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Supplementary files 

 (1) Individual/group discussion schedule 

A. Introductions  (Time: 00 to 00+13) 

Welcome everyone and thank you for taking the time to come to this group discussion where we will be looking at 
quality of life issues for people with PSC. My name is EM and I am a PhD student here at UCL and I will be running the 
group today. 

The session today will be audio-recorded to ensure we capture everything that is said. To help with the recordings 
please can you ensure you respect other participants during the session and make sure you wait for people to finish 
speaking before you begin. This is BV, she will mostly not be involved in the group discussion, but will instead observe 
interactions and take notes, partly as back-up in case of a recorder malfunction. 

Today’s session will be kept strictly confidential. Please respect this by keeping everything said today within these four 
walls. To ensure confidentiality we would like you to use pseudonyms, or fake names, when speaking to each other. 
Before we begin please could you look over the participant information sheet and sign the consent form using your 
initials in the boxes. Once signed I will photocopy each consent form so that we both have a copy. Whilst I do this, 
please pick a pseudonym and write it on the place card in front of you.  

We have tea, coffee and water here, so please help yourself at any point during the session, and if you need to take a 
break you can leave the room, you don’t need to say anything. Toilets are available if you walk back out of the 
entrance, and carry on straight past the lifts. Finally, if you could put your phones on silent, or switch them off, that 
would be great.  
 

Aim of today  (Time: 00+13 to 00+15) 

Our overall aim for this project is to create a questionnaire that measures quality of life for people living with PSC. To 
start this process we have done some research and put together a list of issues or problems which may affect the day to 
day life of people with PSC. These can be things like symptoms (for example, pain), feelings (such as feeling sad) or any 
impacts these things can have on a person’s day to day life (for example, a person’s ability to work). 

This list we have put together has come from two different sources. Firstly, we looked at a survey which was run by PSC 
Support a couple of years ago and which asked people with PSC to describe the most difficult part of living with their 
condition. Secondly, we looked at a range of existing questionnaires which have been developed for conditions which 
are in some ways quite similar to PSC.   

What we’ve ended up with is quite a long list of issues, over 300 to be precise. We cannot include all these issues in a 
questionnaire, because it would take far too long to complete, so what we would like you to do today is to go through 
this list and select which of these issues you think are the most important ones to include in a questionnaire about 
quality of life.  
 

B. Group discussion 

1. Starting the discussion (00+15 to 00+30) 

Before we look at the list of issues, could we start by spending the first ten minutes or so going round the group, with 
everyone saying what the most important issue for living with PSC is for them?   

[Turn to the person on the right and ask them to start off] 

• Please could you state your pseudonym and then describe one or two of the most important issues for your 
quality of life?   

[Briefly summarise the person’s issues and move to the next person] 

If respondent is commenting at length: 

• Thanks very much, so you’re saying [****] is the most important issue for you?  We can come back to this 
later when we look through the issues list.  

[After everyone has spoken, summarise issues identified] 
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2. Presenting the issues list   (Time: 00+30 to end) 

   
We’re now going to move on to the list of issues.  
 

[Hand the issues lists around the group] 
 
Please could you add today’s date and your pseudonym to the top of the list? We’ve divided the list into smaller, more 
manageable chunks according to the type of issues described. This is just to help us navigate through the list during the 
session. As I’ve said before this list is very long, so it’s quite likely that we won’t be able to get through the whole thing 
today. If this happens you can still finish the questionnaire at home, if you wish to, and return it to us in the post using a 
pre-paid envelope.  
 
Before we look at the list, I’ve got a few copies of an existing questionnaire developed for people with cancer for you to 
look at. This should help you get a rough idea of what we’re trying to achieve by the end of the whole project.  

[Hand out the FACT-C] 
 
As you can see there are positively worded statements, such as ‘I get emotional support from my family’ as well as 
negatively worded statements such as ‘I have a lack of energy’. This will also be the case in our list of issues. So if you 
think something like ‘getting emotional support from family’ is an important thing to include in a quality of life 
questionnaire you would mark this as important on the list. At the bottom of this page there is a statement about a 
person’s sex life. We too have a section in our list of issues which covers intimate relationships and sexual functioning. 
We understand that some people may not feel comfortable discussing these issues in a group, so we’ve added this as an 
optional section to discuss at the end of the session. If you’d rather not discuss this in a group, that’s fine, you can fill 
this out on your own at the end of the session or complete it at home if you wish to.  
 
When working on the list of issues today, to make the session slightly easier, we will be working through the list one 
page at a time. When looking at a page we’d like you to start by adding a tick in the ‘relevant column’ for those issues 
you think would be relevant to include in a quality of life questionnaire. You do not need to spend too much time 
thinking about this, as there are no wrong or right answers.  
 
Once you’ve completed the relevant column we’d like you to move on to the important column. In this column we’d like 
you to spend a little more time thinking about which of the issues that you marked as relevant are the most important 
ones to be included in a quality of life questionnaire. When doing this keep in mind that we can’t include everything in a 
questionnaire because it needs to be manageable, so really think about what is most important. 
 
When looking through the list you might notice that some of the issues are quite similar. If you mark an issue as 
important and notice that it is worded in several similar ways, we are really interested in knowing which wording you 
prefer.  
 
We’d like you to remember that some of the issues have come from questionnaires developed for other conditions, so 
we’re not necessarily saying that all the listed issues will happen to people with PSC.  
 

[Move through list page by page] 
 

Starting with [first chosen category] on page 2:  

• Please could you read through the list and start by ticking in the ‘Relevant’ column only, which of these issues 
you think are relevant to be included in a quality of life tool and which you think are not?  

• Once you have completed the ‘Relevant’ column, for the issues you have marked as relevant, could you spend 
a bit more time thinking which of these you think are most important to be included in a quality of life tool? 

• If you finish before everyone else, you can move on to the next page. Once everyone has finished we will 
discuss this page only. 
 

[Once the group have completed the page, turn to the person on the right and ask them to start off] 
 

• Could you tell us which of these issues you have marked as important, stating the listed number as well as the 
issue to help guide us?  

• Do you think any of the issues listed are upsetting?  
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3. Prompts and follow-up questions [as needed] 

- If participants pick similarly worded issues: 

• [X] has mentioned this issue as important whereas [Y] has picked this issue. To me these look like quite similar 
issues, so could you explain a little more why you selected that particular issue? 

 
- If the answer is incomplete: 

• Would you tell me a little more about that?  
 

- If a given answer is too general and indefinite: 

• In what way? Just how do you mean? Can you give me an example? 
 

 [Repeat for each section] 
 

D. Wrapping up 

We don’t have much more time left in this session and need to start coming to the end. 

• Can you think of anything else that you have experienced which we haven’t discussed?  

• Do you have any other comments regarding your quality of life? 

• Any further questions? 
 

Thank you all for taking the time to share your views and experiences with us today. 

 

[If an in-person discussion] You are welcome to complete your issues list now, in your own time. Or if you prefer, you 

can take the issues list home with you, complete it there, and then return it to us using this Freepost envelope. 

[If a telephone discussion] Please could you complete the rest of the issues list in your own time at home, and then 

return it to us using the Freepost envelope provided.  

 

Please feel free to contact us with any further questions or if you would like any updates on the study. If you indicated 

that you are happy to be contacted in the future on the consent form, we will keep your personal details safe and 

contact you when we start recruiting for Stage 2 or when we have a report of the study. If you said you do not want us 

to contact you, but change your mind about this, please let us know. 
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 (2) Validated questionnaires included in the literature review 

Study ID Questionnaire name 

Colorectal cancer 

Colwell 20101 
Functional Assessment of Cancer Therapy/National Comprehensive Cancer Network 
Colorectal Cancer Symptom Index (FCSI-9) 

Rinaldis 20092 Coping with Colorectal Cancer measure (CCRC) 

Sprangers 19993 
Whistance 20094 

EORTC* Questionnaire Module for Colorectal Cancer (QLQ-CR38/QLQ-CR29) 

Ward 19995 Functional Assessment of Cancer Therapy-Colorectal (FACT-C) 

Inflammatory bowel disease 

Alrubaiy 20156 Crohn’s and Ulcerative Colitis Questionnaire (CUCQ 32) 

Alcala 20047 Shortened Questionnaire on Quality of Life for Inflammatory Bowel Disease (IBDQ-9) 

Allen 20138 Patient-reported Disability Measurement Tool for Inflammatory Bowel Disease 

Cheung 20009 
British Version of the Quality of Life Questionnaire for Inflammatory Bowel Disease 
(UK-IBDQ) 

Drossman 199110 Rating Form of Inflammatory Bowel Disease Patient Concerns (RFIPC) 

Guyatt 198911 Inflammatory Bowel Disease Questionnaire (IBDQ) 

Irvine 199612 Short Quality of Life Questionnaire for Inflammatory Bowel Disease (SIBDQ) 

Peyrin-Biroulet 201213 IBD disability index 

Smith 201214 Social Impact of Chronic Conditions–Inflammatory Bowel Disease (SICC-IBD) 

Wilcox 201015 Crohn’s Disease Burden Questionnaire 

Liver-related cancers 

Blazeby 200416 EORTC Questionnaire Module for Hepatocellular Carcinoma (QLQ-HCC18) 

Heffernan 200217 

Yount 200218 
Functional Assessment of Cancer Therapy–Hepatobiliary (FACT-Hep) 

Kavadas 200319 

Blazeby 200920 

EORTC Questionnaire Module for Liver Metastases from Colorectal Cancer (QLQ-
LMC21) 

Liver disease 

Anderson 201421 Chronic hepatitis C virus patient-reported outcomes instrument (HCV-PRO) 

Gralnek 200022 Liver Disease Quality of Life Questionnaire 

Younossi 199923 Chronic Liver Disease Questionnaire 

van der Plas 200424 The Liver Disease Symptom Index 2.0 

Pancreatitis 

Wassef 201425 

Wassef 201626 
Pancreatitis Quality of Life Instrument 

*EORTC = European Organization for Research and Treatment of Cancer 
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