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The CVI Project Education Linkage Study: Using Department for Education (DfE) data to tell us whether the CVI intervention improves children’s attendance and performance at school.

The CVI Feasibility study and data linkage
Hello – we are researchers at the University of Bristol (study lead is Dr Cathy Williams, Professor of Paediatric Ophthalmology at the University of Bristol) and we are trying to find ways to improve support in schools for children with brain-related vision problems, also known as CVI (cerebral visual impairment). 
 Many of you will already know about our study if your child/ren were in Years 4-6 last year and if they have been taking part and filling in questionnaires and/or if you have returned a parent questionnaire. We have now finished the school-based part of the study and we want to tell you about the final stage which involves linking the information we have collected with official records relating to the children – this is called data linkage. 

Using official records in the CVI project
The CVI intervention is designed to help teachers support children with vision problems, by making their schoolwork easier to see. This is expected to reduce the children’s worry and stress and so improve their health and wellbeing.  
Therefore, we would like to apply to use the national education data that is collected by the government for all children, to give us anonymised information about children’s health-related absences and academic progress at the study schools as an indicator of whether the CVI intervention had any measurable effects on these. We call this way of collecting information data linkage.
Although we have already sent out questionnaires to parents, for many people there were reasons why these were not filled in. There are also details that are hard for people to remember, like the number of days off school a child had in a particular year. Using data linkage allows us to obtain this information on all the children in the study schools and therefore understand whether the CVI intervention affected children’s attendance or progress in the schools where it was offered. This will be particularly helpful as the pandemic disrupted some parts of the study data collection. 

What data do we want to collect?
Systems are already in place in the Department for Education that collect data about school attendance and attainment. Relevant information for all the children in the study will be sent to us but only after the names and addresses of the individual children have been removed.
The exact DfE data we will collect for all study children (and as summaries for the participating schools) are:

Attendance at school (and reasons for absence)
Exclusions from School
Extra help at school (and reasons for that help) 
Attainment and progress at Key Stage 2 (end of Y6)

We will ask for this information for the period from autumn 2014 when the oldest study children started in Y1, until the end of the summer term 2021, then we will ask for an update in summer 2023 when the youngest study children have left Primary school. We will NOT collect any information about adults, or children’s contacts with social care or with the police.
We will NOT share our information with any other organisation except the Department of Education, so that they can link their records together with ours and give us the information we have asked for. Only the study team will have access to the information once we get it.
Who has access to this information?
The General Data Protection Regulation (GDPR) in 2018 describes the different roles of people who can be in contact with data collected about the population and held by the Government. More information about this in relation to this study is given in the Appendix at the end of this information sheet.

What will we do with this information?
We will analyse the data to see if offering the CVI intervention pack to schools made any difference to the attendance or progress at school for the children taking part in the study.
If we find the intervention was helpful and led to fewer health-related absences from school and/or better academic progress, for children in the schools who were offered the intervention, we can make it widely available to benefit all children with vision problems including CVI.
Details of how we will keep this information safely are included in the University of Bristol Privacy Notice which can be found at this link (http://www.bristol.ac.uk/secretary/data-protection/policy/research-participant-fair-processing-notice/). Any enquiries about the study can also be addressed to the University of Bristol Data Protection Office (data-protection@bristol.ac.uk).

What do I need to do?
If you are happy for us to use your child(ren)’s records in this way, then you do not need to do anything: 
· We will do all the work to set it up and there are no forms to fill in 
· No one will contact you about this 
· You can change your mind at any point up until we have requested the information (we cannot identify individuals after we have asked for the study data to be linked to the official records.
If you do not want us to use your child(ren)’s records in this way: 
You must tell us – return the attached form to us by post, or as a picture attached to an email, or ring this number (0117 42 83075), or email us directly on the cvi-project@bristol.ac.uk. We will then make sure your records are not used in this way.

Keeping in touch
You are welcome to contact us through our website, by phone or email. We will post progress reports, results and updates from our study on the website. Results from the study will also be submitted for publication in peer-reviewed journals and accepted papers will be posted on our website.
Thank you for reading this information.
Cathy Williams (Study Principal Investigator)Professor of Paediatric Ophthalmology
The CVI Project, Centre for Academic Child Health
Bristol Medical School (PHS), 1-5 Whiteladies Road, Bristol, BS8 1NU
Twitter: @thecviproject
Project email: cvi-project@bristol.ac.uk
Website: www.thecviproject.co.uk
APPENDIX 
The Data owners are the people who own the data - in this case they are the Department of education (DfE) who own the School and Pupil data. The Data controllers are the people who make decisions about the data - in this case again they are the DfE, as they have made decisions about letting us have the data. The Data processors are the University of Bristol research team as we are processing the data according to the instructions of the Data controllers.


Form to remove your child form the CVI Linkage study
REMOVING MY CHILD FROM THE CVI PROJECT EDUCATION LINKAGE STUDY
ONLY fill out this form if you DO NOT WANT your child to be included in the study of anonymised children’s educational records. 
If your child is still in Primary school and was part of the CVI study - use this section
I  am__________________________ (your name), _________________ (relationship to child) of _________________________ (child’s name), in class _____ in year ____  in school _________________ 
I do not wish for any of my child’s information held by the Department of Education to be used by the researchers at the University of Bristol for the CVI Education Linkage Project. 
Signed ___________________________Date _____/______/______

If your child has just moved school and was part of the CVI study last year-  use this section
I am __________________________ (your name), _________________ (relationship to child) of _________________________ (child’s name), who was last year  in class _____ in year __  in school _________________ 
I do not wish for any of my child’s information held by the Department of Education to be used by the researchers at the University of Bristol for the CVI Education Linkage Project. 
Signed ___________________________Date _____/______/______

PLEASE SEND THIS INFORMATION TO US BY 28/03/2022 as described above if you want to remove your child from the study as after that we will apply to link the data anonymously and we will not be able to identify and remove individual children after that. Ways to get in touch are shown overleaf.


You can send us the information to withdraw your child:
by post to:
 Professor Cathy Williams, Centre for Academic Child Health, 1-5 Whiteladies Road, Clifton, Bristol BS8 INU
or
by email to:
cvi-project@bristol.ac.uk
or
by telephone to:
CACH administrative team on 0117 42 83073 (say the message is for Prof Cathy Williams)





