Promoting early presentation of breast cancer among Black women 25-50: A survey and intervention study in City and Hackney

Schedule for Focus Groups with black female patients 25-50
Informed consent protocol
Introduce the study
Researchers at Homerton Hospital noticed that while black women are less likely to develop breast cancer than their white counterparts, when they are diagnosed with breast cancer it tends to be at a younger age.  Black women also tend to be diagnosed with the more severe and aggressive types of breast cancer.  Evidence also suggests that black women are less breast aware and less likely to seek help from medical professionals. In response to these issues Homerton Hospital commissioned a six-minute information film (www.gacomms.com/clients/breast-cancer). This study aims to evaluate how affective the DVD could be in raising breast awareness amongst black women in City and Hackney.
To begin with we’ll ask you to complete a short survey exploring what you know about breast cancer. Then we will lead a discussion with you exploring what you already know about breast cancer, if you have received and watched the DVD and what you think of it. We’ll also screen the DVD for those of you who haven’t seen it.
We’ll record the conversation for later analysis, so we can compare the views and experiences of women who have and have not received the DVD and see if the DVD has an impact.
The discussion will last approximately one hour. We will introduce the key topics but will try and let the conversation flow as naturally as possible.
We will ensure your anonymity. Although we may quote material from today’s discussions in later research reports and publications, your name and personal information will not be linked to these in any way.
Ground Rules
Focus group discussions are based on mutual respect, so we ask you to avoid any offensive language or expressions and to respect the views and opinions of others even if you don’t agree with them. Everyone will have the chance to speak if they wish to.
You are free to withdraw from the research at anytime without giving a reason.
Section1: What do you know about breast cancer? 
(short self-completed survey)
‘This survey instrument (Breast CAM) was developed by Cancer Research UK, King’s
College London and University College London in 2009 and validated with the support
of Breast Cancer Care and Breakthrough Breast Cancer.’
This set of questions is about your awareness of breast cancer, it is not assessing your personal risk of cancer. The questions should take around 20 minutes to complete. This is not a test, we are interested in your thoughts and beliefs so please answer the questions as honestly as you can. All your answers are confidential. 
	A Have you received the Breast Cancer Awareness DVD? 

	 Yes
	 No

	

	B Have you watched the Breast Cancer Awareness DVD?

	 Yes
	 No

	

	1. Please would you name as many early warning signs of breast cancer as you can think of:                                                                    


	

	3a. How often do you check your breasts?

	Rarely or never
	At least once every 6
months
	At least once a month
	At least once a week

	
	
	
	

	

	3b. Are you confident you would notice a change in your breasts?

	Not at all confident 
	Not very confident 
	Fairly confident 
	Very confident

	
	
	
	

	

	3c. Have you ever been to see a doctor about a change you have noticed in one of your breasts?

	Yes
	No
	Never noticed a change in one of my breasts

	
	
	

	
	
	
	

	4. If you found a change in your breast, how soon would you contact your doctor?


	
	
	
	

	5. In the next year, who is most likely to develop breast cancer?

	A 30 year old woman
	

	A 50 year old woman
	

	A 70 year old woman
	

	A woman of any age
	

	
	
	
	

	
	Yes
	No
	Don’t know

	6a. As far as you are aware, is there an NHS breast cancer screening programme?
	
	
	

	If yes, at what age are women first invited for breast cancer screening? ________
	

	6b. Have you ever been invited for breast screening on the NHS Breast Screening Programme?

	
	
	

	6c. Have you ever had breast screening on the NHS Breast Screening Programme?

	
	
	

	
	
	
	

	7. What things do you think affect a woman’s chance of developing breast cancer?



Section 2: About you 
(short self-completed survey)
	1.  What is your age?  ……………………………

	  Prefer not to say

	

	
	

	2. What is your gender?

	  Male

	  Female

	  Prefer not to say

	

	
	

	3. Which of these best describes your ethnic group?
	

	White
	Mixed
	Asian or Asian British
	Black or Back British
	Chinese/other
	

	  White British
	  White and Black Carribean
	  Indian
	  Black Carribean
	  Chinese
	

	  White Irish
	  White and Black African
	  Pakistani
	  Black African
	  Other
	

	  Any other White background
	  White and Asian
	  Bangladeshi
	  Any other Black background
	 Prefer not to say
	

	
	  Any other mixed background
	 Any other Asian background
	
	
	

	
	
	
	
	
	
	
	

	4. What is the main language spoken at home?
	

	 English
	Other (please specify) …………………………

	 Prefer not to say
	

	

	5. What is your marital status?
	

	Single/
never married

	Married/
living with partner


	Married separated


	Divorced

	Widowed


	Civil partnership


	Prefer not to say


	

	
	

	6. What is the highest level of education you have obtained?
	

	 Degree or higher degree
	 O level or GCSE equivalent (Grade A-C)
	

	 Higher level qualification below degree level
	 O level or GCSE equivalent (Grade D-G)
	

	 A-levels or highers
	 No formal qualifications
	

	 ONC/BTEC 
	 Other …………………………………………….
	

	 Still studying
	 Prefer not to say
	

	
	

	7. Please tick the box that best describes your living arrangement:
	

	Own outright

	Own mortgage

	Rent from Local Authority/
Housing Association

	Rent privately

	Squatting

	Other 
(e.g. living with family/
friends)

	Prefer not to say

	

	
	
	
	
	
	
	
	

	8. What is your postcode? ………………………………………….
	 Prefer not to say
	

	
	

	9. How many years have you been living in the UK? ……….
	 Prefer not to say
	

	
	

	10. Are you currently:
	

	 Employed full time
	 Full time home-maker
	

	 Employed part time
	 Retired
	

	 Unemployed
	 Still studying
	

	 Self-employed
	 Disabled or too ill to work
	

	
	 Prefer not to say
	

	
	

	11. Does your household own a car or van?
	

	No

	Yes, one

	Yes. More than one

	Prefer not to say

	

	
	

	12. Have you, your family or close friends had cancer?
	

	
	Yes
	No
	Don’t know
	Prefer not to say
	

	You
	
	
	
	
	

	Partner
	
	
	
	
	

	Close family member
	
	
	
	
	

	Other family member
	
	
	
	
	

	Close friend
	
	
	
	
	

	Other friend
	
	
	
	
	


Section 2: Factors affecting compliance (watching the DVD) 
(Focus group questions for participants who have been sent the DVD)
1. What brings you here today?
Participants introduce themselves by name and tell everyone why they decided to participate in this discussion group.

2. Did you receive a copy of the DVD (show DVD sleeve)?
3. What were your first thoughts on receiving the DVD?
4. Did you watch the DVD?
5. Why did you decide to watch the DVD?
OR
6. Why didn’t you watch the DVD
Section 3: DVD Screening
(Focus group questions, adapted from earlier focus groups during DVD development)
1. What brings you here today? (if not asked in previous section)
Participants introduce themselves by name and tell everyone why they decided to participate in this discussion group.

2. What were your first impressions of the DVD? Did you like the DVD? What did you like about it?

3. What do you think the message of the video is?   Is it clear? 
4. What did you learn from watching it?  If nothing, why not? If this is the second time you watched it, did you learn anything new the second time?

5. Who do you think the DVD will be relevant to, eg. all women, older/younger,  black/white etc. Do you think it is relevant to you?
6. Did any part of it upset you or make you feel uncomfortable in any way?  Which and why?
7. Did you have any fears about breast cancer before you watched this DVD? Did watching the DVD make any difference?
8. Do you think that having watched this video will make any difference to what you do in the future? If yes, what? If no, why?
9. Are there any changes that you think should be made to make it more effective or relevant to women like yourselves?
10. Is there any information that you think should be in there that isn’t? What kinds of information?

11. If you had questions about breast cancer, where would you go for information? (eg. family members, friends, your GP, internet, media) 

12. Have you ever asked advice from your GP or nurse about breast cancer? If yes, why? What was your age?
13. Have there been events (eg. campaigns, news in the media) that have made you more aware of breast cancer risks?

14. Do you think younger women are aware of breast cancer risks?

15. Would you show this DVD to female friends and/or family? If yes, who and why? If no, why not?

16. Would you show the DVD to younger women in your family/ among your female friends?

17. Do you think the post is a good way to receive the DVD? Do you have other suggestions of good ways to distribute the DVD among your family, female friends and wider community?

18. Do you think a DVD is the best way to distribute this information? Which other formats could you suggest?
