
 
 
Data Forum 2 of 3 
Notes 
 
Thank you everyone who came along to the second of three data forums. 
This paper follows on from the notes of the previous, and inaugural meeting. The information contained 
within the papers from the three forums will be pulled together to form a position statement on data 
for social care. 
 
The concept of technology in care should not be unusual – as citizens, we use it in our day to day lives. 
This normalisation should d prevent unnecessary barriers to adopting technology in care. 
Care is very good at keeping the person at the heart of the decision, this needs to be taken on board by 
those working with social care to augment the experience. To do this, we need to shift the focus from 
operational measurements, to be able to measure how technology can enhance experience. 
Partnership working also goes a long way towards achieving this and towards making investment in 
technology, an investment in people’s lives. This extends to policymakers - the group were aware of the 
forthcoming Digital health and Care Strategy, but did not feel engaged in the process. Part of this may 
be down to the embedding of the team and fragmentation across policy making departments. 
 
Key theme from discussion: 
Measurable intervention needs to be meaningful. 
 
Speakers  

• Dr Tara French on ‘A vision for technology and digital in social care’. 

• Dr Susan Shenkin on ‘Developing a data & innovation platform for care homes in Scotland’ 
(including Foundation Challenge) 
https://www.medrxiv.org/content/10.1101/2020.08.17.20176503v2 

• Dr Jenni Burton on ‘Understanding Scotland’s Care Home Population – challenges and 
opportunities’ 
https://theprsb.org/wp-content/uploads/2018/02/Care-home-information-flow-consultation-
report-v1.4-3.pdf 
https://theprsb.org/standards/healthandcareintegration/ 
 

 
Discussion from presentations 
 
Scotland is data rich, but intelligence poor. There are many different data storing systems which make 
the space fragmented.  
 
The vision of the challenge - ‘digital twin’, populated form all different sources, people should only have 
to tell their story once, all different sources can feed in - make it a repository - share it back out again. 
We could start with the foundation challenge what would we need to do to make it interoperable. 
Starting with care home with individual resident. 
 
Citizen-owned data – system needs to account for capacity and consent/ POA. It could mean centralising 
large quantities of data. Fundamental principle is that it is the citizen’s data - they can choose to link it. 
Political survivability may also be a risk –this must be a national initiative. 

https://www.medrxiv.org/content/10.1101/2020.08.17.20176503v
https://theprsb.org/wp-content/uploads/2018/02/Care-home-information-flow-consultation-report-v1.4-3.pdf
https://theprsb.org/wp-content/uploads/2018/02/Care-home-information-flow-consultation-report-v1.4-3.pdf
https://theprsb.org/standards/healthandcareintegration/
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Citizen-controlled data is a more appropriate term as it offers greater certainty. Challenges - what is the 
trust framework, navigator - delegating control to someone they trust. ACP - working out similar 
protocol with data. Offer from DHI – interoperability and co-design of brokerage and trusted person. 
 
Ownership can present as a troubling word; if you are GP, health worker etc, there may be legal 
implications which would mean you may be turned off by the phrase citizen owned data. This could 
prevent cultural buy in. Citizens, data clinicians and many others have a lot of data – people and the 
system would benefit from enabling this to flow within ethical parameters. The shift to citizen controlled 
and citizen activated is clearer.  This shift could make the concept not only more understandable, but 
more appealing to DPIAs, local authorities, data controllers and others who may otherwise have 
concerns.   
 
Opportunity for authoritative data - personal truth. 
Yet, change must not be for change’s sake – anything must support defined outcomes – what difference 
will it make? 
 
In reference to conversations about core medial records with NHS – it is not the citizen who must have 
all of the data but co-management of that asset 
 
The sheer magnitude of data is a challenge. Examples given of a file of 40 inches of paper - make it 
easier for friends and family to help family member. Fragmentation and breakdown of data. Useful 
example of work with Macmillan cancer journey - person of authority - family member authority to act. 
State can still act on behalf of individual under its jurisdiction. 
 
The project should identify friction effort and cost, and what can be done to alleviate these 4 issues - 
how technology can help. 
 
There needs to be a shared understanding of what we mean when we refer to data and when we refer 
to information. There are technical and semantic issues about interoperability. Sometimes the same 
field name has a different meaning e.g. even as simple as someone’s name. The receiving system needs 
to know it is a name. Everyone has to agree what a name is.  This issue around interoperability is well 
defined, dta should adopt the following EU definition: https://joinup.ec.europa.eu/collection/nifo-
national-interoperability-framework-observatory/3-interoperability-layers  – we need to be able to 
translate between different systems. We need to be able to rely upon the trustworthiness of data.  
 
Risk - assumptions can be made from incomplete or incorrect data. For example on outlaying rates of 
admission. Underpinning data shows all sorts of anomalies. If you dig down, you realise that the people 
were living somewhere other then their own home at the point of admission, but this leads to an 
untruth which could lead to a headline that’s comparable but incorrect.  
 
To support the articulation of the challenge – separate out the experience layer as something 
independent from the data layer - different people and different stakeholders and map back against the 
processes and journeys that they go and the data that’s underlying these. 
 
Consider geographic specific collaboration. It is worth considering how Clusters - local area where local 
authority/independent sector together can collaborate and solve specific problems. Different areas have 
different levels of appetite for risk. Place-based services can work where interested parties all trying to 

https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
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support the same cohort. Getting local clusters to work together - could be easier to make it happen 
locally, rather than have a policy lever all over country. 
 
Funding for proof points – outline concept that fits in with funding streams available, although with a 
general shape to this. Specific geographical community or cluster that might want to participate – build 
a test bed. 
 
DHI able to offer demonstration - person-centred data sharing pieces, more leaning towards the NHS 
but similar themes in a Sandbox. A technical exercise for whoever has an app/ platform, and would like 
to integrate with product agnostic data store that citizen controls and how that interacts with clinical 
information systems. Opportunity to test. 
 
Actions 
 

• Develop a set of Principles for data in social care 
• Use the work of the 3 data forums to create a ‘Vision for Data in Social Care’ 
• Invite CASPA and SG Data Strategy Lead to present at next forum 
• Explore Care Home Challenge 
• Explore Brokerage – trusted person (RESPECT/ Chal. Albert King SG Data delivery?). Research 

data Scotland - Roger Halliday, Shannon  
• Groundswell - #datachangeslives – Scottish Care to create social media template 
• Definitions – direction and involvement and data/intelligence/information and 

interoperability (EU definition) https://joinup.ec.europa.eu/collection/nifo-national-
interoperability-framework-observatory/3-interoperability-layers 

• Contribute – skills assets contributions funding 
 
 
Principles for collecting and working with data in social care  
 

People should only need to tell their story once 
It is exhausting and demoralizing. We also know that people change their story the more they have to 
repeat it, often missing out the most challenging and therefore most pertinent parts the more they 
repeat themselves. It also reduces the risk of professional bias or misinterpretation.  
 

• Grounded in Human Rights and ethics 
Social Care is an intervention grounded in human rights so it follows that the way that we collect, hold 
and use data in the sector should align. 
 

• Within legal parameters and regulation 
Any work on data in social care should abide by existing laws and regulation. 
 

• Citizen activated and citizen controlled 
Individual citizens decide what happens with their data. This principle should also apply to the 
workforce. 
 

• Shared understanding  

https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
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Use well articulates definitions to promote understanding: https://joinup.ec.europa.eu/collection/nifo-
national-interoperability-framework-observatory/3-interoperability-layers  – we need to be able to 
translate between different systems and to be able to rely upon the trustworthiness of data. What data 
means to other people  - collation, presentation and analysis needs to move from the research space 
into a routine space of understanding. 
 

• Measurable intervention that is meaningful 
Data has the potential to make real change even to save lives. Work should shift away from 
measurable/countable things to consider how we measure impact? 
 

• Groundswell #datachangeslives 
Create a public message around data to demystify and build understanding. 
 

• Notice and avoid risks 
Those accessing and manipulating data need to be able to understand what it means and the risk of 
unintended consequences or  assumptions. There may be underlying unseen reasons, incorrect or 
incomplete data creating inaccurate conclusions to be drawn. Data can also cause you more problems if 
you’re measuring the wrong thing. 

• Systems should not get in the way 
People will always take the easiest route. Our systems need to make it easy for people to record the 
information that matters.  
 

• Integration, Involvement and Interdisciplinary data 
The set of principles should be relevant to the whole sector with the point of integration being the 
person in the system. Involving all interfaces of health and social care provision will ensure that what is 
developed is fit for purpose. From a care providers perspective, this co-design would also include use 
interface of both system and data and intelligence. 
 

• Learning and Skills 
Implementation must be applied in a realistic and achievable way. This may require upskilling for the 
workforce, but also those accessing care and support. Learning should be as simple as possible, and 
there should be adequate support and resource to complete. 
 

• Review and fluidity  
Principles must not be set in stone – they should be reviewed and adapted as we learn and as systems 
develop. We cannot close down potential. 
 

• Incremental implementation 
Innovation in data can happen on an incremental basis. We spend a lot of time talking about systemic 
level change yet that has not always come from top down. It is entirely possible to address this 
challenge one step at a time. Build out proof points and replicate.  
 
 
Next meeting Data Forum 3 of 3 
Presentation from Taffy Gatawa from Everylife Technologies on the positives and unintended 
consequences of data standards. This meeting will be used to develop a vision for data in social care and 

https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
https://joinup.ec.europa.eu/collection/nifo-national-interoperability-framework-observatory/3-interoperability-layers
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should end with a group of individuals looking to get a test of change off the ground. There will be 
matchmaking and the exploration of funding avenues.  
 
The forum is open to new members. If you would like to get involved or know more, please contact 
Karen Hedge, National Director karen.hedge@scottishcare.org 


