FILE 2 – Interview Topic Guides for Workstream 1A

Initial Interview Topic Guide

The study aims to: 

1. Explore, in-depth, the participants’ post-stroke experiences particularly relating to health, information, social and emotional consequences; focussing on experiences of barriers, enablers in addressing these and adaptive behaviours which could reduce the problem areas.
2. Gain further insight into the types of un-met needs the patients experience, and what type of information they would find most useful.
3. To explore how stroke survivors and caregivers develop strategies for managing problems/resolving the issues that they face post-stroke. 
4. Describe in-depth the support networks of stroke survivors and caregivers post stroke
5. Explain how stroke survivors and caregivers mobilise resources post-stroke (including how they draw on their support networks, access services and information).

In accordance with the iterative process of qualitative research, this topic guide will be refined in-line with the on-going analysis and discussion with the wider research team. This document intends to offer guidance to the researcher conducting the interviews, rather than constraining the generation of data. Participants are free to introduce any topic(s) they wish.

The interview may cover topics that interviewees may find distressing and/or upsetting. Participants will be reminded of this prior to the interviews. It will be made clear to them that they do not have to answer any questions they do not wish to, and that they can pause or terminate the interview at any time. Due to the nature of topics to be discussed, it may be appropriate to open with general conversational questions to help put the participant at ease with the interview situation. 

The interviewer may also use aids to facilitate the interview, for instance the use of a time-line, writing down key words etc. Participants may bring items they wish to discuss in the interview, for instance calendars, appointment diaries, photos, their copies of care plans etc. The researcher will not routinely request to see such items.  

People who have had stroke and their caregivers will be offered the opportunity to be interviewed separately or together.

Initial topic guide for the first interview with participants who have had stroke

This topic guide is to be used in the first interview. If not all topics are covered in the first interview, they may be covered in the second interview. 

General opening questions:

Could you tell me a little bit about yourself? 

(Bullet points indicate possible follow-up prompts)

· Family, friends, leisure, hobbies, social activities. 
· How would you describe yourself (at this time/before your stroke)?

How long is it since you had your stroke? 

· Is this your first stroke? Have you had any other health problems?  

Life before your stroke

Could you tell me what your life was like immediately before your stroke?

· What did a typical day look like? (Employed?)
· What kinds of events/hobbies/activities did you enjoy doing?

Your stroke

Could you describe to me what happened when you had your stroke? 

· What was happening at this time? 

How did the stroke affect you at this early stage? 

· (physically, functionally, emotionally, social consequences)?

How did you feel at this time?

Could you tell me about your experience in hospital (early days post-stroke)?

· Rehabilitation in hospital
· Information/advice/support given at this time

Coming home

Could you tell me about what it was like coming home from hospital? 

· How did it come about (whose decision? Visit prior or not?)
· How did you feel about coming home?
· Did you feel prepared for coming home? (why/how)
· What did you expect your life to be like?

Could you describe a typical day when you first returned home? 

· What did you think was good / difficult about coming home when you were first discharged?

What support did you receive when you first came home? 

· Formal and informal support
· How did you find out about / access 

What information / support did you find most helpful at this time?

Rehabilitation 

Could you describe what has happened to you since returning home?

· Process of recovery over time (what has helped/hindered this process)
· Changes since discharged home 
· Formal support/informal support received
· Information/advice received

Have there been any key moments/turning points since you’ve returned home 

· Recovery
· Managing/coping with/adapting to health, social, emotional consequences of stroke

Life now

Could you describe a typical day now (what do you do, how and why)

· What would make it a good/bad day – could you give me an example.
· What things do you enjoy about your daily life/what would you change? 

What activities/events do you now find meaningful/important/enjoyable?

· How have you found going out and about following your stroke? 
· Have you tried to return to doing activities/attending events that you previously found meaningful/important/enjoyable? (Could you tell me about your experience of trying to resume activities/events)?

Living with / managing impairments

Could you tell me how the stroke affects you now? 

· Health, social, emotional consequences
· In what ways have you recovered/not recovered?
· Do you feel you are able to manage your impairments (give an example).
· What do you need support with? What things do you do yourself?
· How do you feel about ....

How have things changed since you were first discharged home? 

· Improvement/lack of improvement
· Adapted/changed the way you do everyday things? Example. What enabled you to make these changes.
· What has helped/hindered this process?

What, if any, formal support do you still receive? 

· What support offer (how this has changed over time)
· What do you think of this support (what is good about it/how could it be improved?)
· What was available to you/not available to you
· How did you access?

What, if any, support do you receive from family and friends? (how changed over time)

· How do you think your stroke has impacted on your caregiver/family/friends? (If appropriate). 

Problem solving / resolving issues (including barriers/facilitators)

What do you feel you manage/cope with well?

Have you encountered any problems/challenges following discharge home? 

· If so, could you give me an example? (Information, Mobility, Falls, Incontinence, Pain, Fatigue, Taking part in leisure activities/hobbies etc, Relationships)
· When did you first realise this was a problem/difficulty/issue?
· How did you feel about this? 
· How did you react/ what did you do next?
· How have you handled/managed these? 
· How did this come about? (what helped/hindered). Could you give me an example?
· Did you receive support to do this? 
· How do you think you will manage this/cope with this in the future?

What factors/events since your stroke have helped your recovery/return to your everyday life?

Unmet needs / ongoing problems/issues (including barriers/facilitators)

What do you find particularly difficult to manage/cope with? 

· How have you tried to manage this / cope with this? 
· How do you feel about this? 

What do you feel you could do with some extra support with? 

· Health, social, emotional?

Do you feel you need more support with……

· Mobility
· Falls
· Incontinence
· Pain
· Fatigue
· Taking part in leisure activities/hobbies etc
· Relationships

What information has been most useful to you in the period since your stroke?

· what kind, what format, when, why and how

What information do you feel you need in order to manage/live with the affects of the stroke (…specific problem highlighted) 

· what kind, what format, when, why and how

If you experienced a problem with ..... in the future, what would you do? 

What factors/events since your stroke have hindered your recovery/return to your everyday life?

Future

What are your hopes/plans for the future?

· Where do you see yourself in 6 / 12 months time?

Closing questions

What advice would you give to others who have had a stroke?

Is there anything else you think I need to know about life after stroke? 

Do you have any questions for me? 

Second Interview - Background

This follow-up interview aims to:

1. Find out more about how stroke survivors and their care givers start to the come to terms with / deal with the after effects of the stroke 
2. Understand more about how stroke survivors and their caregivers begin to problem solve and develop strategies that enable them to cope
3. Describe in-depth the social support networks of stroke survivors and caregivers post stroke
4. Gain further insight into how the process of adapting and problem solving can be facilitated

Each stroke survivor / caregivers journey is unique and this document intends to offer guidance to the researcher conducting the interviews rather than constraining the direction of the interview. Researchers are expected to refer to the first interviews in deciding the questions that will be most useful and relevant.  In addition to the questions listed below, the second interview may also involve re-visiting some of the topics discussed with participants in the first interview. In accordance with a grounded theory approach, this topic guide will be refined based on the themes and theories emerging from on-going analysis. 

Participants themselves are also free to introduce any topic(s) they wish.

As with the first interviews, the discussion may cover topics that interviewees find distressing and/or upsetting. Participants will be reminded of this prior to the interviews. It will be made clear to them that they do not have to answer any questions they do not wish to, and that they can pause or terminate the interview at any time.

The interviewer will also use aids to facilitate the interview, including a social network mapping tool. The social network mapping tool is adapted from the Hierarchical Mapping Technique (Antonucci, 1986)1. Participants will be asked to identify people and services that they have found helpful since their stroke. These will be recorded (with the assistance of the interviewer and/or carer if required) onto the social network mapping tool (please see example of map to be used below).

Second Interview – Topic Guide

General opening questions:

· How have you been since I last saw you? Has anything changed for you since we last spoke?
· How do you feel about these changes?
· Have there been any changes in the support you’re getting? (formal /informal)
· FOR CAREGIVERS: How have you been since I last saw you?

Exploring changes in health
· Have there been any changes in your health? (Explore positive and negative; Explore physical, cognitive and emotional changes)
· How has this impacted on your daily life? Could you give me an example? 
· How do you feel about these changes?  
· Has anyone / anything in particular helped / hindered the changes?
· Is the pace of change as you expected? How is this affecting you?

Exploring changes in daily life

· Have there been any changes in your day-to-day life since I last saw you? (Explore changes in both ability and motivation to do things). How did this come about?
· (If experienced a lot of change) Please could you describe a typical day now? 
· Have you encountered any problems/challenges since we last met? Could you give me an example of how this has impacted on your daily life? 
· Have you returned to any activities since I last saw you? Or started new ones? How did this come about? 
· Is there anything that you can do now that you couldn’t when I last saw you?
· How have you achieved that? What was the process?  
· Are there any people or things that have particularly helped / hindered you in this? In what ways? How did you access this help?
· Have there been any key moments or turning points since I last saw you?
· (If appropriate) Would you say you are getting any more / less pleasure out of life since I last saw you? In what ways? 

Exploring changes in understanding / coming to terms
· (If relevant) Do you feel you have a better or a different understanding of your situation than when we met before? (explore identity, fear, feelings of mortality/ ageing if appropriate)
· Have you had any insights or started to think differently about anything?
· Would you say that you’ve adapted yourself since I last saw you?
· Are there things that you used to worry about but no longer do? Are there things that still worry you?

Exploring social networks

· Introduce network mapping activity
· Discuss map – could you tell me a little about each of the people/services identified. What kinds of help have they provided? Why have you placed them where you have on the diagram? 
· Who was the most helpful when you first returned home from hospital? Could you describe what they did to support you? How has this support changed over time?
· Is there anyone/any service who you expected to be more helpful? 
· How did you manage to access support from …service?
· Who is particularly helpful now? Could you describe what they do to support you? 
· How have family / friends / others reacted to your stroke? How has this changed?  (Explore changes in attitudes and behaviour of family / friends)
· Have you grown closer to anyone since your stroke? Have you grown apart from anyone since your stroke? 
· Have you asked anyone for help? Did people offer to help you? How did this make you feel? 
· What additional things do you still need help with?

· How do you help your family/friends you’ve identified on the map? Do you feel that your ability to provide help/support has changed since your stroke? What do you friends/family on the map value about you? 
· WHERE CAREGIVERS ARE PRESENT: Have you noticed any change in your relationship with each other since I last saw you?

Gaps (if not covered in previous questions)

· Are there things that you really wanted to improve or change but have struggled with? 
· Have you been disappointed / hindered by anyone or anything? 

Exploring impact on care givers (WHERE CAREGIVER IS PRESENT)

· How have things changed for you as a carer / partner? Have things got easier/ more difficult?
· How have you adapted?  Are there things you feel you’ve learned to cope better with since we last met?
· Has anyone / anything been of particular help to you as a carer? How did you access this support? 
· Is there anything that has got easier / more difficult for you since I last saw you? Why do you think this is? 
· Are there things that you still struggle with? (Explore emotional as well as practical challenges of caring)
· What additional help do you still need for yourself?

Closing questions

When you reflect on the last few months, is there anything you’ve learnt? Any advice you’d give to others?  

Do you have any questions for me?
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