Topic guide for focus group 16/05/02

· Lets start by going around the table and introducing ourselves.  Tell us your name and where you’ve travelled from today.

· To set the scene, tell me a little about how you came to be referred into the CGS, for example, for what specific reason and who was it that suggested that you be referred into the cancer genetic service?

· How many of you were already concerned about or aware that there may be a high incidence of cancer in your family?
REFERRAL FROM GP

· Think back to when your GP (or other specialist) first suggested that you be referred into the Cancer Genetic Service: how did you feel?  

· What thoughts were going through your mind? What were your main worries and concerns?

· Did you find that these worrying thoughts faded or changed with time?

· Was there any extra support, help or information that you think could have helped you feel better about things at this time?

LETTER FROM CGS AND FHQ

· And now think about how you felt when you first received the letter welcoming you to the CGS and asking you to complete the family history questionnaire……..
· Would you say that, as a result of receiving this information, you then felt less worried about your referral, more worried or no different than before?
· Prompt  For example, were your original concerns and worries alleviated after receiving this information or were they made worse? (prompt for more info)
· Did you find yourself worrying about something you hadn’t previously thought of after receiving the letter and Q’re?   (prompt for more info)
· Can we just go around the table and tell me whether you have completed and returned your questionnaire, whether you are in the middle of completing it or whether you have not yet started to complete the questionnaire.
· I am assuming that you have all at least looked at the q’re (prompt: is that correct?)  
· What was your first impression of it  – easy to fill in/complicated?  
· Has anyone found that being asked to fill in this questionnaire has caused them more worry or anxiety in any way?  If YES – in what way e.g. having to get in touch with family members/difficulty in understanding it? (prompt for more info)
If necessary………

· Generally, what ONE  thing, if anything, would you say has caused you the most anxiety or worry since being made aware that you may be at increased risk of developing cancer?

· We’ve discussed your main worries and concerns during this time – what other things, however small or silly they may seem, have you found yourself worrying about since being referred into the service?
COPING

So far tonight we’ve discussed the anxieties, worries and concerns you’ve been experiencing since being referred into the service…….we’re now going to spend some time thinking about the different ways in which you have all tried to cope with these worrying thoughts.

· Indicate a person… In what ways, if any, have you tried to deal or cope with the worries or concerns we’ve just been discussing?  

If needed……

· Think back to when you have found yourself feeling anxious or worried about something – what type of things do you usually do to try and make you feel better or forget about things?
· Prompt – don’t think about things/talk to friends/meditate/go to the pub
· Do you think this always helps…why?
· Do you always do the same thing when trying to cope with worrying thoughts or do you try different things? 

· If different – what things do you find are most helpful in making you worry less or feel less anxious?  
If needed……..

· Have any of you tried doing something that is supposed to help you reduce your level of anxiety and make you feel better that actually didn’t help at all or may even have made things worse? 
· Finally, we’ve very much concentrated on your worries and anxieties during this time, maybe can spend a few moments talking any of the positive thought or feelings you have had since being referred into the service?  You may want to spend a few moments thinking about this?

SUM UP KEY ISSUES…………

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

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

· This is the first in a series of focus groups.  Do you have any advice on how we can improve?
Finally

Instructions for leaflet………..

I’m going to give you a leaflet that we are hoping will help people such as yourselves who have been referred into the CGS to cope better with any worries or distress they may be experiencing.

I would like you to take the leaflet away and spend time reading it and practicing the techniques explained in it over the next two weeks.  When we meet again on Thurs the 30th May I would like us talk about what you thought of the leaflet – what you liked and didn’t like about it, what you thought of the technique etc, do you think it is a good idea or do you have a better idea.

   Dr Paul Bennett, the clinical health psychologist who designed the leaflet will    also be here at the next discussion group.  He will be able to answer any of your specific questions about the distraction techniques in particular, and will also be able to talk to you a bit more about the process of coping in general.

         Obviously, if there are any other issues relating to the leaflet or anything we                                                      have discussed here today that you feel are important, we can talk about these also.
