YOUR DATA AND PRIVACY

This part of the information sheet
explains how we will use and
protect your personal

information during the study.

HOW WILL WE USE INFORMATION ABOUT YOU?

UHCW NHS Trust is sponsoring the study. It is being managed by Warwick
Clinical Trials Unit at the University of Warwick. If you agree to take part,
both organisations will use your information, including details from your
GP and NHS records, to carry out the study. They willwork together to keep

your information safe and use it properly.

People from the University of Warwick, UHCW NHS Trust, regulatory
organisations may look at your medical and study records to make sure
the information we collect is correct. Your information will be linked to a

study number, not your name.

We will keep everything safe and private. When we write reports, we will

make sure no one can tell you were part of the study.



When you show interest in the study, we will collect your contact details as
part of the screening form. These details will be stored safely and removed
when they are no longer needed. If you are not eligible or decide not to take

part, we will remove your contact details once this is confirmed.

The people at the UoW and UHCW NHS Trust who will have access to

information that identifies you, will be:

e Exercise specialists leading the online groups.

® ReSTORe team members who follow up on your progress or

check questionnaire progress.

e ReSTORe team members who manage the database where
your information will be stored, or people who audit the

data collection process.




The team that analyses study information will not be able to identify you

and will not have access to your name or contact details.

The University of Warwick will keep your name and address until the final
study reportis published. They will keep anonymous data for 5 years.

UHCW NHS Trust will keep your personal details for 10 years.

If you agree to take part, we may share your name, phone number, and
email address with trusted partners to help run the study. This will only

happen with your permission.

Any personal information shared with others will be safely deleted when it

is no longer needed. We may use your anonymous data for future



research. This will only happen if approved by a Research Ethics

Committee when needed.

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. We need to manage your records in

specific ways for the research to be

reliable. This means that we won’t be able

to let you see or change the data we hold

about you.

HOW WILL YOU KEEP MY DATA SAFE?

We will only collect the personal information we need. Everything we
collect will be kept private and only seen by authorised staff. We will only

break confidentiality in an emergency.

If your health or someone else’s health is at risk, we may contact you,

emergency services, or other healthcare staff.

If you are part of the 10-week online exercise and support programme,



ReSTORe specialists will keep paper records of your contact and health

details. These will be stored safely and will not be shared.

You can read the privacy statements on the University of Warwick and

University Hospitals Coventry & Warwickshire websites.

Unviersity of Warwick:

https://warwick.ac.uk/services/legalandcomplianceservices/dataprote

ction/otherprivacynotices/research/

UHCW NHS Trust:

https://www.uhcw.nhs.uk/privacy

You can also find out more about how we use your information here:

http://www.hra.nhs.uk/patientdataandresearch

NEXT OF KIN INFORMATION

If you agree to take part, we will ask for contact details for your next

of kin. This is in case of an emergency or if we cannot reach you.

Please show them this information sheet so they understand the
study and how their details will be used. Their information will be

kept private, safe, and only seen by authorised staff.

Before sharing their details, please check that they are happy for us

to contact them if needed.


https://warwick.ac.uk/services/legalandcomplianceservices/dataprotection/otherprivacynotices/research/
https://warwick.ac.uk/services/legalandcomplianceservices/dataprotection/otherprivacynotices/research/
https://www.uhcw.nhs.uk/privacy
http://www.hra.nhs.uk/patientdataandresearch

INVOLVEMENT OF YOUR GENERAL PRACTITIONER (GP)

If you agree to take part and with your permission, your GP will be

notified that you are taking part in this study.




OTHER HELPFUL INFORMATION

WHAT WILL HAPPEN TO THE RESULTS OF THE STUDY?

At the end of the study, we will publish the results in medical journals and

at conferences. You will not be named or identified in any reports.

Once all participants have finished the study and the results have been

analysed, we will also share a summary on our website.

WHO HAS REVIEWED THE STUDY?

All NHS research is checked by an independent group called a
Research Ethics Committee. This study was reviewed and

approved by the Derby Research Ethics Committee.

People who have had a stroke also helped designh and set up this

study, to make sure it is suitable and helpful for stroke survivors.



IF YOU HAVE CONCERNS OR WANT TO MAKE A
COMPLAINT

If you have any concerns during the study, please speak to the

research team. They will do their best to answer your questions.

If you are stillunhappy and want to make a complaint, you can use
the NHS Complaints Procedure. You can find a guide here:

https://www.nhs.uk/contact-us/how-to-complain-to-the-nhs/

You can also contact:

Complaints Manager

University Hospitals of Coventry & Warwickshire NHS Trust
Clifford Bridge Road

CV2 2DX

Email address: complaints@uhcw.nhs.uk

Telephone no: 02476 965 198

UHCW NHS Trust (sponsor) and provides cover in case something
goes wrong. It is very unlikely, but if you are harmed by taking part,

compensation may be available.

If you think the harm was caused by someone’s mistake, you may
be able to take legal action. You might need to pay for legal advice,

so please seek advice.


https://www.nhs.uk/contact-us/how-to-complain-to-the-nhs/
mailto:complaints@uhcw.nhs.uk

For independent advice, you can contact the Patient Advice and

Liaison Service (PALS):
® Free phone: 0800 028 4203

e Email: feedback@uhcw.nhs.uk

If you lose the ability to give consent during the study, you will be
withdrawn. We will keep the information already collected, but
no new data will be collected, and no further study activities will

take place.




