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Patient Information Sheet – Patient Interview





Summary 
· Sometimes we have symptoms – such as feeling tired or losing weight – that could have lots of different causes. 
· The doctor or nurse may advise you to keep an eye on such symptoms for a certain amount of time and come back if they haven’t gone away or if they’ve got worse.  This is called ‘safety-netting’. 
· Your surgery is using a tool called the Shared Safety Net Action Plan (SSNAP) to encourage patient involvement in safety-netting. 
· The surgery is taking part in research led by Bradford Teaching Hospitals NHS Foundation Trust about safety-netting patients with these sorts of symptoms and the SSNAP tool. 
· You’ve been given this information sheet because you or someone you care for may have had these symptoms recently. You’ve already helped by completing a questionnaire about your experiences, and you kindly said you’re interested to learn more about taking part in an interview.  


What’s involved?
Background and purpose of the research 
[bookmark: _Hlk195082164][image: ]Safety-netting – in which patients are actively involved in monitoring their symptoms - can help doctors and nurses find out as quickly as possible what’s causing patients’ symptoms. It can be especially useful for symptoms where the cause is not clear at first, which are sometimes called ‘non-specific symptoms’. But current ways of helping patients with these symptoms may not work well for patients and their families or carers. For example, they might forget or misunderstand what symptoms they’re supposed to be monitoring.
The Shared Safety Net Action Plan (SSNAP) has been designed with general practice staff, patients and members of the public to support active monitoring of symptoms (see https://yqsr.org/supporting-impact-tools-and-resources/). SSNAP produces a summary of the safety-netting discussion, which can be printed or sent electronically to patients. It also provides ways for surgeries to follow up with or contact patients. 
[bookmark: _Hlk208835295]This research study is assessing how SSNAP is working. It involves adult patients with non-specific symptoms and adult family members or informal carers who are with them when they see a doctor or nurse about those symptoms, as well as surgery staff. Findings will be used to decide whether to run an even bigger study across England, which would in turn show whether it’s a good idea to offer SSNAP nationally. 
What does it involve? 
You’re invited to talk to a member of the research team about your or your family member’s experience of seeing a doctor or nurse from your surgery about non-specific symptoms. The interview will take place on the telephone or online on Teams or Zoom (whichever you prefer) so you won’t have to travel. It should last for about an hour, but can take more or less time depending on what you prefer.  
At the beginning of the interview you will be asked some consent questions online or the researcher can record your consent. This is your agreement to take part. The researcher will make notes of the interview and it’ll be recorded to help us remember what was said. We may get the recordings written up or transcribed by a secure service to support this. Your name would not be given to this service. 
It’s up to you whether to take part in the interview. It’s ok if you decide not to and it won’t affect your care in any way. It’s also ok not to answer any questions you do not want to or to pause or stop the interview at any time.  
The information you provide in the interview is confidential, so no-one in your surgery will know about it.  Notes will not have your name on them, instead we will refer to you by an anonymous code, so that you can’t be named or identified.  
What are the possible benefits of taking part? 
Telling us your views could help the NHS and help make sure other patients with non-specific symptoms are offered the right care at the right time. If you complete an interview you’ll also be offered an optional £20 shopping voucher as a thank you. 
You’re welcome to be accompanied by someone else in the interview, such as a family member or carer, but we can only offer one voucher per interview, no matter how many people attend. 
It’s your responsibility to check for impacts on tax and benefits that may arise from receiving this, before deciding whether you wish to accept the voucher. There are some helpful tips here: https://www.nihr.ac.uk/documents/payment-guidance-for-members-of-the-public-considering-involvement-in-research/27372#benefits-advice-service. 
What are the possible disadvantages and risks of taking part? 
Experiencing non-specific symptoms can be worrying so it’s possible that you might feel upset when talking about this. You’re welcome to pause or stop talking at any time and not to answer any question without giving a reason.  If you need support for your symptoms, you can contact your surgery. Helplines can be useful too. Depending on what’s worrying you, some places where you can get support include:
[image: ]The Samaritans: get in touch at any time to talk about anything that’s troubling you.  Call 116 12 or email jo@samaritans.org 
Macmillan cancer support line: if you’re worried about cancer, you can call 0808 808 00 00 7 days a week, 8am – 8pm. You can also use the online chat or email at https://www.macmillan.org.uk/cancer-information-and-support/get-help/macmillan-services 
Age UK advice line: older people and their families, friends and carers can call 0800 687 1602 from 8am – 7pm for advice and support. There’s also a Silver Line helpline, which you can call 24 hours a day, 7 days a week on 0800 470 80 90. 
Processing participants’ data in line with General Data Protection Regulation (GDPR)
How will we use information about you? 
We will need to use information from you for this research project. This information will include your:
· name (when you sign the consent form);
· contact details (if you would like us to send the £20 thank you voucher to your home and/or if you would like a copy of the study’s findings when they are available); 
· whether you are a patient or a family member/carer.
People will use this information to do the research or to check your records to make sure that the research is being done properly.
People who do not need to know who you are will not be able to see your name or contact details. Your data will have a code number instead. We will keep all information about you safe and secure by:
· Securely storing information collected at Bradford Teaching Hospitals NHS Foundation Trust, where it will remain confidential; 
· [bookmark: _Hlk208836571]Interviews will be recorded using encrypted recording devices or the recording function in Teams/Zoom. As soon as possible after the interviews, researchers will download the recordings to a restricted access folder and delete them from the recording device or Teams/Zoom. Where recordings are sent to a transcription service, we will use a service that has secure arrangements for the transfer of recordings and transcriptions. If you withdraw from the study, just let a member of the research team listed below know and we will delete your recording from the restricted access folder until the point when we start analysing the information, after which time it will not be possible to remove it. 
· Researchers will remove all potentially identifiable information from transcripts or notes (such as people’s or place names). You will only be referred to by your code number and we will not identify the surgery. 
· We may include direct quotations from you from your interview but you will not be identified in these. 
· We aim to publish our findings in academic journals and present at conferences. You will not be identified in any report/publication and neither will the surgery. 
Your personal data will not be stored or shared outside the UK.
How will we use information about you after the study ends?
Once we have finished the study, we will keep some of the data so we can check the results. We will write our reports in a way that no-one can work out that you took part in the study.
[bookmark: _Hlk208834236]We will keep your study data for a maximum of 5 years. The study data will then be fully anonymised and securely archived or destroyed.
What are your choices about how your information is used?
· You can stop being part of the study at any time, without giving a reason, but we will keep information about you that we already have.
· You have the right to ask us to access, remove, change or delete data we hold about you for the purposes of the study. You can also object to our processing of your data. We might not always be able to do this if it means we cannot use your data to do the research. If so, we will tell you why we cannot do this.
Where can you find out more about how your information is used?
You can find out more about how we use your information:
· www.hra.nhs.uk/patientdataandresearch 
· by asking one of the research team;
· by sending an email to [ADD RESEARCH FELLOW EMAIL ADDRESS]; or
· by ringing us on [ADD RESEARCH FELLOW TELEPHONE NUMBER].
Further supporting information 
What if something goes wrong?
We do not think that being part of this research will have any risks for you but if you have any concerns, contact a member of research team listed at the end of this information sheet. Alternatively, if you want to talk to someone who’s not directly involved in the study, you can contact the Patient Advice and Liaison Service or PALS at Bradford Teaching Hospitals NHS Foundation Trust, the sponsor for the study, on 01274 364810 (Monday to Friday 9am – 4pm) or email: Patient.experience@bthft.nhs.uk. You can also contact the Trust Data Protection Officer (DPO) on dataprotectionofficer@bthft.nhs.uk or the Information Governance team on Information.Governance@bthft.nhs.uk  
[image: ]What will happen if I don't want to carry on with the study?
You do not have to take part in an interview and your care will not be affected by your decision in any way. If you change your mind after being interviewed and would prefer your information to be deleted, just let a member of the research team listed below know and we’ll do that until the point when we start analysing the information, after which time it will not be possible to remove it. You won’t have to give a reason unless you want to. 
Who is organising and funding this study?
This study is funded by the National Institute for Health and Social Care Research’s Research for Patient Benefit (RfPB) programme (ref. NIHR208819) and is being led by Bradford Teaching Hospitals NHS Foundation Trust, which is the sponsor for the study.  
How have patients and the public been involved in this study?
Patients and members of the public were involving in designing and testing SSNAP. During the study, a patient and public group meets regularly to advise on aspects ranging from making sense of information collected, to making sure people hear about the findings. 
Who has reviewed this study?
This study has been reviewed by ADD REC DETAILS, REFERENCE AND DATE OF APPROVAL. The research design was also subject to NIHR review as part of the funding process.
Further information and contact details
If you have any questions or concerns you can speak directly with a study team member or contact: 
Lynn McVey (Chief Investigator) Lynn.McVey@bthft.nhs.uk 
ADD RESEARCH FELLOW DETAILS WHEN AVAILABLE
Thank you for reading this information sheet.
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