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I'm now going to show you an example of what the data journey looks like from its 
original collection to it's use in research. This is a hypothetical example, but the journey 
reflects that taken for real life projects.
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1. Public services are used

• A child living with diabetes goes to an NHS hospital for an annual care check, where 
the doctor asks questions and records information about how they are feeling, such 
as how tired they are and how their appetite is. They also make a record of what 
medication they are receiving, and measure the child’s weight, blood sugar levels and 
blood pressure, amongst other things.

• After the appointment, the child goes to school, where it’s test day.
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2. Records are made 

• Following the hospital appointment, the doctor makes a record in the hospital’s 
computer system, recording all of the details they collected about the patient’s 
symptoms, their blood measurements and any medication they are taking. These 
notes are attached to the patient’s personal health record, which includes personal 
details such as their name and address. The record is important for monitoring the 
patient’s personal care.

• At school, the teacher makes a record of the child’s test result in the school system. 
The result is attached to the child’s personal school record, which includes personal 
details such as name and address. The record is important for monitoring the child’s 
personal educational attainment.
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3. Records are transferred

• The place where the records are then transferred differs for each UK nation, though 
the overarching process I will present here is similar for each. For the purpose of this 
example, we will use Wales.

• The child’s hospital appointment record then gets transferred from the hospital 
database to NHS Digital (the body responsible for keeping healthcare data safe and 
using it to improve understanding of health problems), where it is stored in the 
National Diabetes Audit. The audit was developed to help improve the quality of 
diabetes care in England and Wales, so the transfer of data is important for this 
purpose.

• The child’s school record gets transferred to the Welsh Government, which it collects 
as an important part of monitoring and improving school performance.
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4. A research team wants to access 
the records

• After going through a competitive funding application and successfully receiving 
funding from the Economic & Social Research Council to undertake a project 
exploring the relationship between diabetes and education in Wales, a team of 
academic researchers now needs to apply to access the data needed for the project.

• For their project, they need to link together the National Diabetes Audit, collected by 
NHS Digital, and Welsh education data collected by Welsh Government.

• This part of the process begins with an initial discussion with the data custodians (the 
people responsible for keeping the data safe and secure) about the details of the 
project, and involves working out how the data can be accessed and linked within the 
appropriate legal and ethical framework.
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5. Applications are made to access the data

• The group of researchers therefore makes an application to NHS Digital to access the 
National Diabetes Audit.

• At the same time, they make an application to the SAIL Databank, which is the 
trusted research environment (TRE) where a copy of Welsh education data is kept for 
research.

• In their applications, they must explain the work they want to do – including linking 
the diabetes and education data together – and why this is important for improving 
the lives of children living with diabetes.
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6. The applications are assessed

• NHS Digital and the SAIL Databank then assess the applications they receive, to see 
whether they match the criteria for accessing the data requested.

• The applications are also assessed by independent ethics committees at the same 
time, to ensure the project is in the public interest.
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7. Researchers undertake training to access the TRE

• At the same time as applying to access the two different data sources, the 
researchers must apply to become ‘approved researchers’ to use the SAIL Databank 
trusted research environment (TRE), where the researchers will be able to access the 
data in a de-identified form.

• To become ‘approved researchers’, all members of the research team that want to 
see and analyse the data must undertake training and complete a test. They are also 
assessed on their academic qualifications and research abilities, and must be part of 
a recognised academic institution, such as a university.
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8. Applications are approved and
training is complete

• The research team have been approved by both NHS Digital and SAIL Databank, who 
have assessed the project as being in the public interest and having a lawful basis for 
accessing the data requested in a de-identified form.

• Meanwhile, all researchers involved on the project have successfully completed their 
SAIL Databank training, and passed the test to access the trusted research 
environment (TRE).

9



9. The data is transferred to the TRE

• Welsh education data is already kept in the SAIL Databank trusted research 
environment (TRE) in a de-identified form.

• However, the National Diabetes Audit is held by NHS Digital, so must now be 
transferred to the SAIL Databank for the researchers to access it and link to the 
education data.

• Before it is transferred, any identifying information – including names and addresses 
– is removed so that the research team cannot find out the identity of the people the 
data is about.
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10. Data is accessed 

• Now that all the data requested is in the research team’s digital ‘work space’ in the 
trusted research environment, and they are approved to access it, they can access 
the data to start linking it together and analysing it.

• The data they have access to includes the information about patient symptoms, 
medication, blood sugar levels and so on, and their school test results. This allows 
them to explore the relationships between these different factors in children’s lives.

• The data the researchers access is de-identified – it does not contain any personal 
information such as names, addresses or identifying numbers.

• They access the data either in a secure, monitored room in the trusted research 
environment’s own buildings, or via a secure connection to the trusted research 
environment.

• The length of the process – from the initial data access request to being able to 
access and analyse the data – can differ greatly, but can range from a few months to 
several years depending on the specifics of the project and the data requested.

11



11. Research outputs are checked

• When the researchers have finished analysing the data, before their findings can 
leave the trusted research environment, staff at the SAIL Databank must first check 
the findings to make sure they maintain the confidentiality of the people the data is 
about, and that it is not possible to identify anybody from the data.

• If it is possible to identify any individuals, this data is removed before the researcher 
is allowed to take the findings out of the trusted research environment (TRE).
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12. Findings are published

When staff at the SAIL Databank are happy that the research findings maintain the 
confidentiality of the people the data is about, they are released, and the researchers 
can publish their findings – for example in academic journals, magazines and in the 
media – for other researchers, charities, policymakers and the public to learn about.
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