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Who is responsible for your data?
The data controller for this trial is the Sponsoring organisation, University of Oxford.
Personal data we collect about you

Staff within the NHS, will collect information from you and your medical records for
this research. The Central Coordinating Office based in the Nuffield Department of
Population Health, University of Oxford will use your name, address, NHS number
(or CHI number in Scotland) and contact details to contact you about the research
study, and make sure that relevant information about the study is recorded for your
care, and to oversee the quality of the study. In addition to this, we will seek
information from Health Registries or NHS bodies such as NHS Digital about your
long-term health status. To do this, we will provide your details to the Health Registry
or NHS bodies to conduct the ‘data linkage’ but this will be done in a secure and
confidential manner. The information received from the Health Registry or NHS
bodies will be imported into a database held securely by the University of Oxford and
used solely for academic research purposes.

Depending on the intervention allocated as part of the trial, identifiable personal data
may also need to be shared with other NHS organisations, such as NHS Blood &
Transplant, to ensure the appropriate type of treatment is provided. This will also be
done using secure means. NHS Blood & Transplant have a privacy notice available
at https://www.nhsbt.nhs.uk/privacy/.

Individuals from the Sponsoring Organisation and regulatory organisations may look
at your medical and research records to check the accuracy of the research data.
The only people at the Sponsor who will have access to information that identifies
you will be people involved in the processes of contacting you, carrying out the study
follow-up, sending you a copy of the results or auditing the data collection process.
The people who analyse the information will not be able to identify you and will not
be able to find out your name, address, NHS number or your contact details.

How we use your personal data

As a publicly funded organisation, we have to ensure that it is in the public interest
when we use personally identifiable information from people who have agreed to
take part in research. This provides the legal basis for our use of your data; GDPR
Article 6(1)(e). This means that when you agree to take part in a research study, we
will use your data in the ways needed to conduct and analyse the research study.
Health and care research should serve the public interest, which means that we
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have to demonstrate that our research serves the interests of society as a whole. To
ensure we carry out the research to the highest standards we comply with the
Clinical Trials Directive 2001/20/EC and the UK Policy Framework for Health and
Social Care Research.

How long we keep your data

The Sponsor will keep identifiable information about you for up to one year after the
study has finished, unless you are under 18 in which case we have to keep it until
you are 21 because of the statute of limitations. Your personal data will be retained
for at least 25 years after the end of the study, in line with relevant legislation. Since
the study will continue long-term follow up for 10 years after the initial treatment
phase to assess the long-term effects of the treatments being tested, your data will
be stored until at least 2055.

How we protect your data

We protect your personal data against unauthorised access, unlawful use, accidental
loss, corruption or destruction.

We use technical measures such as encryption and password protection to protect
your data and the systems they are held in. We also use operational measures to
protect the data, for example by limiting the number of people who have access to
the databases in which your data is held and using unique reference numbers to
identify participants rather than names wherever possible.

We keep these security measures under review and refer to University Security
Policies to keep up to date with current good practice.

Sharing your data

Your personal data which are collected and managed by the Sponsor will be used
only to allow us to carry out the follow-up of this trial, including linkage with Health
Registries or NHS bodies such as NHS Digital. Data from which you cannot be
identified may be shared with other research groups who are doing similar research.
This ‘de-identified’ information will not identify you and will not be combined with
other information in a way that could identify you. The information will only be used
for the purpose of health and care research, and cannot be used to contact you or to
affect your care. It will not be used to make decisions about future services available
to you, such as insurance.

Your rights

Under the General Data Protection Regulation (GDPR), which came into effect on 25
May 2018, you have the following rights in relation to the information that we hold
about you (your ‘personal data’):
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= The right to request access to your data (commonly known as a "subject access
request"). This enables you to receive a copy of your data and to check that we are lawfully
processing it.

= The right to request correction of your data. This enables you to ask us to correct any
incomplete or inaccurate information we hold about you.

= The right to request erasure of your data. This enables you to ask us to delete or remove
your data in certain circumstances for example, if you consider that there is no good reason
for us continuing to process it. You also have the right to ask us to delete or remove your data
where you have exercised your right to object to processing (see below).

= The right to object to the processing of your data, where we are processing it to meet our
public tasks or legitimate interests (or the legitimate interests of a third party) and there is
something about your particular situation which makes you want to object to processing on
this ground. You also have the right to object where we are processing your data for direct
marketing purposes.

= The right to request that the processing of your data is restricted.This enables you to
ask us to suspend the processing of your data, for example, if you want us to establish its
accuracy or the reason for processing it.

Request the transfer of your data to another party

Your rights to access, change or move your information are limited, as we need to
manage your information in specific ways in order for the research to be reliable and
accurate. If you withdraw from the study, we will keep the information about you that
we have already obtained. To safeguard your rights,we will use the minimum
personally-identifiable information possible. For further information, see:
https://compliance.admin.ox.ac.uk/individual-rights

Complaints

If you wish to raise a complaint on how we have handled your personal data, you
can contact our Data Protection Officer, data.protection@admin.ox.ac.uk, who will
investigate the matter. If you are not satisfied with our response or believe we are
processing your personal data in a way that is not lawful you can complain to the
Information Commissioner’s Office (ICO) by visiting https://ico.org.uk/make-a-
complaint/ or by calling their helpline on 0303 123 1113.

Contact us

If you would like to contact us directly for more information about how we process
and protect data collected for research, please email: recoverytrial@ndph.ox.ac.uk
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