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Agenda item 1

Approve Minutes from 6" October CPG meeting. Proposed by Tilly Robinson-Miles
and seconded by Alan Eagleson.

Agenda item 2
Approved new members:

Robert Gordon University

Breastfeeding Network

Cyrenians

Blood cancer UK

Carers Scotland

Agenda item 3


https://www.rgu.ac.uk/study/academic-schools/school-of-health-sciences
https://www.breastfeedingnetwork.org.uk/
https://cyrenians.scot/
https://bloodcancer.org.uk/
https://www.carersuk.org/scotland/

Discussion topic- Data and Health inequalities

Presentations from:
e Rosie Seaman, Data Sourcing Manager and Layla Robinson Partnership
and Strategy Director at Research Data Scotland.
o Kate O’Sullivan, Operational Lead, Grampian Data Safe Haven (DaSH)

Research Data Scotland (RDS) is a not-for-profit charitable organisation established
in 2021 and presented alongside Grampian Data Safe Haven (DaSH), sharing work
from the West of Scotland regional Safe Haven.

RDS aims to advance health and social wellbeing in Scotland by simplifying and
scaling access to public sector data for research that will deliver public good. Work
that can improve society by filling gaps of knowledge — generating evidence allowing
policymakers and others to build a picture through analysis. RDS presented on two
examples of data being used for public good in the regional safe havens. These are
cross-sector data linkages projects that provided contemporary evidence for policy to
reduce health inequalities in two regions of Scotland. An example from the West of
Scotland provided evidence of co-occurring homelessness, justice involvement,
opioid dependence, and psychosis. An example from Grampian provided evidence
for inequalities in children's mental health care.

Both projects were completed in the two regional safe havens. Safe havens are
Trusted Research Environments (TRES). In practice, these are highly controlled,
powerful computing environments. TREs are independently governed and
independently accredited. Data used by researchers in Scotland’s safe havens can
be considered functionally anonymised and have been fully approved for research
purposes only. In regional safe havens, pseudonymisation takes place, which is
critical to be able to maintain patient confidentiality whilst also ensuring
reproducibility of research findings. Only fully trained and accredited researchers can
access the safe havens and all outputs are formally checked before they can be
released.

Linking data, that is routinely collected, from across different organisations provides
the opportunity to understand the predominance of overlapping experiences. This
linkage demonstrated the type of ‘real-world’ evidence needed to inform policy
making across multiple sectors to improve population health and reduce health
inequalities, an endeavour often referred to as healthy public policy.

This type of data linkage offers entirely new possibilities for evaluating the health
impacts of social policies (such as welfare reform or homelessness prevention),
through natural experiment designs and policy decision modelling.

More information on the case studies can be found via the Powerpoint presentation.

Agreeing the Data Sharing / Governance of both projects was the most challenging
part. The bureaucratic burden is demanding for all organisations involved, at every
step of the way the process is resource intensive. Both projects were delivered under
the traditional “create and destroy model” for cross-sector data linkage. This means if
you need these projects up-dated with the most contemporary data you need to start
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https://www.researchdata.scot/

again with the multiple application forms and multiple years of waiting. The create
and destroy model is inefficient for everyone and outdated for the scale and quality
of research policy needs to deliver contemporary change for public good.

Researchers across the regional safe havens have demonstrated time and time
again the feasibility of cross-sector linkage and the ultimate policy impact. Now we
need to be using data in Scotland at pace and at scale to deliver public benefit
across the country, not just project by project, region by region, application after
application. The true public good of data can only be realised by changing to a
“research ready and re-use model”.

RDS is leading that change.

They advocate for the policy changes that will enable Scotland to realise the full
potential of cross-sector data linkage in safe havens across the country. They argued
that we need policy change to scale and speed up data access so, when our society
is faced with challenges, we can respond in real time - not three years later when the
information governance paperwork has been signed off for only one local authority.

RDS cannot achieve all of this alone, but said they were proud to be at the heart of
Scotland’s research data ecosystem.

Questions and discussion

Q. Brian Whittle MSP- Who owns the data?

A. Rosie Seaman - Not about ownership but understanding that the research and data
are for public benefit and looking at the scale that is needed to make the change. The
safe havens have had no data breaches - they are working at level 10 but can hopefully
be more confident and work with the data controllers to reduce to 8. There is a legal
basis for sharing data for this purpose. Working with organisations to realise the
potential of the data is key. Change the perspective of fear and worry in data breaches
to confidence - high standards needed.

Q. Brian Whittle MSP- Looking at trends in data to enhance understanding for
individuals- are we talking just about general trends?

A. Kate O’Sullivan- its two-fold to understand the general trends but that provides a
way to analyse the data to look at trends for individual patients, to understand what is
happening and be able to respond to help an individual.

A. Layla Robinson- it is mainly doing population research but we work to make it easier
to allow professional researchers to get access to this information to allow other
organisations the ability to change. Safeguarding is key.

Q. Tilly Robinson-Miles, Food Train —the data is not there for malnutrition in the
community. It’s great to use existing data sets but how do we get the data that
third sector organisations hold? However, they are not part of the data sharing
pool. How can third sector organisations get their important data used to inform
policy?

A. Rosie Seaman- RDS is there as a research service provider to take data,
anonymise the data and bring it in to the data picture. Speak to RDS to be part of their
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data sourcing strategy. There is fear at allowing data to be shared but RDS also
working to help organisations understand how they can share the confidence to do it
safely.

Q. Sheila Thomson, Community Renewal Trust - who is involved?There is a
need to get others rather than just the statutory organisations. Will those third
sector organisations who share get to see benefits?

A. Kate O’Sullivan - how do we facilitate that at national level? There is a duty of care
to ensure individuals are not identified- but it is a challenge to bring organisations
together. It is a big concern and it is a valid point as data controllers need to agree to
data sharing. Early intervention is a key benefit of data sharing but also needs to have
the funding and resourcing of the data sharing.

A. Rosie Seaman- statutory organisations have tested and tried this system- this now
allows other organisations to have confidence to be involved.

Q. Sarah Curtis, Universitiesof Edinburgh and Durham- is there scope for public
and wider debate on this? There is an ethical principle underlying all the
obstacles to this. That is something that representatives of government need
to review and public perception is key. It would be good to open the debate and
include academia in the discussions. We are making it impossible to move
quickly.

A. Rosie Seaman - third sector can use the safe haven data- it's not just academics,
services can be provided by RDS to access this.

Q. David Stewart, Fedcap- the reality is third sector can’t afford to access this.
Data only fulfils its potential if you do something with it. How can third sector
get involved more easily or access funding to allow this to happen?

A. Rosie Seaman- safe havens are the place to achieve this and they will work with
you to achieve this through linking on other data sets already there. RDS will bring
the data set into the safe haven, the research is where the cost comes in. It is no
longer enough to have just statutory services providing the data sets, the bigger picture
is more important to understand what is missing and that’'s where the third® sector
comes in.

Q. Justina Murray, Scottish Families Affected by Alcohol and Drugs - is Al a
consideration in this?
A. Rosie Seaman — short answer is yes.



Agenda item 4

No other business raised- the next meeting date will be confirmed shortly.



