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Reconstruction in Extended MArgin Cancer Surgery (REMACS) Study

Semi-Structured Interview Schedule

Research question: What is the experience of patients suffering soft tissue complications following extended margin cancer surgery?

Introduction: 
Welcome and thank you for agreeing to take part. I am a research student at the University of Southampton and I am interested in trying to reduce complications after pelvic exenteration surgery. There is an increasing interest in how to make sure patients get the best quality of life possible following these big operations.
At the moment, though, no one has taken the time to listen to patients like yourself to understand what it is like to actually experience these problems, how this has impacted on you, which parts of the experience were the most difficult to deal with, and how you might have coped or adapted to problems that you had to face. Getting patients’ perspectives is essential to make sure that future research includes outcomes that are meaningful for patients so that we can aim to improve experiences for others going forward.
The goal of this confidential interview is to really understand what it has been like for you to recover from this surgery, how complications might have impacted on you, and also to try and understand how you have coped with these issues. There are no right or wrong answers, I’m just really interested in hearing all about your opinions and experiences, and the more detail you give the better. If at any time you do not wish to answer a question, that is absolutely fine. Although as  surgeons and healthcare professionals we think we are experts in these problems, actually we are not the ones who are having to live day to day with the consequences of surgery so if you have something you feel is important for us to know about, or you want to go into more detail about, then feel free to let me know.
I would also like to record our conversation, the recording will be written up for our research, but any details that could identify you, like names or places, will be removed. We might use certain quotes you make in the final report – but these won’t be identifiable to you. If at any stage you wish to stop the audio recording or need a break, please just let me know. 

Do you have any questions before we start?








Questions:
1. We will start with some questions, that are important in this kind of research, to understand a bit about your background and will help me create a picture of the people who have participated in this study:
(Note gender and age will be available from clinical data)
a. How would you describe the ethnic group you belong to?
i. White
ii. Black
iii. Mixed
iv. Asian
v. Not stated
vi. Other (specify)
b. What is your living situation?
i. Living alone
ii. Living with parents
iii. Living with partner
iv. Living with others (friends / relatives)
v. Other (specify)
c. What is your employment status?
i. Full time
ii. Part time
iii. Homemaker
iv. Sick leave
v. Disability
vi. None
vii. Other (specify)
d. What is your level of education?
i. Compulsory education completed
ii. Post-compulsory education below University
iii. University level

2. Tell me about your recovery? 			
(Rapport building)

3. How did you experience these complications?	
(Empty pelvis complications)
a. Coping / adaptation strategies
b. Other complications (perineal wound infection or dehiscence, ileus, or perineal hernia)

4. Could you describe the limitations you have experienced as a result of these complications?
(Physical limitations)
a. Sitting and laying down
b. Mobility
c. Working
d. Sexual function and relationships

5. Some patients have indicated that after this big operation they may still get sensations from areas removed during surgery – what experiences, if any, have you had like this?
(Loss of part of yourself)
a. Feelings of needing to open your bowels or pass urine (autonomic)
b. Altered feelings in the sensation and muscles between your legs (somatic)
c. Feeling part of yourself is lost and awareness something is missing (psychological)

6. Tell me about how your understanding of what was happening to you impacted on this experience?
(Knowledge facilitates coping and not knowing complicates coping)
a. How knowledge helped coping
b. How not knowing made coping more difficult

7. How did this experience impact on your overall recovery to get back to normal after surgery?
(Rollercoaster to the new normal / Complications as bumps in the road / No control)
a. Comparison of complications to other post-surgery hurdles
b. Lack of control

8. Your doctors will have used some reconstructive techniques at the end of the surgery to help put your body back together again, how has this reconstruction impacted on your recovery?
(Morbidity from reconstruction)
a. Complications (Flap morbidity / flap donor site morbidity / mesh problems)
b. Body image (Change in appearance / animal derived foreign body)
c. Choice of reconstruction

9. In light of the complications you experienced how do you now feel about the decision to go ahead with surgery for the dangerous tumour that you had?
(Journey is worth it / Life is threatened / Forced to accept risks)
a. Future perspective
b. Positive feelings / regret
c. Shared-decision making

10. If you could speak to yourself before experiencing this complication, what would you say to make it easier? 
(Survivors’ insight supports coping)
a. Useful information
b. Useful / adaptive actions





Wrap up:
Before we finish it would be great to get your opinions so that we can try to improve the interview with our next patients:
1. How did the interview compare to what you expected?
2. Was there anything important you would have wanted to talk about that we didn’t discuss?
3. How do you feel having a researcher like me, with a surgical background, impacted on the interview?
4. Is there anything else you think could be improved?
5. Is there anything else you want to discuss? 

Thank you so much for talking to me, it is very kind of you to give up your time for this interview, and it will help us understand more about the complications and recovery after the kind of surgery that you have had. 

I will now write up a transcript of the interview that will be anonymised, if you would like to you can check through to make sure you are happy it is accurate. I can either post or email the transcript, do let me know which you would prefer. I will then interview several more patients before putting all the experiences together and writing up the final results. I am more than happy to send you a copy of the results for you to read through and share any feedback you might have, but you are under no obligation to do so. 
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