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Summary 

What is already known about this subject?
Black women, while having a lower breast cancer incidence rate than their White counterparts, present with breast cancer at a mean age substantially earlier than White women. Awareness about this earlier presentation age and adverse prognostic factors remains low. 

What does this study add?
The results of the study suggest that the strategy of distributing a DVD may increase consultations for breast problems. Data shows a declining trend in breast consultations in the intervention practices with the exception of the target population. 



Abstract 

Background
The mean age of presentation for breast cancer amongst Black women is substantially earlier than their White counterparts. Black women also present with adverse prognostic factors that have major clinical implications, including lower survival. 
To pilot the use of a six-minute DVD on breast cancer in young (under 50) Black women to raise awareness and examine the impact of the DVD on increased consultation and referral rates amongst these women.
 
Methods
Two general practices (intervention practices) in the Hackney area were randomised to have the DVD mailed to all Black women aged 25-50 registered with the practices, and two practices to no intervention (control practices).  EMIS data was used to compare consultation rates pre and post intervention, in both the intervention and control practices. Interviews with practice staff and focus groups with patients in participating practices provided qualitative data on the study context and DVD effectiveness.

Results
A trend of declining consultations for breast symptoms was observed (-22% and -31% amongst non-Black women in the control and intervention practices and -23% amongst Black women in the control practice) except among the target population of Black women aged 25-50 for the DVD in the intervention practices, which saw an increase of 28% in consultations. The qualitative data indicated that the DVD was well received in the target population, and suggested further ways of disseminating awareness messages and overcoming barriers to help-seeking.

Conclusion
Pilot results suggest that the strategy of distributing the DVD may increase consultations for breast problems. 
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INTRODUCTION 

Cancer awareness is lower amongst ethnic minorities1 with considerable variations in awareness between ethnic groups.2,3  Results from the USA indicate that Black breast cancer patients have delayed diagnoses and lower screening coverage.4,5 In the UK, data suggests that despite having a lower risk of breast cancer, Black women have poorer survival rates than their White British counterparts.6
In the UK, lower socioeconomic status is associated with poorer cancer survival, partly explained by later stage at presentation.7 A mix of social, cultural, economic and political factors shape the way community members perceive and access healthcare services.8-10 Social factors influence breast awareness and help-seeking behaviour in Black and ethnic minority women.11,12,13 
City and Hackney has a high proportion of Black and Black British residents (21% of Hackney residents, as opposed to 4% in the London as a whole).  Nationally, non-white ethnic groups make up 5% of mastectomy patients.14 In London this figure is 22%. Data from Homerton University Hospital NHS Foundation Trust (HUH) and elsewhere in London shows that age of presentation for breast cancer in Black women is some years earlier than their White counterparts.15,16 . Black women also present with adverse prognostic factors.6, 16
In response to these challenges, HUH, in association with Greenacre Communications, produced a six minute DVD (https://www.youtube.com/watch?v=rHdZwkipMlg), aimed at increasing breast cancer awareness in Black women aged 50 or under.  A pilot study was designed using a mixed methods approach to evaluate the effectiveness of the DVD in encouraging early presentation of breast cancer in young Black female patients. 


METHODS

At the time this pilot study took place (January-June 2013) there were 48 general practices and an estimated 20,160 female Black patients aged 25-50 in what was then City and Hackney Primary Care Trust. 

For the pilot study we recruited four general practices, two of which were randomised to serve as control practices and two as intervention practices. To preserve patient confidentiality, intervention practices were supplied with blank stamped envelopes containing the DVD and a separate covering letter explaining the DVD’s purpose. The practices then sent out the DVD and letter to all Black female patients aged 25-50 with no previous diagnosis of breast cancer. In total 444 DVDs were sent out. In the interests of equity control practices received copies of the DVD to distribute to their patients once the study was completed.

Quantitative Evaluation
Data extraction
The primary result of the quantitative evaluation was planned as the difference in breast consultation rates in the Black female population aged 25-50 between the intervention and control practices in the six months following the intervention. To eliminate the possibility that differences observed were due to a priori differences in consultation habits between the practice populations, we controlled for rates in the same practices in the corresponding six-month period one year earlier. To further account for temporal trends, we also controlled for changes between the two periods in consultation rates in the non-Black population. Ethnic information was available for 93% of practice patients. The ethnic distribution in Hackney is 54% White, 9% Asian, 23% Black and 14% other/mixed ethnicity.
For all practices taking part in the study, demographic variables (pseudo-anonymised id, age, gender, practice and ethnic group clinical code) were obtained for patients currently registered on July 1st 2012 aged 25 to 50 excluding those with clinical codes relating to breast cancer or breast surgery prior to the search date. Consultation data were collected for all patients currently registered on December 31st 2012 aged 25 to 50 (pre-intervention). 
Using Stata (Statacorp. Stata Statistical Software: Release 12) the demographic and consultation datasets were merged to obtain consultation data on all patients who were registered with the practice throughout the six month period, from July to December 2012. This procedure was repeated for the second study period, 1st July 2013 to 31st December 2013 (post-intervention). In the intervention practices, this yielded 1,582 women (452 Black) aged 25-50 in the pre-intervention period and 1,720 (459 Black) in the post-intervention. The corresponding numbers in the control practices were 3,343 women (1,007 Black) aged 25-50 in the pre-intervention period and 3,257 (963 Black) in the post-intervention.
Data analysis
Data were cleaned to remove clinical consultation codes that were entered by personnel other than the GP’s themselves (eg health visitors), keeping only those entered as part of a clinical consultation.  A dataset query was developed to include only a list of consultation clinical codes relating to breast disease, for example codes for mastalgia and mastodynia as well as ‘breast pain’. Codes specific to breast feeding problems were excluded. The total number of breast disease related consultations were counted for Black patients and non-Black patients in the age range 25-50 for both arms of the study. 
As planned, we analysed data on consultations for breast symptoms by age and ethnicity (Black or non-Black populations) for all four practices for 6 months after the intervention (post-intervention), July-December 2013, controlling for consultation rates in the corresponding 6 months from the previous year before the intervention (pre-intervention). Formal statistical inference was by deviance chi-squared tests from poisson regression, essentially assessing the significance of 
  
where 

and RR2 is the corresponding figure for the pre-intervention period.

Qualitative Evaluation
We carried out qualitative evaluation as practiced by a number of other recent studies17-19,11. In each of the four practices (labelled control practices 1 and 2 and intervention practices 1 and 2) we conducted one focus group with members of the Black female patient population, aged 25-50, 1-2 months following the distribution of the DVD. Focus groups explored (a) responses to the DVD content; (b) responses to the DVD delivery method; (c) the perceived impact of the DVD and (d) factors perceived to be mediating the impact of the DVD. The composition and characteristics of focus groups are summarised in Table 1. 

Table 1: Summary table of focus group participants and key descriptive data
	Focus Group
	Average Age
	Age Range
	Ethnicity
	Housing
	Education

	Control Practice 1 (n= 9)
	38
	28-49
	Black African = 6

Afro-Caribbean = 2
	Renting from local authority = 5
Privately renting = 2
Other = 2
	Self-employed = 3

Part-time = 3

Unemployed = 2

Full-time homemaker = 1

	Control Practice 2 (n= 4)
	33
	31-37
	Black African = 3

	Privately renting = 3
Renting from local authority = 1
	Student = 1
Self-employed = 1

Refused to answer = 2

	Intervention Practice 1 
(n= 6)
	42
	29-47
	Afro-Caribbean = 4

Black African = 1

	Owner (mortgage) = 2
Renting from local authority = 4
	Part-time = 3

Full-time = 2

Unemployed =1

	Intervention Practice 2
 (n= 7)
	44.5
	30-58
	Afro-Caribbean = 3

Black African = 1

White/Black African = 1

Other black background = 2
	Renting from local authority = 6

Privately renting = 1
	Full-time = 1

Part-time = 1

Student = 1

Unemployed = 1

Disabled = 3



We also interviewed a key healthcare worker (GP or practice nurse who the Practice identified has worked most closely with breast cancer patients) in each Practice for their perspective on levels of breast awareness within their community, existing alternative interventions, and the effectiveness of the DVD. Focus groups and interviews were recorded, transcribed, coded and analysed using NVivo 10 to draw out key recurring themes. Practices each received £500 and focus group participants £20 as partial compensation for the time and effort they contributed to the study. Informed consent was obtained from all participants.


RESULTS

Quantitative results

In the intervention practices, 444 DVDs were sent out. Table 2 shows numbers of Black and non-Black women aged 25-50 registered with intervention and control practices at the time of the pilot study, with the numbers of breast consultations in the six months following the intervention (post-intervention) and in the corresponding six months from the previous year (pre-intervention). The 3% mismatch in the numbers of Black women in the pre-intervention period in Table 2 and the numbers of DVD’s distributed relates to the fact that the distribution was based on practice lists a few weeks before 1st July 2013.




Table 2: Study population and breast consultations in the six-month intervention period and in the corresponding 6-month period one year earlier
	Period
	Quantity
	Population aged 25-50 at end of intervention period

	
	
	Non-Black women
	Black women

	
	
	Control practices
	Intervention practices
	Control practices
	Intervention practices

	Pre-intervention
	Number registered
	3343
	1582
	1007
	452

	
	Consultations
	149
	51
	44
	13

	
	Rate/1000
	45
	32
	44
	29

	Post-intervention
	Number registered
	3257
	1720
	963
	459

	
	Consultations
	115
	37
	33
	17

	
	Rate/1000
	35
	22
	34
	37

	% Change in consultation rates (95% CI)
	
	-22% 
(-39%,0%)
	-31%
(-55%,+6%)
	-23%
(-51%,+21%)
	+28%
(-38%,+164%)



In non-Black women in all four practices, and in Black women in control practices, consultation rates declined over the period. However, in Black women in the intervention practices, consultation rates increased. Thus the DVD may have reversed the trend of declining consultations for breast symptoms in the practices in which it was distributed and in the target population of Black women aged 25-50. There was a 28% relative increase in consultations in Black women in the intervention practices compared with 22-31% decreases in other populations, giving a relative risk from poisson regression of 1.95 (95% CI 0.73-5.21, p=0.18).

Qualitative results

Recommendations for changes to DVD content 

Focus group discussions and interview responses identified some necessary alterations to the film, including the addition of subtitles (so the DVD could be played in waiting rooms, for example). A key point was the demonstration of the breast examination, which in the original DVD featured a White male surgeon conducting an examination on a Black patient. Many respondents suggested that while they personally were not concerned by this image, others might be:

 “I know not every woman does--, not every woman objects to a man, you know, ‘cause they just see it as their doctor doing their job, that’s fine, but some women do, some women might have reservations about having a man, you know, probe their breast area” [Control Group 2]

Furthermore, they suggested that it was important that women know how to check themselves:

“I think they should have had her … doing it so that she can sort of feel for herself what the differences are.” [Control Group 2]

Interviews with representatives from the practices highlighted concerns around the differences between the way the examination was shown in the DVD and the way they carried out these examinations in the practice:

“I was thinking when I watching that, I was thinking, oh that’s not how I’d do it … we were taught--, well I was taught to examine with the flat of the hand and also with the patient in a different position.” [Interview, Intervention 1]

Some women expressed concern that other ethnic groups may feel excluded by the DVD, or worse decide it implies that breast cancer does not apply to them:

“Does that mean if I were Asian will I not have to be worried about my breasts because I’m not black and I’m not white?” [Control Group 2]

Many participants said they would have preferred a longer, more detailed film, with more information on signs and symptoms and stressed that women need to be aware of breast cancer’s diverse presentation:

“Showing the DVD as it is and not providing a lot of more background information wouldn’t really solve or be so effective, ‘cause you just raise the awareness but then what do I do then?” [Control Group 1]

Finally, there was a suggestion for more visual elements in the DVD:

“A visual aid so people can understand quickly without having to understand terms like percent.”   [Interview, Intervention 1]

Recommendations for delivery method

There was support for a diverse range of distribution methods. Suggestions included showing the DVD at community venues, mosques and churches, and local markets, or distributing through TV, radio and social media:

“Send a representative to most Christian churches and so that they can hold seminars, conferences within there to raise awareness." (Control Group 1]

"TV or radio I think, or TV and radio, because people listen to both.  Possibly Internet because you know, you can go on there for free." (Control Group 2]

Other suggestions focused on who should distribute the DVD, ranging from distribution by General Practitioners to participants highlighting the role they felt they could play in disseminating the message:

“First thing I thought of when I saw this, I go to a group and it’s like, okay, well if they send me that DVD in the mail I’m taking it to my group because they need to be aware of this.” [Intervention Group 1]

“The young females I’ve got around me … the older ones, have to kind of, you know, get them for a cup of tea or invite them for a little meal and show them the DVD.” [Intervention Group 2]

Some suggested that from whom they received the DVD was significant:

“If you got it in the post you would watch it, you would watch it [all agree] but it would be like, oh I’ll watch that later, but if your GP gave it to you would actually go home and watch it then.” [Intervention Group 1]

“How about getting, you know, as a sort of person who’s from the news on there, but get more people who are influential, like pastors, people from the mosque, singers, actresses, to come and talk, you know what I mean?”  [Intervention Group 2]


Impact of the DVD

Most women suggested they benefitted from viewing the DVD. Its message that Black women may get breast cancer at a younger age and in a more aggressive form had a noticeable impact:

“I’ve been to my GP’s surgery and it never was mentioned to me that do you check your breasts often because you are of a group that get it more intensively and earlier, that’s never been mentioned to me before.” [Intervention Group 1]

“Before [watching the DVD] you used to think that cancer didn’t affect young people’ (Control Group 1]

“I had never known of a black woman having cancer, breast cancer before so that was new for me.”  [Intervention Group 2]

The focus groups provided insights into the emotional responses which the DVD provoked. General feedback was positive, describing the DVD as ‘upbeat’. However, there were some concerns over the use of the term ‘aggressive’ to describe the tendency for Black women to present with a more adverse prognosis:

“I don’t think it’s made me more scared, I think it’s made me more aware to make sure that I do check a lot more…  The only thing that’s made it scarier is that it’s more of an aggressive.” [Intervention Group 1]

Factors mediating the impact of the DVD

The women also discussed the barriers to coming forward which the DVD might help address, including the stigma attached to cancer  as well as  gender-related taboos, and access to healthcare:

“For most people, the big C word is still--, people don’t talk about it.  There’s people who have cancer and they don’t talk about it, that hide it, they hide it that they’ve got cancer.” [Intervention Group 2]

There was concern about the gender of the doctor:

“It would be better for female doctor to check, to do such things than male doctor to me.” [Control Group 1]

Access (and in particular long waiting times) was also raised as a potential barrier:

“There will be a lot of people waiting, a lot of people waiting on the waiting list and you can’t just jump, you just have to wait for your turn.” [Control Group 1]



DISCUSSION

Summary 

Pilot results suggest that the strategy of distributing a community-targeted DVD may increase consultations for breast problems amongst young Black women. Interview and focus group data provides further insights into factors which may influence the reception of the DVD and the effective distribution of the DVD and its message. 

Strengths and limitations
Results from this pilot suggest that this intervention may improve breast cancer awareness in young Black women and, in turn, promote presentation at an earlier stage. The quantitative study results suggest that the intervention may have halted a declining trend of decreasing breast symptom consultations. Consultation rates for breast symptoms in the non-targeted groups and practices actually declined in the period of observation. Consultation rates for any reason also declined in these populations, including Black women in the intervention practices (data not shown). The effect of the intervention was not significant, as this was a pilot study which was not fully powered, but results do suggest that the fully powered study of ten practices, which is ongoing, is likely to show a systematic effect on consultation behaviour. A second limitation is a lack of differentiation between different subgroups of Black British women. Recent research suggests there may be significant distinctions in breast awareness between first and second generation Black female migrants and between women with different ethnic origins.13 In the main study the larger numbers may afford an opportunity to consider the effect in subpopulations. 

The study further demonstrates how qualitative methods can contribute to evaluating and refining culturally appropriate public health awareness materials to encourage earlier presentation. In response to recommendations made during focus group discussions, a new edition of the DVD was produced in which the surgeon's physical examination is replaced by a Black woman carrying out self-examination. Future refinements might take note of the concerns with respect to the language – in particular the word ‘aggressive ‘ - and the demand for greater detail. Focus groups also provided suggestions as to how materials should be delivered, both in terms of possible venues such as community and religious centres, and with respect to who distributes the DVD. Note that the physician is still viewed as a trusted authority and that materials distributed by General Practitioners directly are more likely to be consumed than those from other sources. The research also revealed an untapped well of goodwill and potential advocacy in the female Black community in inner North-East London and the focus group sessions played a role in promoting greater engagement of the female Black community with healthcare and public health issues. 

Comparison with existing literature

[bookmark: _GoBack]The quantitative study results suggest that the intervention may have halted a declining trend of decreasing breast symptom consultations, and that therefore this form of community-targeted film may help address the social factors which influence breast awareness and help-seeking behaviour in Black and ethnic minority women.11,12,13 The focus group findings echo early work on barriers to presentation including: the need for GPs to acknowledge patients’ cultural and religious needs (e.g. to be examined by a female GP); 11 and perceived difficulties in accessing healthcare (e.g. long waiting times) 13 although for breast disease nearly all patients referred to hospital are seen within two weeks. Overall, interview and focus group data supported the value of community-targeted healthcare interventions around breast cancer awareness, 2, 11, 13, 17-18, 20  reflected in the statements concerning the impact of the DVD on participants. 

Implications for research and/or practice

Our results suggest that there is potential for a community-targeted intervention, such as the distribution of a breast awareness DVD, to increase help-seeking behaviour for breast symptoms. 
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