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

Information for focus group participants
We would like to invite you to be part of this research project. You should only agree to take part if you want to; it is entirely up to you. If you choose not to take part there won’t be any disadvantages for you and you will hear no more about it. Choosing not to take part will not affect your access to treatment or services in any way.

Please read the following information carefully before you decide to take part; this will tell you why the research is being done and what you will be asked to do if you take part. Please ask if there is anything that is not clear or if you would like more information.  

It is up to you to decide whether you wish to take part. If you do decide to take part you will be given this information sheet to keep and you may be asked to sign a consent form.
You are still free to withdraw from the study at any time and without giving a reason.

Details of study

A recent study at Homerton University Hospital in East London found that on average black British women show symptoms of breast cancer 10 years earlier than their white counterparts, before the age of entry to the National Health Service Breast Screening Programme. They may also have more severe or aggressive kinds of cancer. The earlier patients with breast cancer are seen the better are the results from treatment, so Homerton University hospital has produced a 6 minute DVD which aims to encourage black British women with breast symptoms to seek help and advice from their GPs as soon as they notice something is wrong.    

The overall aims of this study is to compare GP practices where the DVD has been distributed with those were it has not in order to see if it has an impact on the number of Black women aged 25-50 seeking advice with regards to breast symptoms and if it can lead to improved early detection of breast cancer. 

We would also like to find out more about what black British women aged 25-50 who are registered at the participating practices think about the DVD and, if they received a copy what made them choose to watch or not watch it. 

There are no serious risks to participants associated with the study. Possible minor risks and inconveniences include:

· Anxiety about some of the issues covered in the DVD
· The time commitment involved in participating in a focus group.

Your role:

You will be invited to participate in a focus group discussion with a member of the research team and seven to nine other research participants. Meetings will take place in the Spring of 2014. The first part of the discussion will focus on the group’s awareness of and experiences of breast cancer, whether or not they have received the DVD and if they chose to watch it. The DVD will then be screened and you will be invited to give your opinion of the DVD and if you think it would encourage you to pay closer attention to breast awareness and seek help if you noticed symptoms.

Focus group discussions will be tape recorded, and transcribed (written-out) for analysis. Quotes from the group discussion may be used in reports and publications but group confidentiality and anonymity will be maintained throughout and it will not be possible to identify you from this quoted material. All focus group transcripts will be anonymised (names and identifying information removed) and securely stored, and kept for no more than 5 years following the completion of the study.
If you have any questions or concerns about the project please contact 

Beth Greenhough

School of Geography

Queen Mary University of London

Mile End Road

London

E1 4NS

Tel: 020 7882 2747

Email: b.j.greenhough@qmul.ac.uk


Promoting breast awareness and early presentation among black women 30-50: A survey and intervention study in City and Hackney 

This study has been subject to Ethical Review Assessment through the Integrated Research Assessment System.

Informed Consent Form for participants
(This form is to be completed independently by the participant after reading the Information Sheet and/or having listened to an explanation about the research.)
Participant details: 
Participant’s surname/family name …………………………………………………………

Participant’s first names ……………………………………………………………………...

Date of birth ……………………………………………………………………………………

Responsible investigator ………….………………………………………………………….

Job title …………………………………………………………………………………………

(  Male


(  Female

Participant’s Statement:

I ………………………………………………………………………… agree that I have

· read the information sheet and/or the project has been explained to me orally;

· had the opportunity to ask questions and discuss the study;

· received satisfactory answers to all my questions or have been advised of an individual to contact for answers to pertinent questions about the research and my rights as a participant and whom to contact in the event of a research-related injury. 

· I understand that my participation will be tape recorded and I am aware of and consent to, your use of these recordings to create a transcript of the interview or focus group for later analysis by a member of the project team.

· I understand that sections of my interviews will be transcribed and used in reports and publications but that confidentiality and anonymity will be maintained and it will not be possible to identify me from this quoted material.
· I agree for the data I provide to be archived at the UK Data Archive. I understand that other researchers will have access to this data only if they agree to preserve the confidentiality of that data and if they agree to the terms I have specified in this form.
· I understand that other researchers may use my words in publications, reports, web pages, and other research outputs according to the terms I have specified in this form.
· I understand that I am free to withdraw from the study without penalty if I so wish and I consent to the processing of my personal information for the purposes of this study only and that it will not be used for any other purpose. I understand that such information will be treated as strictly confidential and handled in accordance with the provisions of the Data Protection Act 1998.

Signed: 








Date:
Investigator’s Statement: 

I ……………………………………………………………………………………., 

confirm that I have carefully explained the purpose of the study to the participant and outlined any reasonably foreseeable risks or benefits (where applicable) and provided an information leaflet.

Signed: 

Name (PRINT):

Job title:

Date:

Withdrawal of consent:
(   Participant has withdrawn consent 

Participant’s signature:

Date:
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School of Geography








Queen Mary, University of London


Mile End Road, London E1 4NS 


Telephone: 020 7882 8200


Facsimile: 020 8981 6276


Email: geog@qmul.ac.uk


Website: www.geog.qmul.ac.uk





School of Geography











B J Greenhough
Page 3
April 2012

