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My patient data journey
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Started PhD at
Stirling University

Already had access to
hospital data linked to
some social care data

2015/16
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Continued PhD,
Stirling University

Applied for updated and
longitudinal linked
health and social care
data

2018/19
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Research Fellow,
University of Edinburgh

Bowel Cancer
Intelligence UK. Health
data for patients
diagnosed with bowel
cancer

2020/21
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2014/15

Research Assistant,
Stirling University

Healthy Ageing in
Scotland (HAGIS)
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Completion of PhD

Access to linked data
April 2018. PhD
completed December
20218 using social care
data and other publically
available data.
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2019/20

Continue as Research
Fellow

Access to some of that
data in July 2020.
Further updates in early
2021. Still waiting for
some data to be added.
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Accessing patient data in Scotland

 All applications for NHS Scotland health data go
through the Public Benefit and Privacy Panel for Health
and Social Care (PBPP)

* Their role is “to ensure that applicants have thought
through the public benefit and privacy implications of
the proposal”

* Researchers approach the Electronic Data Research and
Innovation Service (eDRIS) with their proposal and they
are assigned a Research Coordinator

e Cost determined by the size of the study (£6,000-
£22,000)




The challenges

* Timing
* Pre-PBPP submission
* Post-PBPP approval
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http://www.ecrusad.co.uk/

Including the patient voice in my
research

International Journal of Population Data Science (2021) 6:1:10
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Journal Website: www.ijpds.org Prifysgol Abertawe

Creation of the first national linked colorectal cancer dataset in Scotland:
prospects for future research and a reflection on lessons learne

Catherine R Hanna', Elizabeth Lemmon?, Holly Ennis*®, Robert J Jones!, Joy Hay*, Roger Halliday®, Steve Clark®, Eva Morris’,
and Peter Hall®

2017. Project number:SG000-000850. This work uses
data provided by social care service users and collected
by the Scottish Government as part of their care and
support.
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People Make Data Blog Series

g series is a series of blog posts that are focussed on the use of people’s data in research. We hear from
imoting the safe use of patient data for research, we also talk to the people behind the data to find out
Jata should be used.




Next steps

* Promoting the inclusion of the patient/public voice
among early career researchers in Scotland

* Especially among social researchers

* Information for researchers




