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Participant Information Sheet
Study Title: Remote Management of Sputum Retention in Children with Neuromuscular disorders: A Qualitative Study of Physiotherapists’ Perspectives 

Invitation
You are being invited to consider taking part in the research study, Remote Management of Sputum Retention in Children with Neuromuscular disorders: A Qualitative Study of Physiotherapists’ Perspectives.  This project is being undertaken by Jess Batten to fulfil, in part, the requirements of a MSci Physiotherapy degree.  The research project supervisor is Kim Lund. 

Before you decide whether or not you wish to take part, it is important for you to understand why this research is being done and what it will involve. Please take time to read this information carefully and discuss it with friends and relatives if you wish. Ask us if there is anything that is unclear or if you would like more information. 

Aims of the research
Aim: 
· To explore how clinicians remotely manage sputum retention in children with neuromuscular disorders and to identify factors that shape their experiences and clinical judgement. 
Objectives: 
· To understand how clinicians adapt existing in-person airway-clearance and management techniques for virtual contexts.
· To explore clinicians’ perspectives of their role within respiratory management for children with NMD. 
· To identify how clinicians navigate uncertainty and risk when assessments are conducted remotely.
· To understand the benefits and challenges clinicians’ views when managing sputum retention remotely.
Why have I been invited?
You have been invited to take part to increase knowledge and awareness of current clinical practice across the NHS as there is limited guidance on how physiotherapists should manage children with neuromuscular disorders.  
You have been invited as you are a qualified physiotherapist with experience in respiratory management for children with neuromuscular disorders in the past two years. You may have relevant clinical experience in paediatric NHS settings within the UK in the past two years and can participate in an online interview in English. You may not be able to take part in the study if you are a student or non-clinical and cannot provide informed consent. 
This invitation has been shared through professional networks that connect clinicians with specialist experience in respiratory assessments. Your insights will help us understand how sputum retention is managed remotely and your influences for clinical decisions. 

Do I have to take part?
You are free to take part or not to do so.  If you do decide to take part you will be provided with this information sheet to explaining the purpose of the study, what participation involves and how your data will be used. You will have time to read the information prior to consenting and you will have the opportunity to ask any questions before deciding to take part.
If you would like to take part, you will be asked to complete an online consent form, which you and the researcher will have copies of. Verbal confirmation of consent will also be taken at the start of the interview. You are free to withdraw yourself from the data collection session at any time. If you do wish to withdraw before your data is anonymised, all identifiable data will be deleted. After anonymisation (one week after the interview), withdrawal will no longer be possible. At this point transcriptions will be provided with participant numbers, therefore we will be unable to identify your data meaning data will be unable to be withdrawn. This is because it is not normally feasible to withdraw an individual’s data from an interview transcript as it would undermine the analysis of the data. You are not required to offer a reason for your withdrawal, and it will not affect your rights.  

What will happen if I take part?
Once consent is gained, you will dictate when the interviews take place, via telephone or Microsoft Teams. The interviews will be one to one with the researcher, lasting 30 to 60 minutes. You may choose to use your camera during the process, however, this will not affect the transcription or analysis of the data. The interview will be recorded on Microsoft Teams either via speakerphone on telephone or using the platform for the interview.
Topics discussed will remain related to the research question which focuses on perceptions and factors influencing clinical decision making. Please avoid sharing information that could identify individual patients or colleagues, and do not disclose any aspect of practice that might be considered unsafe or inappropriate. The discussions will focus on general perceptions rather than specific cases. You will have the opportunity to clarify any topics discussed. 
All information you provide will be kept private and secure by ensuring only the researcher and supervisor have access to the raw data and all identifiable information will be removed. Your personal details will not appear in any reports or results. Complete anonymity cannot be guaranteed due to the small professional community, but all efforts will be done to protect your identity. 

What are the benefits (if any) of taking part?
Although there are no direct benefits to individuals you will be furthering our understanding of remote sputum management in children with neuromuscular disorders. 

What are the risks (if any) of taking part?
There are no significant risks associated with taking part. The topics discussed will remain related to the research question, therefore there is minimal risk for potential harm or emotional distress. The study’s topic isn’t sensitive, however, if distress occurs for unexpected reasons the interview can be paused, you are free to decline to answer any question, you may withdraw and the researcher can signpost you to support routes. 

Who will have access to information about me?
Any data collected as part of this study will be accessible to the research team only (the research team is identified in this document and includes the project supervisor).  

How will information about me be used?
Information collected from individual participants will be anonymized, summarized and included in a report.  Non-anonymised data (e.g. audio recordings, consent forms) will be stored securely and separately from anonymised transcripts. Audio recordings will be deleted immediately after transcription checking. Where possible, every effort will be made to ensure individual participants cannot be identified from the report.

The information you provide as part of the study is the research study data.  Any research study data from which you can be identified (e.g. from identifiers such as your name, date of birth, audio recording etc, is known as personal data.  Personal data do not include data that cannot be linked to an individual (e.g. data collected anonymously or where identifiers have been removed).

Personal data collected from you will be recorded using a linked code – the link from the code to your identity will be stored securely and separately from the coded data.

During the study, personal data will be stored on a personal laptop within the researcher’s personal university OneDrive, that is security protected by institutional login credentials. On completion of the study, personal data will be stored confidentially and securely for 6 years by the project supervisor and disposed of securely in line with the Data Protection Act (2018).  To safeguard your anonymity, we will use the minimum personally identifiable information possible.

Please note that anonymity may not be guaranteed; for example, due to the limited size of the participant sample, participants might be indirectly identifiable in transcripts and reports.  The researcher will work with the participant in an attempt to minimize and manage the potential for indirect identification of participants.

Quotations from the transcriptions will be used within the report. These will be anonymized and edited to remove other potentially identifying information, if necessary. 

With your consent, your data may be used in future related research projects and/or to contact you regarding participation in future related research.  Your consent regarding these specific items is outlined in this study’s consent form.
I do, however, have to work within the confines of current legislation over such matters as privacy and confidentiality, data protection and human rights and so offers of confidentiality or anonymity may sometimes be overridden by law. For example, in circumstances whereby I am concerned over any actual or potential harm to yourself or others I must pass this information to the relevant authorities

What will happen to the results of the research project?
I intend to complete a dissertation to satisfy the requirements of the degree programme. The results may also be disseminated and provided to you (clinicians) or a conference. 

Who is funding and organising the research?
This research is being organized by an undergraduate as part of her programme of study. There is no external funding for this study.  


What if there is a problem?
If you have a concern about any aspect of this study, you may wish to speak to the researcher who will do their best to answer your questions.  You should contact Jess Batten on x9x76@students.keele.ac.uk. Alternatively, if you do not wish to contact the researcher you may contact the researcher’s supervisor Kim Lund on k.lund@keele.ac.uk. 

If you remain unhappy about the research and/or wish to raise a complaint about any aspect of the way that you have been approached or treated during the course of the study please write to the Research Governance Officer who is the University’s contact for complaints regarding research at the following address:

Research Governance Officer
Directorate of Engagement and Partnerships
IC2 Building 
Keele University 
ST5 5BG
E-mail: research.governance@keele.ac.uk
Tel: 01782 733371

Data Protection Notice
The data controller for this study will be Keele University.  This means that we are responsible for looking after your information and using it properly.  The University will process your personal data for the purpose of the study outlined above.  Research is a task that we perform as part of the educational programmes and/or in the public interest.

If you are concerned about how your personal data is being processed, please contact Keele University in the first instance at: research.governance@keele.ac.uk  If you remain unsatisfied, you may wish to contact the Information Commissioner’s Office (ICO).  Contact details, and details of data subject rights, are available on the ICO website at: https://ico.org.uk/for-organisations/data-protection-reform/overview-of-the-gdpr/individuals-rights/ 

Contact for further information
x9x76@students.keele.ac.uk 
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