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Development of a conceptual framework for a novel patient-reported outcome 

measure for the assessment of digital ulcers in systemic sclerosis 

 

Focus Group Topic Guide 

 
Preparation as patients arrive: 

• Welcome patients, introduce ourselves, explain our role, offer refreshments 

• Explain the reason for the focus group and the proposed duration (approximately 1.5 hrs) 

• Explain that the focus group discussion will be audio-recorded, transcribed, and anonymised 

(by removing references to the names of people and places) 

• Obtain written consent and offer travel expenses, give large name labels 

• Ask participants to complete the Scleroderma Health Assessment Questionnaire (SHAQ) 

• Remember to put audiorecorder on a cushioned surface to reduce background noise or on a 

separate table.  

  

Introduction (5 minutes)  

• Explain the ‘ground rules’ of respecting people’s views, allowing others to speak, and 
preserving confidentiality of what is said during the focus group discussion 

• Explain that systemic sclerosis (SSc) and digital ulcers is highly variable and individuals can 

be affected in very different ways and treatments have evolved in recent years. Therefore 

not to be alarmed by anything unexpected they hear, but to speak to us afterwards should 

they have any concerns 

 

Discussion (50 minutes) TURN ON THE RECORDER NOW 

1) Ask everyone to introduce themselves and say how long they have had SSc and a history of 

digital ulcers 

 

2) Ask participants to describe how they would define a digital ulcer?  

o What does that term mean to you personally? 

 

3) What happens during as an ulcer is developing? 

o Prompts if needed:  

Physical signs? Visual signs? Duration? What do they think are the triggers? Do they 

develop at certain times of the year (e.g. more in the winter?) 

 

4) How do digital ulcers affect you? 

o Prompts if needed:   

Pain? Quality of life? Psycho-social? Work? Leisure activities? Family roles? Body image 

dissatisfaction? Uncertainty? 
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5) How can you manage digital ulcers? 

o Prompts if needed:  

How do you manage them? Can you prevent them/what provokes them? Can you help 

to shorten them or reduce the severity (including drug treatments)? 

 

6) How would you know a treatment for digital ulcers was working? 

 

General prompts: Can you give me an example? What did that feel like? What did you do? 

 

7) If you would want clinicians to focus on anything in particular about helping you to care for 

your ulcers what would it be?  

Prompt: how could care be better for you? In an ideal world… 

 

8) What are the most important research questions for you? 

 

9) Are there any questions that we haven’t asked or anything that you think is important that 
we haven’t yet discussed in relation to caring for your ulcers? 

 

Closing the group (5 minutes) 

➢ Summarise the focus group discussion (based on notes) and ask participants to confirm 

whether it is an accurate reflection of the main points that emerged 

➢ Thank participants for their time and input to the discussion 
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