Topic Guide

Opening: Thank you all for coming today.

· Let’s start by going round and introducing ourselves. Tell us your name and where you have travelled from today. Then I’ll give an overview of why you are here today and what will happen. Right I’ll start…

Introductory / opening cont…

· Now we have all introduced ourselves, I will give a brief overview of why you are here and of what it will entail. 

· (Before we start if at any point you wish to leave, or if you need the toilet then please let me know.) 

· I would also just like to check that everybody is happy for our discussion to be recorded? And if you are, just to confirm that everything we talk about will only be listened to by those involved in the research and to assure confidentiality.

· I also wanted to highlight that today is for research purposes and although some of you will know me in my capacity as a GC, this discussion group is for my dissertation for my MSc. Therefore, if you do have any clinical issues or if following our discussions you wish to discuss anything which is not relevant to today then please do not hesitate to talk to me after or phone me. 

· Also because we hope to be able to cover a lot of topics and issues, and in order to get all of your views and opinions, please don’t be offended if we need to move on at any point. And it would be really helpful if you could talk clearly and try not to talk over eachother.

· Finally before we go on, this is my first go at doing focus groups so please be kind!!!

· So if everyone is happy for me to move on and has no questions…the reason you are all here is because we want to explore with you the acceptability of an ongoing support network or facility for individuals such as yourselves who have BRCA gene alterations and your preferences for how this can be developed. Your opinions are therefore crucial. 

· As I’ve also stressed, this is research, however it is hoped that we can use the information from our discussions for the benefit of all service users. Essentially in medical terms BRCA alterations are relatively young in terms of service development and this kind of research is crucial to ensure as more carriers are identified that Cancer Genetic Services meet their needs adequately.

Introductory

· To set the scene if you could tell me when you found out (roughly) you had a BRCA gene alteration and also when your last contact with the Service was?

(Acknowledge varying levels of contact and length of knowing gene carrier status and common theme among the participants)

Transition

· What we are interested in knowing today is if the support you’ve received has been adequate or whether you feel you would benefit from more – and this is what the rest of the discussion will focus on.   Is that okay with everyone?

· Okay, what we are interested in finding out today is whether, since finding out that you were a gene carrier, you feel you would benefit from some sort of additional support or information network, and, if so, what the best form of this support or information would be.  So we are going to ask you to talk about the types of support you feel you would have benefited from when first notified of your carrier status (which I know varies across you all in terms of when you were told), and also, what kind of ongoing support you feel you would still benefit from.  This doesn’t necessarily mean just support or information you have, or would like to receive from this service, but also what other types of support you may like to see put in place e.g. an independent support group.  Is that ok with everyone?
Key

· To start then, can we all think back to when first notified of your carrier status – did you feel the support you received from the service was adequate, or would you have liked additional support? – and by support we mean anything from support from the service, emotional support, practical support, information, other organisations etc….who wants to start?.....(or pick a chatty person!!)
· How many of you feel you would have benefited from or you would benefit from additional input in terms of support or contact or information?

Prompt: NO – service provided adequate support/ finding support from elsewhere e.g. family, other organisations.

· Do you all feel the same?

· What does everyone else think?

· What about the rest of you?

Transition (if answer is yes)
· For those of you who do feel you would have benefited or would benefit from additional support, can you have a think about and describe what kind of support you would like and if I could introduce some options to you, would you be able to tell me what you think about them? – this transition question may not be necessary – following key questions may lead on from above questions – so to keep flow just keep going…..(we’ll cover longer-term support later…*)
Key

· What kind of support would you like made available to you?

(Prompt: Professional/Psychological/practical/peer support)

· What do you think about Support groups

· What do you think about E mail/ website

· What do you think about Lectures/ conferences for patients

· What do you think about Information sheets

· What do you think about Group clinic appointments

· What do you think about Phone line

· What do you think about Newsletter

(Prompt: What does everyone else think? What about the rest of you?)

for each method of support mentioned – explore when participants feel they would have made use of them…e.g

ok – you have mentioned…….X… as being something which would have helped you in the early days when first notified of your carrier status….is this still something that you would make use of now/is this something that would be of benefit to you now…

possible explore – why would you not make use of it now/only use it now and not in the early days ….etc etc…?

· Are there any other methods of support we haven’t mentioned that you can think of?

(If yes – acknowledge)

(If no – summarise what has been said)

Transition

· So to summarise what you have said… (Focus on the main points- if a lot of different ideas, try to draw them together). Does that sound right to everyone? If so can I ask you some practical questions related to the support you would like? Is that okay with everyone?

Key

May possibly have to cover all of this for each type of support mentioned…

· How often would you like it?


Prompt: monthly, annually, ad hoc, on-going, other

· Who would you like to run it/ take it forward?


Prompt: peer group/professional/ both/ service/other

· Who do you think it should be available/open to?


Prompt: only identified carriers, family members, high risk, men/women

· What would you want it to be called?


Prompt: support group (e.g. FORCE), network, family forum

· Where would you like it to be provided?


Prompt: explore location, end of phone, internet

· Would you be likely to use such a service?

· And if not explored previously….can we spend just a few minutes thinking about how much you think these ideas/networks should be run/led by the service, and how much you feel it should be driven by patients themselves….
Sum up key issues…

Ending

· Is this an adequate summary of what was said here today?

· Is there anything that you feel we should have talked about but didn’t?

· What will happen now? – Participant validation letter to all participants.

· Would anybody like any feed back from the research?

· Would you be happy to be contacted again?

