
What effective ways of motivation, support and technologies

help people with CF improve and sustain adherence to

treatment?
 

This was recently chosen by the CF community as one of the top 10 questions to be answered

by research.

If you are a person with CF, a parent of children with CF or a Healthcare professional working

with CF,  please help us answer this by taking part in the following questionnaire as honestly as

you can. 

Please be assured that this survey remains completely anonymous. This means that you will not

be identifiable from the answers you provide. If you leave your contact details for further

involvement activities these will be separated from your survey answers before they are looked

at.

Many thanks,

The Evidence Based Child Health Team at The University of Nottingham, UK

Welcome to our survey
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QuestionCF: Research participant privacy notice

Privacy information for Research Participants

For information about the University’s obligations with respect to your data, who you can get in touch with and your rights as a data

subject, please visit: https://www.nottingham.ac.uk/utilities/privacy.aspx

Why we collect your personal data

We collect personal data under the terms of the University’s Royal Charter in our capacity as a teaching and research body to

advance education and learning. Specific purposes for data collection on this occasion are to run a research project to identify

areas for future research into cystic fibrosis.

Legal basis for processing your personal data under GDPR

The legal basis for processing your personal data on this occasion is Article 6(1a) consent of the data subject. 

Special category personal data In addition to the legal basis for processing your personal data, the University must meet a further

basis when processing any special category data, including: personal data revealing racial or ethnic origin, political opinions,

religious or philosophical beliefs, or trade union membership, and the processing of genetic data, biometric data for the purpose of

uniquely identifying a natural person, data concerning health or data concerning a natural person’s sex life or sexual orientation. 

The basis for processing your sensitive personal data on this occasion is Article 9(2a) the data subject has given explicit consent to

the processing, 

How long we keep your data

The University may store your data for up to 25 years and for a period of no less than 7 years after the research project finishes.

The researchers who gathered or processed the data may also store the data indefinitely and reuse it in future research. Measures

to safeguard your stored data include deleting all personally identifiable data e.g. name, address, contact phone numbers as soon

as we no longer need to contact you in relation to the project. We will also separate this identifiable data from survey responses so

that study results will be anonymous and non identifiable.

Who we share your data with  

We will not share your identifiable contact data with anyone outside the study team.

1. Please read our privacy notice and then tick the box if you are happy to continue*

I have seen and understood the privacy notice 

What effective ways of motivation, support and technologies help people with CF improve

and sustain adherence to treatment?

2

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ



BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open Resp Res

 doi: 10.1136/bmjresp-2020-000601:e000601. 7 2020;BMJ Open Resp Res, et al. Calthorpe RJ


	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Welcome to our survey
	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?   This was recently chosen by the CF community as one of the top 10 questions to be answered by research.  If you are a person with CF, a parent of children with CF or a Healthcare professional working with CF,  please help us answer this by taking part in the following questionnaire as honestly as you can.   Please be assured that this survey remains completely anonymous. This means that you will not be identifiable from the answers you provide. If you leave your contact details for further involvement activities these will be separated from your survey answers before they are looked at.  Many thanks,  The Evidence Based Child Health Team at The University of Nottingham, UK


	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Privacy notice
	Question Title
	* 1. Please read our privacy notice and then tick the box if you are happy to continue



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Question Title
	* 2. Are you


	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Treatment plan
	Question Title
	3. In our survey of treatment burden 70% of you said that you sometimes miss treatments if you are busy or tired. How often do you do all your/your child's treatments exactly as suggested by your CF team?

	Question Title
	4. Are there things which make it more difficult to stick to your/your child's treatment plan (please tick all that apply)

	Question Title
	5. What is the biggest thing in your life that makes you not stick to your treatment plan?

	Question Title
	6. Is there anything that would help you to stick to your treatment plan better?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Motivation
	Question Title
	7. What sort of things do you do to help motivate yourself / your child to carry out the treatment plan.

	Question Title
	8. What things make it difficult to stay motivated? Please tell us anything that comes to mind.

	Question Title
	9. Do you have support with your/your child's CF from

	Question Title
	10. Do you get the support you need for your adherence to treatments from your CF team?

	Question Title
	11. How well do you understand what your/your child's different treatments are needed for?

	Question Title
	12. Does it make it easier to stick to treatments when you know what they are for?

	Question Title
	13. Do you feel able to talk honestly with your CF team about how often you/your child do your treatments?

	Question Title
	14. Do you feel that your CF team understand the difficulties of completing a full treatment plan every day?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Technologies
	Question Title
	15. Do you / your child use any form of technology to help you manage your / your child's treatment regimen?

	Question Title
	16. How do the technologies in the question above help you / your child to stick to your treatment plan? Tell us anything about how they help you (or not).

	Question Title
	17. What happens to the information you get from such technologies?

	Question Title
	18. Do you / your child use any apps or activity trackers to monitor physical activity?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Research
	Question Title
	19. Would you be happy for yourself or your child to take part in a trial of technology to help manage CF treatment?

	Question Title
	20. Are you already taking part in a trial of a new or existing technology?

	Question Title
	21. Which technology would you like to see introduced into CF care?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Health Care Professionals
	Question Title
	22. Which professional group are you a member of?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Adherence & motivation
	Question Title
	23. Could you tell us what factors you think affect how well your patients adhere to their treatment plans?

	Question Title
	24. What sort of things do you do to help motivate your patients to carry out their treatment plan?

	Question Title
	25. Have you found any specific strategies to improve adherence in your patients?

	Question Title
	26. In your clinical practice, do you do joint goal setting as a way to promote adherence?

	Question Title
	27. Do you talk to your patients about the barriers that make it hard for them to take their treatments?

	Question Title
	28. If yes, how often do you incorporate this into your reviews?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Technology
	Question Title
	29. Do you promote the use of technologies to help improve adherence within your clinical practice?

	Question Title
	30. If yes, please tick all that apply

	Question Title
	31. Which forms of technology are your patients using to help them manage their/their child's treatment regimen?

	Question Title
	32. How do you see technology being used in the future to help promote adherence? Please tell us more about this

	Question Title
	33. What happens to the information you get from such technologies?

	Question Title
	34. Are you involved in or aware of any trials of technologies for managing CF treatment and improving adherence?



	What effective ways of motivation, support and technologies help people with CF improve and sustain adherence to treatment?
	Final page
	Thank you for your help so far, please tell us a little bit about yourself and finally if you have any additional ideas about how we can answer this question.
	Question Title
	35. Age in years of person filling in survey

	Question Title
	36. Age in years of person with CF (if parent/family)

	Question Title
	37. Which country do you live in?

	Question Title
	38. Would you be interested in continuing to be a Question CF contributor by taking part in future surveys? If you agree to us contacting you again, please tick the yes option below to allow us to keep your contact details (as per GDPR, we will store your contact details separately from your survey responses and will not share your details with any other organisation).

	Question Title
	39. Would you be interested in becoming a member of the Question CF advisory group for the opportunity to take part in more in depth discussions and designing of research trials? (via phone or internet). If you agree to us contacting you again, please tick the yes option below to allow us to keep your contact details (as per GDPR, we will store your contact details separately from your survey responses and will not share your details with any other organisation).

	Question Title
	40. email address

	Question Title
	41. If you would like to suggest an idea for a research trial to look into effective ways of motivation, support and technologies to help people with CF adhere to treatment, please feel free to write your suggestion here




