘uonesauab puodss ‘Dgs8y)
~Ajressasauun Aliom 01
wiay) uem 1upip | -Bulkuom
Jels p,Aay) asnedaq spusly
10 wnw Aw |93 LUpip | Inq
yoddns siy pajuem | asnedaq
1 Inoge puegsny Aw pjo} |,
ON

(198m T

‘sreak oG ‘Ogy) .'10100p

ay) 0] ob sAeme | lewiou jou
s.zey; Buoim saob Buiyihuy
.iyo, ybnoy | pue g e uny
) pue ured Buiqgels e 3y |,

(skep

‘sreak 0g ‘uonelauab

11} '09ZE) L UIm

Buipeap sem | reym mauy

| [nun A1lom 03 suoAue
Juem 1,uUpip | pue suoluido
[e2Ipaw Yum pauiaduod
Aluo w,] asnesaq

9s]@ auoAue ||81 ,upIp |,
awos 104

(oam T ‘sieal Gy
‘uonelsauab puodas
‘vd92) . 1uoddns aney
noA asnedaq aJsuanjjul ue
aney Sa0p 11" "Mouy [|,noA
uay) pue uonaNNsSuUl urew
aUl Sem Jey] ‘,Ino payoayd
11196 01 106 an,noA

‘Res Aayl Teym ass pue
1IN0 pax2ayd 11 186 pue ob
‘Aiom 1,uop, ‘onayredwAs
Aian asam Aay] “Ajwrey
ay) ‘puegsny Aw pjoi |,
ON

(reah T ‘sieah og
‘uonelauab sy ‘vge)
«Teyr &l buiyiswos

10 Areuipio e 1sn(

s 1ybnoys apn “sbunj Aw
paisiua pey pjod aghew
Teyr Bupjuiyy ‘dess o1

1 8sn 0] 13y ue|q J11199|9
ue Ang 03 pey | jey)

J0 asneoag ‘pjod e S,
Aes am*'yonw 00} JjasAw
SSalIS 10U pue xe|al
pinoys | Aes ay [pueqsny
1ay] wiy pjo} | usym,
SOA

éJlaureq e se bunelado

abpajmouy Jadued Jood yum auoawos 03 Buisojasip Jo uosiad Jsyioue 03 swoldwAs Buisojasip 10N

(stpuow €

‘sieak /G ‘049T)
.’snouas Ajjeal buiypAue
9( L, ued Os uny lusaop
11 pue 1ab6iq Bumab
jou s ||am ybnouyy |,,

(Aep T ‘sieal gf

‘VE.y) SHeM LupIp |

‘Reme 1ybrens panow

| PUY .£SIUI SI TRYM,

‘pres | 1seaiq Aw ul dwnj
3yl 1|3} | UBYM ‘0s"**1aduUed
9q ued sdwn| mauy

| 0S aAnIsInbul w,| *00}
pey Jayre} Aw pue Jaoued
pey am ‘apis s.Jayiow AN,

(syuow 9 ‘sreakh gy
‘'v96T) . 199ued 1noge
BuiyiAue mouy 1,uop

| @sneoaq Buiylawos

10 UOI23UI IO JaJued S
41 Mouy uop |06 Lupip
| Ing Jabbig Buimoib
paue:s 1l uay ‘aw
Buiured payrels U uayy
aw Bulcumsip j,usem 1,

awos 104 aWos J0- awos o4 ON SOA  ¢Jauleq e se bunelado
swoldwAs Buisreidde Aynaia
VN uoiresausab puodsas uoiresauab 1114 uoiyesausab puodss uoiresauab 1si14 ueaw sabueyd
1eym 1IN0 BujIop

am od vd

uonesauab pue dnoib aluya Ag ueaw sabueyd yeym o BUDLIOA\ 17 3|ge.l

Jones CEL, et al. BMJ Open 2015;5:006944. doi:10.1136/bmjopen-2014-006944

10


http://bmjopen.bmj.com/

8 Open Access

Not disclosing symptoms to others or disclosing to those
with poor cancer knowledge

Disclosing symptoms appeared to promote prompt help
seeking for breast changes. However, who women dis-
closed to was equally important. White British women
and second generation Black Caribbean and Black
African women were encouraged by family and friends
to seek help. However, first generation Black African
and Black Caribbean women reported they were not
always encouraged to do so, which contributed to delay.
Exceptions were women who disclosed to family or
friends who either worked in healthcare or had them-
selves experienced a breast lump.

Deciding what to do
Table 5 summarises factors influencing women’s help-
seeking behaviours on noticing breast changes.

Fearing a cancer diagnosis

Fear appeared to influence help seeking for breast
changes in different ways. Wanting to ‘rule cancer out’
rather than ‘worrying unnecessarily’ motivated most White
British, Black Caribbean and second generation Black
African women to seek help. However, fear and ‘not
wanting to face the possibility of breast cancer’ contributed to
delay among first generation Black African women
whose family and friends had died from the disease.
Similarly, a minority of Black Caribbean and White
British women said they delayed seeking help because
they believed they definitely had cancer and were
anxious about how advanced it might be.

Worrying about wasting doctors’ time

Irrespective of their ethnicity, women generally sought
help quickly if they felt their GP or healthcare profes-
sional had been sympathetic at previous presentations
with breast changes and they had been satisfied with
their care. First generation and second generation Black
Caribbean and first generation Black African women
seemed most worried about wasting their GP’s time, par-
ticularly when they perceived their GP had been dismis-
sive or unsympathetic about previous health issues
including breast changes. A minority of White British
and second generation Black Caribbean women who
had previously been diagnosed with benign breast
disease were concerned about wasting their doctors’
time and typically did not seek help with any urgency.
Second generation Black African women did not report
concern over wasting doctors’ time.

Self-managing symptoms rather than seeking help

Most White British and second generation Black
Caribbean and Black African women monitored their
symptoms for a short period (range 1 day-6 weeks)
before seeking help. However, self-treating symptoms
with conventional medicines (eg, painkillers) contribu-
ted to some first generation Black Caribbean women
delaying presentation (range 1 day-2 years). Three first

generation Black African women used prayer and alter-
native medicine before seeking medical help (range
2 weeks-1 year).

Focusing on other things

Competing priorities (eg, work and childcare commit-
ments) contributed to help-seeking delay among a
minority of women. Some White British women, first
generation and second generation Black Caribbean
women and a minority of first generation Black African
woman reported delay in presenting with what they
believed was breast cancer because of difficult life events
(eg, depression, relationship breakdown and redun-
dancy). However, a minority of first generation Black
African and Black Caribbean women with delayed pres-
entation appeared to genuinely believe their symptoms
were unimportant within their very busy lives.

Not knowing importance of early diagnosis

Most White British and Black Caribbean women voiced
the importance of early diagnosis for cancer survival
and this motivated them to seek help. Conversely, most
first generation Black African women were unaware of
the importance of early diagnosis. Some also believed
cancer remained within the breast rather than
metastasising.

Finding a way through the healthcare system

Four barriers to women travelling effectively through the
healthcare system were revealed in the data; again, some
were experienced differently across the sample (table 6).

Not knowing where to go

All White British, Black Caribbean and second generation
Black African women presented to a GP or walk-in clinic.
However, many first generation Black African women pre-
sented at accident and emergency (A&E) departments
and one waited to be contacted by the National Health
Service (NHS) breast screening programme because they
were unsure where to present with breast changes. All but
one of the Black African women presenting to A&E were
told by staff to contact their GP. The exception was a
woman with metastatic disease who was admitted.
However, some did not act quickly on this instruction as
they did not believe it was important to do so.

Difficulty booking GP appointments

All women expressed difficulty seeing their GP, report-
ing: challenges in booking appointments; discomfort
with disclosing symptoms to receptionists; inconvenient
surgery opening hours; and limited emergency appoint-
ments. Most overcame these issues and were seen
rapidly. Exceptions were women in senior/professional
roles who described difficulty taking time off work, and
first generation Black African women with work and
childcare responsibilities (eg, agency work, childcare
costs and not having a partner to look after children).
Black African and Black Caribbean women in focus

Jones CEL, et al. BMJ Open 2015;5:€006944. doi:10.1136/bmjopen-2014-006944

11

yBuAdoo Aq paroalold 1sanb Aq 810z 1snBny TZ uo jwodfwq uadolwagy/:dny woiy papeojumod "STOZ Ydorew £T U0 +¥6900-7T0zZ-uadolwa/osTT 0T se paysygnd 1siy :uado rINg


http://bmjopen.bmj.com/

(<O

Open Access

panunuo)

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

Ajjeuosiad 11 1noge op pinod
| Bulyiou sem alay ‘uMo
s1 uo ob 01 Buiob jusem

1" [ewlou jusem 1 eyl
pue’ -1ybu j,usem Buiylawos
umop daap mauy |,

ON

(sx@am g ‘sieak g9

‘dM09) . delpuoyd0dAy

© 10U W,| "ysni 01 3oinb

0S },Usem | punoJe awn siy}
os Buiyiou ag 03 N0 pauIn}
1l pue uay do Aw o1 1ybrens
paysni p,| ‘810439 Isealq

Aw ur dwnj e pey p,| Inq
1auoos auob aney pinom |,
awos J0

(oam T ‘sieak gg

‘am.e) Buiyilians

pue Buikio sem |'**mou

M| SIy1 Inoge auop 8q 01
pey Buiyiswos mauy| | ‘awn
Siy} pip | Ing deyy e ur 186
1,uop | pue uayo A2 juop |
‘ueawl p|Nod Il Jeym mauy |
asnedaq ¥o0ys e yans

sem 1 ‘Ajfesan) yasAw 1ys |,

panowal aq 0} papasu
Tey) dwn| e sem 1l Mauy|
|"""awoy ¥e siy 1eal

ued noA yeyl yuiyl o3 Ajjis
S]] ¢Aayl op umo Jisy) uo
lanaq 196 1,uop sbuiyl,
ON

(syuow g

‘sieak /G ‘D49T)

1 op 01 1uabin jusem

11 Inq parowal 1 106

0] pajuem | Inoge Aliom
01 Buiyiou sem 11 1ybnoyx
1snl | 11y 1€ Siy) punoy

| uaym ssanb | AemAue
oS "ubluag ag 031 1IN0 uin}
sdwn| 1sow pres Aayl Inq
991U AISA Sem auokiana
pue 49 ayi pue

alo0yaq sdwn| pey p.l,
awios Jo4

(sxeam g ‘sieak oy
‘09S) (oW Joj Jou

Aym os mauy| | ajdoad
Jaylo pue wnuw Joy
pa)Jiom pey sjuswiesain
snd-*Buiyiswos

noge Bulkiiom |njssans
aIowW S I asnedaq Jadued
uo 1Is 1,ued NoA asnedaq
BuiyiAue s i 1no 3 8N
01 Jo puiy 0} 1snf sem jj,,

1 9sed ul ‘umop ob dwnj
3} ayew pinom Jey) JI 99s
01 uajoidnigl pue Buniny
pauels 1l aduo ured ay) oy
joweladered Bupjel sem |,
awos Jo4

(1eaA T ‘sieah 11

‘O4TT) . 8Wi S,10)00p

ay) aisem 0} Buioh

we | reyy Bujuiy) aw o}
isnl s 31 ou —Yeys yuiys | reys
9oualadxs peq e pey |
Teys Jou s 0S Buiyifiens
pue ‘Buiyiou s

MOUX NOA ",8Wi S,J0j00p
ay) aisem 0] Buloh jou

W, Yeu, Bunjuiyy w,| puy
.£10100p 8y} 031 06 | |reys,
‘Bupjuiyy w,| pue 308yd
pue aia 3l| pINOM |,

SOA

(Aep T ‘sieak g9
‘uonessuab sy ‘0gy/)
«Reme 1ybu Juswiean uels
pIN092 | 0S SeMm }l ased Ul
N0 puy 01 pey | Mauy | 0s
1aoued aq p|nod 1 Mauy

| pue ,pob Aw yo ‘pob

Aw yo, buiob pue Axoiued
pue paluiom Ajjeal sem |,

aw anlb 01 1ng Aeud pip
|'*peq os Bumny jusem
1 9snedaq sia|gel bupiel
ul juiod 8y} S Jeym usas
9Q 0} PaPaaU SIY} Mauy |

‘Uaas aq 0} paem | yo,

ON

(sxeam €

‘sieah 9y ‘va9y) N

99S 0] papasau d9 AN
'S1SA9 Jay10 01 JuaIayIp
18} 3 pue Jeinballl sem
U Mauy | INg " JUBIayIp
Qg e s|99} )l ‘ppo g

e $)00] sIy}, ybnouyj |,
ON

(sxeam ¢ ‘sieak o
‘vg9v) 1 INoge
BuiAiiom juiod ou s.a18y)
Se MoUy| 0] pajuem |
‘0B juem aw apew
Teym sJeyl aw Joj Ing
JipauLIa) w,| ‘pauaiybuy
w,| ¢Buyrswos puiy
Aaus 41 reypn, ‘putw sy}
40 >0eq 8y} ye uonsanb
Tey) aney shempe
[uswom Jayi0] uiys |,

3y} Jeys os ‘Yos ob 1 rey) os
[ssaid] uay: ‘suois e ayel 03
pey noA ‘ino Buiwod jusem
Aliw isealq sy pue yuiq
aneb anuny Aw euabiN ul
obe sieak Jaquawsal pjnoa |,
awios 1o+

(sreah g ‘sieak TG ‘vgeS)
.".sn Buualsad daay 1,uop,
1| Sem 11°*oelpuoyd0dAy
B 10 UBWOM [edudlsAy e Jo
1Qg e 84,n0A se )l peal | (4o
sisealq InoA 1N ¢0p 0] aw
juem noA op 1eym, ‘Ajjeaiseq
Teyl alojaq Jeak e aw pjo}
[d© auy1] asnedaq sem isealq
Aw u1 sabueys ay) mes

| usym ob 0} JueIdN|al Sem

| Aym suoseal ay1 Jo sUQ
SOA

élaureq e se bunelado
swoldwAs Buibeuew-jas

éJlalreq e se bunielado

aw s.10100p ay) bunsem inoge BulAliopn

(syuow ¥

‘sieak gg ‘vg9) . Jaosued s
aw (193 yBiw Asyy rendsoy
01 06 | JI 1] ‘moud] noA
‘paleds ay|I| Sem | "pua ay} SI
Tey} pres Jagued noge preay
| 3 peYy | Usym oS 'saka

AW yum 1 mes | “aguanadxa
3|quIoY Sem 3l ‘Mouy|

noA ‘1ab661q sem inown)

By} pue ‘alos pey ays

pue ‘Auunjs os sem ays paip
8ys 8al0jaq puy ‘palIp ays
‘palp uBWOM 3y} asnedaq
NoA sj|iy Jaoued mouy | 0S,,

awos 104 awos 104 awos 104 ON SOA ¢lauleq e se Bunelado
sisoubelp Jaoued e Hulesaq
VN uolelausb puodas uolresauab 1si14 uolnelauab puooss uolelauab 1si14 op 01 1eym Buipioag

am od vd

uonelauab pue dnoib aiuyia Agq op 01 reym Buipioaa G ajgel

Jones CEL, et al. BMJ Open 2015;5:006944. doi:10.1136/bmjopen-2014-006944

12


http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

)
)
o)
O
o

<
c
o
o

O

‘ysiug aNYM ‘gm ‘auonnoeid [elaush ‘do ‘ueaqqie) yJe|d ‘Og ‘uedlyy doe|g ‘v

(shep g

‘sieak T ‘gM8s) . dwn
1| © SeM I Usym pip | Moy
1] 1o Bulusaios ob Asyy

J1 Jay)I8 Mou Jaljies Jaogued
pull Aay1 asneaaq mou
aninns aidoad Auew os,,
ON

(syuow ¢ ‘sieak gy

‘AMBE) . pulw Aw jo

3oeq ayi 01 dwnj ayy ind 1snf
| os adoun3 punoJe Buljanen
2IaM am pue ueldISnW

B W, ‘||am se Buioue|aaly ||ns
Sem | awil eyl punole uayy
pue umo Aw uo Jey) |je Buiop
sem | 0S wnw ajbuls e w,|,
ON

(skep v ‘sresh 1€ ‘dMpS)
«Reme 1ybrens 4o Aw
93S 0] pey | mauy isnl | pue

(Rep T ‘sreak 05 '096)
./Apog InoA Jo 1sal ay)

0] spealds 11" ")2IS a1,noA
MOUX NOA 10 panowal
sisealq InoA aney Jayla
noA ‘o6 noA Jare| ayy

ng "1 1ean ued Aay) ‘06
noA Jailrea ayl asnesaq
‘Alrea ob pinoys noA,

ON

(stpuow g

‘sreak €6 ‘Ogg) aghew
d9 Aw Buisas Buipione
0 Aem e se jnis 1ayio
uo Buisnaoy ‘rewlou

se uo Buihued jo Aem
B Sem 1l 0S "pusiiyb
SIy pue uos Aw yum
swajgo.d ay) |[e aduls
Bulop usaq p,| dlom
133]un|oA SIy} ol JjasAw
Buimoiyy pauess isnl |,
ON

(Gream T

‘sreak oG ‘uonelauab
puodas ‘Qgy) "10100p

e Aq Jayioue Jo Aem auo

(Rep T 'sieak g9 '04/)
J1sal re puiw Aw nd
pinom 1 ‘aw 0} suaddey
[iuswyean] u Jauoos ayp
‘yons se peaids 0] soueyd
© 196 0] Bulob 10u s uayy
uaiaip Buiyswos aon0u
NoA se uoos se 4o InoA
893S p|noys noA mouy |,

ON

(syiuow 9 ‘sieah Gf
‘OdST) jonoay isnc

10} 10 Ay 01 Ajiwrey sup e
Bumab pue me|-ui-laylow
Aw 1o} Aepyuiq

Big e asiuebio 01 pey
osje p,| . do Aw aas pue
%00q Ja1aq | S8 ‘Wybu,
Buifes aw 0} dn Buipes)
21198y 0S Sem i ‘YIom

Te Asnq Ajjeal uaaq p,|,,
awos o4

(sreal g ‘sieak g5
‘0gee) . Aeme ob pjnom

(s@9am g ‘sieak v
‘vdG2) . 181ea ob noA
JI 90UBIBYIP © Sayew

[re 31°*~aA1| 1,uop noA yi
anissalbbe 10 pasuenpe
alow 1o abels Jualayp
B Je uaaq aney Aew

11" "poob are sasueyd
InoA Apes ybneo sl i,
ON

(s>joam ¢ ‘sieah op
‘va9v) . Buiyphiana
paddoip | ‘Aeme jybrens
d9 8y aas pue ob 0}
pajuem | msu | “yiesy
Aw uey uenoduwi
alow si Buiylon,,

ON

(sxeam ¢ ‘sieak gy
‘uoirelausb puodas

‘va.ly) .d9 Aw Buu
0] papaau | Yyibuans ay)

(syiuow ¥

‘sreak g¢ ‘vg9) . dwn|

e 1snl s1""punos peaids
UBd 31 TRy YUlyl USAS 1,uop |
‘punose peaids ued [1aoue?]
1 Teyl moux UsAs Luop |,
SOA

¢Jauleq e se bunelado

sisoubelp Alres Jo asuenodwi Buimouy 10N

(syuow TT ‘sieak gg
‘vd02), ¢buiyr Buoim ayy pip
| Yuiyr noA og 'do Aw 0} ob
Juop | Aym uoseal Jayioue
sI iy} aghew xuiy) | pue
abelLeosiw e pey | **as|9
BuiyiAue 1noge yuIy) usAa
3Ued | "awn Sy} [[e aw Joy
prey Aian Ynaiyip Alan sem
11 pue Jeak ay) ui Jaiies palp
3y ‘pep Aw asnedaq Ajiwe}
Aw 10} Buons ag 01 papaau |,
awios 104

(syeam g

‘sreak /g ‘uonelauab

Is1y ‘va.T) ~Piey

SeM 1sealq Aw usym JjasAw
0] Buiyy swes ay) buiop sem
| "IN0 BWOI ||IM X|IW ISealq

éJlaureq e se Bunelado
sbuiyy Jayio uo BuisnooH

VN
am

uoneisush puoosas

uonelsusb 1sii4

uoneisuab puodas

uoneisuab 1si1i4

od

vd

op 01 1eym Buiprosg

panunuo) G ajgeL

13

Jones CEL, et al. BMJ Open 2015;5:€006944. doi:10.1136/bmjopen-2014-006944


http://bmjopen.bmj.com/

Open Access

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

panunuo)

(syuow £—¢ ‘sieah £
‘GMOE) . I ew ued noA
31 Aepoy ul noA 1y |3/,
‘sem 1 @snedaq aw 1o}
Au1os |93} pip ays Bulkio
U} YUM MUl | pue’ jem
0} aARY J,Up|NOM | pue
aw 1o} Alios |99} 1ybiw
ays mauy reyr aw Jo yed
a1 e sem aiay) duwin|

B punoj | pue Jadued
1sealq pey Jaisis Aw
1siuondadal ay) pjo) pue
umop axo.q isnl | pue siy:
Buipuy sw yim usy) pue
Ja1s1s Aw yum Buiuaddey
Sem Jeym Jo asnedaq
pallom Ajjeas sem |,

SOA

(sy99m 2-T

‘sieak Gy ‘aMTE)
RemAue 194 10U "peap
umop doup 03 Buioh

1sn[ j,usem | pue noA

(14 03 Buiob Ajereipawiy
s.ey) Buiyiswos 1oy s eyl
asneoaq [Aouablaws pue
wapIooe] 3»y 01 0b Janau
p.l'*s)9am Jo 9jdnoo

B uey] alow uo Buuabuil
usag s,bulylewos

11 sBuiy ooy-pe

10} [dD 03] uf 0B pyl,

(1eam T

‘sreak gi ‘uonelauab
puodss ‘OgeT) Aoy}

Luop swaisAs aj| J1vy}
aney [fe A3yl ', MO, ‘uam
| ‘.éwe 00'TT e oeq awod
noA ue), ‘pres pue xoeq
awed pue xoeq ayl punose
JUSM 8yS "ulW T Uo pjoy
pres ays pue iseaiq Aw

ul dwinj e punoj aA,| Yulyl

1, ‘pres | .¢Joj uawiuiodde
ay] s.jeym Bupjse aw puiw
noA op ‘Aym, ‘pres ays
MUyl | pue syuawijuiodde
0U 31am alay}

juewepe Sem Uewom ayl,
SN

(eam T ‘sieal Ty
‘uonelauab puodas

‘O9T) . 1UBIBYIP OU Sem
SIy} pue alo}aq pajesidse
S1sAo pey p,|""sisal
Jayuny o} paliajal 19b
noA moy sjeyl pue auop
sAeme aA,| JTeym sJey)
asnesaq do Aw 0] Juam |,

(Rep T ‘sieak g9
‘uonesauab 1siy ‘OgyT)

. Kep 1xau sy Juswjuiodde
ue 106 | pue dwn|

B punoy | 1siuondadal ay)
p|o1 | INQ S}oaM g Ilem nNoA
sawnawos [juswjuiodde
ue 186 03] prey A1an sy,
SOA

(Rep T

‘sreak g9 ‘uonelauab

1s1y ‘049Y) 18

BuiyiAue 1noge 4o Aw yse
sfemje | os sBuiyy Jay1o
1o} AemAue sjuswuiodde
le|nbai aney |,

(shep g—¢

‘sreak Gi ‘uoielsuabh
puodss ‘vg9z)

«Repol ul noA 186 ||.am
‘sak Yo, ‘pres ays pue
aw djgy noA ued ‘dwnj
SIU1 punoj aAey | 4007,
‘pres |10y Buibul we

| Teym way) |91 shkempe
|**"Inqg Juswyuiodde

ue 136 0} psey ag uea j|,
SOA

(sx2am g ‘sieak v
‘uoiessualb puodas
‘YgS2) . Uay) pue aisy)
1uswieas) ay) 186 01 pasu
noA pue Bulyiswios >eaiq
NOA 10 Snouas S,)I Ssajun
yireay JnoA yum swajqo.d
10} 0ob noA ase|d 1811}

3yl s "op 1snl | asnedaq
d9 Aw 01 06 0] mauy |,

(syuow g

‘sieak gf ‘uonelauab

ISl ‘vdzT) usunuiodde
ue aw 186 pjnom

ays pue pey | reym auoyd
ay) uo Ape| ays (|81 p|nod

| Mou>| LupIp |'**813y3 0f 0}
sAepijoy sy} |nun rem o3 pey
|***]00Y9S 0] ualp|iyd Aw
ayel 01 pey | asnedsaq 49
Aw 8pIsINo 1rem ,upnoa |,
SOA

¢Jauleq e se bunelado

suswiuiodde 4o Bujooq Aynaiig

(sreahg'T

‘sreak 19 ‘uonelauab

ISl 'v4eze) lendsoy

ay1 0] 06 | |reys 1o 49 Aw
01 06 | |reys ybnouys | "ueis
01 0 06 01 alaym mou
LUpIp | 0S ‘p9||ed 8q 0}
em pinoys | §i moux Lupip

| pue ‘welbowwrew Joy

ob sAemje | asnedaq op | op
Teym Bupjuiyy sem | pue 1
|93} PIN02 | 8shedaq paeds
Ajeal ‘Ajjeas sem | uo uam
11 se pue aiay) Buiyiswos
s| alay) Bui@sy uo 1day |,

ON ON ON ON SOA ¢iaureq se Buesado
06 03 alaym Buimouy 10N
VN uolelauab puodss uoneiauab 1si14 uolelauab puodss uoneiauab 1s114  walsAs asedyyjeay ayl
ybnoiyy Aem e Buipuiq

am od v

uolresauab pue dnolb oluyla Ag walsAs areoyyesay ay: ybnoiyy Aem e Bulpui4 9 8jqel

Jones CEL, et al. BMJ Open 2015;5:006944. doi:10.1136/bmjopen-2014-006944

14


http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2014-006944 on 13 March 2015. Downloaded from http://bmjopen.bmj.com/ on 21 August 2018 by guest. Protected by copyright.

‘ysnug anym ‘dm suonnoeld eisuab ‘4o ‘ueaqqued xoe|g ‘Og ‘ueduyy yoe|g ‘vg

)
)
o
O
o

<
c
o
o

(@)

(Aep awres ‘sieak gg
‘GMLZ) Aum Bupise do
Aw umop 1ybrens uaaq
SApINOM | ‘Jupey | Ji

ng uawijuiodde Aw 106 |,
ON

(syuow g—¢ ‘sieak ¢
‘GMO0E) . AemAue [eliajal
B U0 pajsIsul JO pjnom

| Inq 8s|a Buiyhiana

pue Asdoiq e o} aw

JUSS aARY p|NoM 8y ains
10U W,| 8SIMIBYI0"**192Ue)
1sealq bBuiney aq 01 BunoA
alnb sem | mauy |**-aw
18jal p,ay Aioisiy Ajwey
Aw Jo asnedaq ng Inoge
Alom Ajreal 01 BuiyiAue
Sem 11 Uiyl upip

ay pres ay pue Jay Inoge
d9 Aw pjo} | i2181S

Aw yum pauaddey

pey reym Jo asnedaq,

(Aep T ‘sreak 0g
‘uoirelauab puodas

‘096) .'IN0 )l paos pue
poob Ajjeal sem ay pue 49
Aw Buu 01 aw pjo} Aay} oS
JBuiyifue 106 3,usney am
‘0N, ‘pres Aays pue endsoy
ay) buels | 0S ¢mou

noA mou Ag Buureay

g pinoys |, ‘Bunjuiy

Ww,| ‘Sy2am g Inoge sem

U pue sans| Aw 186 1upip |,
ON

(syiuow ¢ ‘sreak g6
‘uonelauab puodss ‘Qgg)
Lluem | reym Joy 1ybiy ued
| INQ NOA Wolj uem | reym
SI SIY1 Y0 1sisul 0} ybnoua

Buons 10u 818yl 1Ryl 106
J.uaney a|doad awos eyl
op pjnom | - Buiypawos op
0} NOA pasau | ‘Juem | Jleym
SI SIY} ‘YeaA, ‘Aes pjnom |

AW yum Buoum s,yeym si
SIyl, ‘Aes 01 mouy |***[|am
se juenodwi S| juem |

reym Aep ays Jo pus ayi 1y,

(Rep T

‘sreak 18 ‘uonelauab

11y ‘092) .} Lupinom

AllIS 11g e usaq aney pjnom
11 0S SeM 1l Teym Mouy| 01
pajuem | quawjuiodde Aw
abueyd Jo [9oued 1,Uupjnom
|""Juam pue Jana| Aw 106 |,
ON

(sreal g

‘sreak gG ‘uolrelauab 1siiy
‘09€e) 8w Jayloq Luplp
11 UJIBJU0J JO JaNeW e se

11 UO WBWWOI Ajeal Jupip
BUs Uayl pue aw payse
ays [nun dwnj Aw noge
d9 Aw |91 usAs LupIp

[ cuenodwi i s ¢dwn
Aw noge Jay |19} | pjnoys,
‘ybnoyy | pue [jam Buieay
Lusem | d9 Aw pjos |,

(s9am g ‘sieak op
‘uonessusb pug ‘vdg9y)

. paiem noA §i yasinoA
Buiiiom Ajuo ai,noA snid
‘uiod eyl 1e Jou Jo Jadued
aney noA jI mouy 1,uop
noA asnedaq juswjulodde
ue [39ued },Up|noMm
|"**sisal Aw Buiney

noge Bulkes sAep Jo
3|dnod e ul Jana| Aw 106 |,

ON

(sdeam g

‘sieak i ‘uonelsusab
puodas 'vgGe)

.'SIy1 Inoge Buiyiswos
op | noA pue Apoq Aw
MOUY | ‘ON, NUIy} pjnom
| uay1 Ing 1 paddoip
aney ybiw | Jnoge Alom
01 Buiylou s,a1841 Yo,
‘auob pey 10100p Aw j|,

(skep ¢

‘sreak GG ‘uonelauab

Il 'vaye) . siuswjuiodde
oM asoy} buissed

AInb os |93} | asnedaq
‘JoU 10 J22URd pey | Jayleym
sWwl |[81 0] p|sl Teyl ul
suadxa ay) are oym ajdoad
By} 0] 1l 8Ae9| pue Asdoiq
Aw aye1 sem op 01 papasu
ays ||V "189ued Jusem
Aj@nuusp 1 eys suw [|s}

01 aney 1upip [oipawl] ays,
SOA

élaureq e se Bunelado

sjuawnuiodde endsoy Buipuane pue Huisiuebio Aynaiyia

(sxeam ¢

‘sreak /g ‘uonelauab

1Sy ‘VaLT) ey

Jaye 9as pue aw buijal

sI ays sbuiyr asay) op

aw 19| Jaylowpuelb e says,
‘yj9sAw 01 Aes | ing Buikes
ays reym yum pasibe

Janau | Ing ,Buiyou s yo,
:8W P|o} BYS Jeym panaliaq
1snl | pue Jabbig yonw

Sl isealq siyi Iing, ‘pres |
pue |oweladeled sawos ayel
0] 8w p|o1 ays ing ,buljjol

SI [ndwiure Jay ui dwnj]

Ireqg siyl ‘ollsH, ‘pres |**eiq
lanaq e Anq ‘yo, ‘pres

[dO ayy] ays: - 18oued INoge
BuiyiAue mauy Janau |,

ON ON SaA ON SaA  ¢Jauleq e se bunelado
patamodwasip bBuia4
VN uolyesausab puodss uolresausb 1si14 uolresausb puodss uonessuab 1si4  wLIsAS areayljeay ayy
ybnouyl Aem e BuipuiS

am ol<| ve

panunuoy 9 ajgeL

15

Jones CEL, et al. BMJ Open 2015;5:€006944. doi:10.1136/bmjopen-2014-006944


http://bmjopen.bmj.com/

Open Access 8

groups outside London did not experience these
difficulties.

Feeling disempowered

White British and second generation Black Caribbean
and Black African women appeared more empowered
than other women (eg, they were aware of national
guidelines for referrals of suspected breast cancer and
said they felt comfortable querying GP diagnoses and
seeking a second opinion). Most also said they knew GPs
were not specialists. However, first generation Black
African and Black Caribbean women were less forthright
with professionals. Some experienced what they per-
ceived as dismissive behaviour from their GP, including:
not conducting breast examinations; telling them their
breast change was normal; advising them to take painkil-
lers despite not having pain; prescribing antibiotics;
advising them to buy a better bra; or asking whether
they had been touching their breasts to cause symptoms.
They reported feeling uncomfortable questioning their
GP, believing doctors were ‘experts’ and patients, ‘little
people’. Consequently, some reported delaying seeing
their GP a second time. Some second generation Black
Caribbean women in the focus groups believed Black
patients, particularly those with strong accents, received
a different level of care from White doctors than White
patients.

Difficulty organising and attending hospital appointments
White British, first generation and second generation
Black Caribbean and second generation Black African
women appeared proactive in their care. They queried
breast clinic appointments if these did not arrive and
attended results appointments. Conversely, many first
generation Black African women seemed unaware they
could contact the hospital or their GP if they did receive
appointments for investigations or results. Some repeat-
edly cancelled results appointments believing hospital
staff would contact them if they had cancer.

DISCUSSION

Summary of findings

Our findings suggest clear and important distinctions
between and within ethnic groups as well as similarities
not previously identified. Women’s nationality and
country of birth appeared to be important factors influ-
encing knowledge, attitudes and behaviours. Some
regional differences also appeared to exist regarding
ease of booking GP appointments and there was some
suggestion regarding variability of treatment by ethnicity
in one location. Second generation Black Caribbean
women appeared similar to White British women regard-
ing barriers to early presentation and diagnosis with
breast cancer, and their ability to overcome them.
However, first generation Black African women seemed
the most disempowered group and appeared particularly
vulnerable to delays. They typically had low breast

awareness and symptom knowledge and were unaware of
the importance of early diagnosis or how to negotiate
the UK healthcare system. Older White British women
(=70 years) and first generation Black African and Black
Caribbean women shared conservative attitudes and
taboos about breast awareness. All women tended to
view themselves at low risk of the disease, and voiced
uncertainty over how to be breast aware and had diffi-
culty appraising non-lump symptoms.

Conceptualisation of illness

Consistent with previous studies, misattribution of symp-
toms appeared to influence longer times to presentation
among all women.® First generation Black African and
Black Caribbean women who experienced painless breast
changes, women with non-lump changes and those with
lumpy breasts seemed most likely to misattribute or
ignore symptoms. Early stage cancer does not figure in
the popular experience in African countries.' ** Rapidly
developing infectious diseases predominate, which may
explain why first generation Black African women tended
to experience difficulties appraising their breast cancer
symptoms. Therefore, health professionals may consider
drawing out and taking into account the fact that concep-
tualisation of cancer symptoms may vary between ethnic
groups.*?

Rethinking health promotion and media messages

Our findings suggest it may be necessary for health pro-
motion and media messages about breast cancer to be
modified. It is very important that GPs inform women
that family history is a strong risk factor for breast
cancer. However, women also need to be aware that the
majority of women diagnosed with breast cancer do not
have a family history of the disease. This is important for
health promotion messages as our findings suggest that
women without a family history of breast cancer may not
seek help in a timely fashion, should symptoms of the
disease arise. Further, there appears to be an emphasis
in the media on lumps and a resultant lack of clarity
over non-lump symptoms, which may influence health
behaviours. Lack of understanding about what to do to
be breast aware appeared to be a barrier for all ethnic
groups in this study. While breast self-examination does
not prevent deaths due to breast cancer,’®> women are
encouraged to be breast aware.* Unfortunately, women
may not always be mindful of what being breast aware
means. Logically, if women are unaware of how their
breasts typically look and feel, they could find it difficult
to recognise subtle changes and might only detect them
when the disease is relatively advanced.’® Therefore,
health messages might be needed outlining the benefits
of early diagnosis and specifically what breast awareness
entails.'® It may be important to publicise increased
breast cancer survival rates'’ because some studies
suggest that fear-led messages communicating negative
consequences of delayed presentation may lead to delay
in women who wish to avoid a cancer diagnosis.*®
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However, other research indicates that relaying evidence-
based risk for colorectal cancer through motivational
interviewing might be highly effective.’® This suggests
that how messages are delivered (eg, through motiv-
ational interviewing) as well as their content may influ-
ence behaviour. Our findings have identified potential
key differences in breast cancer perceptions and beha-
viours between and within ethnic groups. Therefore,
health promotion messages may need to be framed
accordingly.?°

Understanding diverse communities’ needs

Difficulty in booking and attending appointments
appeared to contribute to longer presentation times in
London for professional women and for casual workers
(frequently first generation Black African women).
Limited access to healthcare services is a well-known
barrier to help-seeking.?* Increased GP practice opening
hours,?? community-based health clinics®® and tele-
phone consultations,®* may prove effective at meeting
need, particularly in London where access can be more
challenging than in the rest of England.?® Further,
opportunities to educate first generation Black African
women about the importance of early diagnosis or to
refer them directly onto breast specialists may have been
missed by A&E staff. Black Caribbean women in the
Somerset focus group perceived ethnic disparities in
healthcare. This may reflect the relatively small Black
population in that geographical location; staff may have
limited awareness of women’s culturally-related needs.
Further, Black African women seemed most likely to
report provider delays. Disparities could be addressed
through a framework of cultural interventions—which
could include appropriate health educational materials
tailored to different ethnic groups’ needs and further
training for healthcare professionals on the knowledge,
attitudes and behaviours of different ethnic groups—to
improve patient outcomes.®

Strengths and limitations

The findings are specific to the UK but appear to reson-
ate with some US research.* The sample was large for a
qualitative study (n=94). However, despite this we may
not have fully captured the diversity of Black African
women despite reporting findings by ethnic group and
generation. Variation is likely to exist between countries
and regions in relation to cancer-related health educa-
tion,™ awareness, beliefs, attitudes and behaviours.?’
The sample size and heterogeneity of participants
means the sample is unlikely to be representative and
may be too small to inform. Thus, some caution should
be paid to health promotion messages advocated in this
paper until findings presented have been further
validated.

Clinical records showed that more Black women were
diagnosed with late stage disease than White women. We
purposively sought to include Black as well as White
women with late stage disease to understand reasons for

late diagnosis. However, in the event, more Black women
with advanced disease were recruited to the study, which
could have impacted the findings. Further, the retro-
spective design of the interview phase may have hin-
dered women’s accurate recall of events.

Untangling the effects of socioeconomic factors and
ethnicity is difficult. Work of others, including Schneider,
clearly demonstrates the coexistence of socioeconomic
factors and ethnicity and their influence over cancer
staging and outcomes.?® We sought to address this issue
by matching White British women with Black African and
Black Caribbean women when possible. However, White
British women tended to be more highly educated than
other ethnic groups, which could impact on the findings.

Interview findings were strengthened by their valid-
ation using vignettes, created from the interviews, in
focus groups. However, focus group data did not confirm
expected differences® between the help-seeking intention
of women without breast cancer and actual help-seeking
of women with breast cancer. This finding may be an arte-
fact of sampling, may have arisen because the vignettes
prompted women to think about particular barriers, and
also may have resulted from inclusion of women with and
without breast cancer in the same focus group or resulted
from inclusion of women for whom breast cancer was
particularly salient due to their friend/relative’s breast
cancer experiences. Family and friends without breast
cancer might have felt unwilling to contradict the experi-
ences of women with breast cancer or found their own
views similar to theirs. Women who had never had a
friend or family member with breast cancer may respond
to breast changes differently. These women were not
represented in this research.

We were aware that researchers’ attitudes in qualitative
research can influence design, data collection and ana-
lysis. We therefore used the steering committee to ensure
a balanced representation of the data.?° In addition, the
steering group contributed to understanding study find-
ings and their implications for policy and practice.

CONCLUSIONS
Our findings suggest there are important differences in
barriers to early diagnosis of breast cancer between Black
African, Black Caribbean and White British women living
in the UK. First generation Black African women experi-
enced the most barriers and were therefore particularly
vulnerable to delay. In contrast, second generation Black
Caribbean and White British women were similar and
experienced fewer barriers compared to other groups.
Older White British women (=70 years) and first gener-
ation Black African and Black Caribbean women shared
conservative attitudes and taboos about breast awareness.
Women from all ethnic groups were confused about what
they needed to do to be breast aware.

The treatment of Black women homogenously in the
reporting of studies is very likely to mask important dis-
tinctions within and between ethnic groups. Current
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media and health promotion messages need reframing
to promote early presentation. Working with communi-
ties and developing culturally appropriate materials can
help break down taboos and stigma, raise awareness,
increase discussion of breast cancer and promote prompt
help-seeking for breast symptoms among women with
lower cancer awareness. These interventions need to help
women determine what changes may mean, and
empower them to decide to seek help and attend health-
care appointments for early diagnosis and intervention.
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