Interview Script
Are you happy for me to begin recording?
Introduce yourself
Hello, my name is XXXXXXXXXXX. I am a Master’s Student studying Clinical Health Research at the University of Birmingham and this research study will be part of my Masters. I am also a Physiotherapist working at the Queen Elizabeth Hospital Birmingham. I work in the Inherited Metabolic Disorders service at Queen Elizabeth hospital
Thank you for agreeing to participate in this study. 
Explain about the research 
You will have read the participant information leaflet on the online survey, but I will just familiarise you with the purpose of this research and what will happen after the interview?
The purpose of this research study is to explore the perspectives and experiences of people with Pompe disease when engaging in physical activity and exercise. I am particularly interested in hearing about your experience with exercise, what helps or hinders you keeping active and any what support and advice (if any) you have received from healthcare professionals.
The interview today will be a little like a conversation, in which I will help you talk about your personal experiences, opinions and thoughts.
I will have an interview guide to keep us on certain topics but my aim is to hear your views and experiences in your own words. 
The interview will last about 45minutes to an hour. If you need any breaks at all, please just say and we can stop the interview at any time. 
If I ask you about anything you don’t want to talk about, please just say you’d rather not go into that, and we can move on.
All information provided will be kept strictly confidential and used for research purposes only. Unless you tell me something which indicates a risk of serious harm to yourself and others, if this occurs I will discuss this with you and what steps I need to take.
Have you any questions before we start?
I will just go through the information on the consent form again.
Can you confirm that you still agree to participate in this study?



Thank you for agreeing to be interviewed.

Introduction - General Background and Diagnosis

Aims: To get participant talking and to find out contextual information about his/her current circumstances and diagnosis

1. Shall we start with you briefly telling me something about yourself…
· What are your interests?
· Can you tell me a bit about your family?
· What do you do/did you do for work?

2. Can you please tell me a bit about when you were diagnosed with Pompe disease and about your journey so far with living with Pompe disease


Current Physical activity and exercise 
Aims: to find out about the general level of activity that the interviewee currently engages with
3. What do you think of as ‘physical activity’ and what does it mean to you?
· Offer selection of choices if unable to give open response (vigorous exercise or playing sport, anything that raises your heart rate, anything that involves physical effort for an individual) GIVE DEFINITION

4. What physical activity are you able to do at the moment (list options – focus on ADL’s as well as hobbies/walking clubs/groups)

5. Do you think of these things as exercise? and if not what is the difference for you between physical activity and exercise?
· What does exercise mean to you? 

6. Do you currently participate in ‘exercise’ – 
· If yes – explore what type, how often, where, with whom. Reasons for doing this exercise (goals?)? Do they identify changes in engagement over time – explore reasons for such changes 
How does it make you feel? 
· If no – Why? 

7. Do you do any regular physical activities or exercise (explore hobbies, walking, clubs and groups) How often/where/with whom

· What is it you enjoy about this activities?
· Experiences any challenges undertaking these activities you enjoy?


8. Are there physical activities you’ve been doing up until recently, but you are unable to do at the moment? 
· Is there anything you miss about…… (activity)

Relationship with exercise
Aim – to draw out the persons lie long relationship with physical activity and whether how they think about activity has changed with their Pompe disease one way or the other.
9. Did you enjoy being active when you were younger? Prior to your diagnosis. Grow up in a family who were active?

10. What did you do? Do you play any sport, go to exercise classes or dance for example? (provide range of examples – narrow down to gain detail)

11. Has having Pompe disease changed how you think or feel about exercise? And being physically active?

Barriers and Facilitators to physical activity and exercise 
	Picking up what has been said to above questions, Aim of questioning is to draw out specifically what helps and hinders, what is a barrier to and what/who facilitates physical activity.
Facilitators
12. What helps you to do (activity), 
· Give range of potential facilitators in given context (location/support from partner/access…..

13. What support do you have to be physically active at the moment?

14. What motivates you to be/stay physically active / to exercise?

15. What do you expect to get from doing physical activity / exercise 
· Do you expect benefits
· Do you expect to feel worse sometimes?

16. Is there some form of activity that you think you would be able to do if you had some/more assistance? What is that – and what help would you need to be able to do it?



Barriers
17. What (if anything) gets in the way of you being more physically active?
· What makes it difficult to stay physically active or exercise?
· Are there aspects of your health condition that stops you participating in Physical activity?

18. Can you describe any challenges you might have experienced when participating in PA / Exercise (Any examples)?

Explore – 
· Intrapersonal factors – skills, confidence to overcome barriers / achieve goals, motivation, health concerns & beliefs, symptoms, Falling (or balance)
· Interpersonal factors – family support, how engaged with services & professionals
· Environmental – home, locations, finances, access, time,

19. Recent covid-19 pandemic has caused a big disruption to lives. How did it impact on your normal routine of exercise / activities? What was the biggest barrier or obstacle to perform PA or exercise over this time? Biggest motivator? Do you feel you have returned to pre-pandemic activities?

What is available locally?
Aim to find out what interviewee is able to access locally and what they can’t, what they know about local facilities that may support physical activity
20. Can you tell me about things, places, activities, groups that are available for you locally? 

21. Do you access/use any of these things yourself? If so, why and if not, why not?

22. Have you used wearable devices or technology (fitbit/applewatch/on-line resources eg.you-tube videos/DVD’s) to support you with activity or exercise?
· Probe with questions about their level of confidence with technologies

23. Could you see yourself using an on-line resource alongside support from a Physiotherapist to help you be more active?

Understanding / beliefs / Attitudes towards Physical activity and Exercise
Aim – draw out beliefs that they hold about being physically active and benefits to condition and what they think constitutes PA & Exercise 
24. What do you tend to get told or advised in relation to Physical activity and exercise? (impact on health)
· From whom?
· Specific to your condition (muscle wasting)?
· Positives or negative? Conflicting? Anything specific?
· Was this discussed alongside your condition, treatment options?

25. Is any of this information helpful?
· Has it influenced your participation (positively or negatively)
· Is there something they would like to know or need to know?

26. Do you see exercise and Physical activity as important in managing your condition?

27. To the best of your knowledge do you know how much physical activity is recommended as sufficient to achieve health benefits in adults? (Chief medical officer guidelines?)
For substantial health gains aim for at least 150 minutes each week of moderate intensity activity. If unable to meet the recommendations due to health conditions, international guidance advises being as physically active as possible. 
· What are your immediate thoughts? 

Support from healthcare professionals
	Aim – draw out perceptions of Physiotherapy provision and models of support in relation to exercise. The final topic I wanted to ask you about…..

28. How supported do you feel by healthcare professional to be physically active?
· What support, from where, how they accessed it, any barriers and facilitators to accessing support, how much support helped?

29. Who do you think is best placed to support you with being physically active?

30. What is your experience of Physiotherapy? Positive or negative? Why?
· Any suggestions as to how things could be improved?

Is there anything you would like to add? Any final thoughts or comments?


