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Introduction and Background 
Care home provision in Scotland 
On 31 March 2024, there were just over 1,000 care homes for adults in 
Scotland, caring for around 34,000 residents1. Care homes are an integral part 
of social care and support services, and also to our communities. Care homes 
provide 24-hour care and support for people with a range of (often complex) 
needs, including (for example) older adults, people with learning disabilities, 
people needing care and support for mental health reasons, and people with 
physical and sensory impairment. Care homes provide a home, nursing care, 
personal care, and/or personal support to adults who are unable to live 
independently. The vast majority of residents are long stay, but care homes 
also provide care and support for respite, intermediate carei, step-up and step-
down servicesii.  A small number of care homes provide Hospital Based 
Complex Clinical Care. These range from designated units within larger care 
homes which have NHS medical staff input through to specific care homes run 
by NHS providers2. 
 
Around 50,000 peopleiii were employed in care homes for adults as at the end 
of 2022, with the majority being employed by the private sector. Around three 
quarters of the care home workforce were employed in frontline care roles. 
The majority of the care home workforce were on permanent contracts. There 
were estimated to be just over 3,600 nurses employed by care homes for 
adults. Just under three-quarters of all adult care home staff have been 
retained in the same service and post type since the previous year (2022)3. 

 

i Intermediate care is a collection of services that focus on prevention, rehabilitation, 
reablement and recovery. They can provide an alternative to going into hospital and provide 
extra support after a hospital stay. Source: Care Information Scotland 

ii Bed based intermediate care is a time limited episode of care provided in dedicated care 
homes, housing with care or community hospitals. It can be provided as an alternative to 
admission to hospital (step-up) or to provide further assessment and rehabilitation, 
following discharge from hospital (step-down). Source: Scottish Government 

iii Based on a headcount measure. Under a whole-time equivalent measure (using 37.5 hours 
for a working week), around 40,000 people work in care homes for adults. Source: Scottish 
Social Service Sector: Report on 2023 Workforce Data | Scottish Social Services Workforce 
Data (sssc.uk.com). The nursing estimate excludes agency nurses. 

https://careinfoscotland.scot/topics/how-to-get-care-services/coming-out-of-hospital/intermediate-care/
https://www.gov.scot/policies/independent-living/intermediate-care/
https://data.sssc.uk.com/data-publications/22-workforce-data-report/359-scottish-social-service-sector-report-on-2023-workforce-data
https://data.sssc.uk.com/data-publications/22-workforce-data-report/359-scottish-social-service-sector-report-on-2023-workforce-data
https://data.sssc.uk.com/data-publications/22-workforce-data-report/359-scottish-social-service-sector-report-on-2023-workforce-data
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On 31 March 2024, the majority (65%) of care homes were run by the private 
sector, but care homes were also run by the public sector (Local Authority, NHS 
Board), and the voluntary / not for profit sector. The cost of a care home place 
can be funded by a resident themselves (self-funders), or following an 
assessment, the resident can be partially or fully publicly funded. On 31 March 
2024, where data were available, approximately 64% of all long stay residents 
in care homes for older people in Scotland were fully or mainly publicly funded 
and 36% were fully or mainly self-funded.4 Personal care and nursing care are 
free to anyone who has been assessed as needing them by the Local Authority.  

Care home data challenges 
The 1,000 plus care homes in Scotland use a wide range of systems and 
processes to generate, capture and record data, from paper based records to a 
variety of different electronic Management Information Systems (MIS). In 
addition, there are a number of local and national organisations collecting care 
home data, for many different purposes including statutory functions, 
administrative functions as well as analysing and publishing care home data. In 
many cases the data collected by the different data producers can be very 
similar and often overlap. Data producers use a variety of systems and 
processes to capture data and there can be differences in the data definitions 
used and the timeliness of data collected across organisations. Furthermore, 
the large number of data controllers, collecting data for multiple purposes, 
means that the information governance around any potential data sharing is 

complex. 

Data / Statistics Producer: In this report, these terms refer to the 
organisations responsible for collecting and / or publishing national 
level statistics on care homes (e.g. Scottish Government, Public Health 
Scotland, Care Inspectorate). 

Data / Statistics Providers: In this report, these terms refer to the 
organisations that provide data to the data / statistics producers (e.g. 
Care Homes, Local Authorities, Health & Social Care Partnerships 
(HSCPs)) 

Data controller: The natural or legal person, public authority, agency 
or other body which, alone or jointly with others, determines the 
purposes and means of the processing of personal data. (Source: 
Information Commissioner’s Office) 

 



 

9 

 

This fragmented data landscape, with a multitude of data systems, processes, 
definitions and collections, along with limited data sharing, has led to 
significant burden on data providers and a confusing data landscape. Whilst 
current data collections meet some of the purposes for which they were 
established, despite the large volume of data collected, the current data 
landscape does not fully provide the timely and insightful data for all purposes 
required. 

Vision for care home data 

Working in partnership across the care home sector and 
care home analytical community, to achieve meaningful, 
timely, data and analysis to support positive outcomes for 
care home residents and workforce. 

Aims of the review 
The Care Home Data Review (CHDR) is multi-agency (Scottish Government, 
Public Health Scotland, and Care Inspectorate) review of the national data 
landscape relating to care homes for adults. It aims to ensure a coherent suite 
of data collections, reduce the burden on data providers and meet the existing 
and emerging needs of data users. 

Key elements of the project are to:  

• Review the care home data landscape and consider improvements to 
the content, quality and frequency of current data collections to ensure 
stakeholder needs are met as comprehensively and efficiently as 
possible. This will include considering alternative methods of data 
collection and areas for data rationalisation. 

• Consider the asks of data providers (what, how & when) to ensure we 
both maximise the benefits of data provision and balance the need for 
evidence with respondent burden.  

• Identify and prioritise actions to address any key gaps in care home data. 

• Consider the current analytical insight about, and for, the care home 
sector and how this can be improved.  

• Consider information governance issues and ethical review processes for 
care home data and propose solutions to address gaps and 
inefficiencies.  
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In addition, the review will consider how best to ensure data gathering is 
flexible enough to meet emerging data requirements and recommend a 
process to ensure any new data requirements are considered at a strategic 
level and met in an appropriate way.  

The review provides both an important stock-take as we move towards the 
National Care Service (NCS) and supports us to meet the recommendations 
set-out in the Independent Review of Adult Social Care, the Health and Social 
Care Data Strategy and also in the report on Adult Social Care Statistics by the 
Office for Statistics Regulation (OSR). 

By its nature, this review is focussed on the issues and challenges of the 
current care home data landscape. There have been a number of 
improvements made to address some of the points highlighted in the OSR 
report. This review considers how organisations involved in care home 
reporting can work together to address the issues that remain. In addition, 
throughout the course of the review, we have also seen examples of good 
practice and innovative solutions at local and national level and some of these 
examples have been highlighted in the report. 

Project scope  
This project focuses on national data collections and outputs relating to care 
homes and will form one strand that feeds into a wider review of social care 
data, analytical requirements and products/outputs. Specifically, this review 
covers: 

• All nationally collected data (published & unpublished), including 
administrative data and management information, relating to care 
homes.  

• Data quality, coherence and completeness across all data sources to 
highlight areas for potential rationalisation. 

• Establishing current and emerging data requirements and evidence gaps, 
including those due to data quality issues. 

• Consideration of alternative sources of information, methods of 
collection and the potential for reusing data already available. 

 
Data used for the daily operational needs for the running of care homes and 
internal care home reports are out of the scope of the review. However, whilst 

https://www.gov.scot/publications/independent-review-adult-social-care-scotland/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
https://osr.statisticsauthority.gov.uk/publication/adult-social-care-statistics-in-scotland/
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the review covers only national care home data collections, it will take account 
of, and may impact on, how data are collected and used locally. 

This review is about understanding people’s experiences of providing or using 
nationally collected data about Scotland’s care homes and care home 
residents. For simplicity in the report, we often refer to ‘care home data’ 
instead of stating ‘data about Scotland’s care homes / care home residents’ 
each time. 
 

Delivery partners for review 
Scottish Government (SG), Public Health Scotland (PHS) and Care Inspectorate 
(CI) have collectively undertaken this review as all organisations are 
responsible for the suite of national care home data collections. This approach 
has enabled consideration of care home data as a whole, rather than focussing 
on certain data products / collections in isolation. The review aims to bring all 
data producers together to work to improve data quality & coherence, and 
address data gaps, across the whole data landscape.  

Having all organisations involved in this review has also enabled us to pool 
resources and expertise to propose solutions which aim to benefit the whole 
care home data landscape. 

For this review to ultimately lead to improvements in care home data, it will 
take a collective effort across the care home data and analytical community. 
Care homes, local authorities, Health & Social Care Partnerships, and NHS 
Boards, as data providers (and sometimes data producers at a local level) will 
all bring expertise and have an essential role in helping shape care home data 
in the future. The many data users - including care home residents and their 
families, the care home workforce, and the care home sector - will also bring 
expertise and have a pivotal role in maximising data to ultimately provide 
better insight and evidence to benefit care homes, residents and the care 
home workforce. 

Key stages & outputs from review 
 
(i) Mapping of the data landscape 
In order to understand the current data landscape, a compilahon of all the 
nahonal data sources and definihons relahng to care homes has been 
produced. The mapping covers mandatory data captured by the sector’s 
regulators, administrahve data as well as both official stahshcs and 
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management informahon. The data mapping increases the transparency 
around the data collected and its usage. It also allows us to idenhfy similarihes 
and overlaps between data collections, which can both help facilitate 
rahonalisahon between collechons and inform work on producing 
standardised data definitions. The mapping is published on the Care Home 
Data Review webpage.  

(ii) Stakeholder Engagement & Literature Review 
Discussions have been held with a wide range of stakeholders asking for their 
views about care home data. This includes meehngs with individual 
organisations and akending exishng stakeholder group meehngs. In March 
2023, we held a Care Home Data Review workshop which had over 100 
parhcipants from a range of care home data providers and users.  

Care home data providers and users were also invited to respond to an online 
queshonnaire regarding their experiences of providing and/or using care home 
data.  

Further details on the stakeholder engagement are available on the Care Home 
Data Review webpage. 

In addition to gathering the views of stakeholders, the Review has also drawn 
on published literature as part of the evidence gathering. This includes articles 
in academic journals, publications from public bodies (e.g. Audit Scotland), and 
publications from the social care sector (e.g. Scottish Care). 

(iii) Report of Recommended Actions 
This report is the main output from the first phase of the review. The report is 
structured around the key topics which have emerged from the review. Within 
each topic, there is a summary of the evidence, case studies (some 
demonstrate positive examples whilst some demonstrate current challenges), 
and finally, the desired outcomes from any improvements and the 
recommended actions needed to bring about these outcomes.  

The recommendations range from those that could be achieved in the short 
term to medium term, for example the setting up of data provider/user 
networks and increasing the transparency of data collections, to more 
complicated but impactful actions likely to take a number of years to complete, 
for example potentially establishing a core minimum dataset for care home 
data. 

 

https://www.gov.scot/publications/care-home-data-review/
https://www.gov.scot/publications/care-home-data-review/
https://www.gov.scot/publications/care-home-data-review/
https://www.gov.scot/publications/care-home-data-review/
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Next steps 
This report represents only the end of the first phase of the review. It is 
acknowledged that many of the themes identified in the review are not new 
and throughout the review, stakeholders expressed frustration with the 
perceived lack of progress in either making, or producing a co-ordinated plan 
to take forward, substantive improvements for both data users and providers. 

It is also recognised that some of the recommendations from the review may 
lead to fundamental changes to the way that data are collected, shared, 
communicated and used across the sector. Implementing these 
recommendations will require a phased programme of work and will require 
the input and help of all organisations involved in providing/producing care 
home data to lead on taking forward the various work strands from the review.  

A number of the recommendations from the review are likely to require 
significant resource to implement, with some sequencing required due to the 
interdependence between recommendations. With resources limited by 
existing work pressures, taking forward the next stages of the review will 
require prioritisation of the recommendations and consideration of how best 
to free up resource to focus on data and process development. 

For the next phase of the review, we have set up a Care Home Data (CHD) 
Working Group. The Working Group has representatives from a wider range of 
stakeholders across the sector. The group will be responsible for prioritising 
the recommendations from the review and developing a phased programme of 
work for implementation. This will help ensure that we can embed joint 
priorities across organisations to improve the care home data landscape. It is 
anticipated that a number of Short Life Working Groups will be set up to take 
forward the various work strands of the review. 

Future updates 

Information relating to the Care Home Data Review and subsequent 
programmes of work can be found on the Care Home Data Review webpage, 
or requested by emailing SWStat@gov.scot.   

https://www.gov.scot/publications/care-home-data-review/
mailto:SWStat@gov.scot
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Strategic Oversight & Co-ordination 
Before looking at the specific individual challenges associated with care home 
data, a common request across the stakeholder engagement was for greater 
strategic oversight and co-ordination of data collections, analysis and outputs.  

Overall strategic oversight 
There are a large number of data improvement / development projects being 
undertaken both within and across organisations interested in care home data. 
This work needs to be co-ordinated across organisations and considered in the 
context of the much wider programme of work across health and social care to 
deliver the Data Strategy for Health and Social Care. The development and 
delivery of the Data Strategy is overseen and governed by the Health and 
Social Care Data Board, supported by two sub-boards: the Health & Social Care 
Data Delivery Sub-Board and the Health & Social Care Data Standards Sub-
Board. 

During the course of the review, the Social Care Data and Intelligence 
Programme Board (SCDIPB) was set up to support and optimise the 
development and analysis of social care data. The SCDIPB will be supported by 
the Social Care Data and Intelligence Executive Group, which will manage the 
overall delivery of the work programme of the Board. This new governance 
structure will provide greater strategic oversight, help reduce duplication and 
improve co-ordination by ensuring an overarching programme approach is 
taken, given the number of teams and organisations currently working on 
social care data and analysis. 

The Care Home Data Review is one of the initial priority workstreams of the 
Executive Group. Other priority workstreams that will impact on the review are 
the ‘Communications and Engagement’ and ‘Changes to Social Care Data’ 
workstreams (see below). 

Further details on the oversight and governance structures relating to health 
and social care data and improvements can be found in Annex 1. 

 
 

https://www.digihealthcare.scot/data-strategy-update/
https://www.digihealthcare.scot/data-strategy-update/
https://www.digihealthcare.scot/data-strategy-update/
https://www.digihealthcare.scot/data-strategy-update/
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Communications and Engagement Workstream – 
establishing data provider and user networks 
Having good communication between data producers, providers and users is 
key to understanding the strengths and limitations of care home data, and for 
maximising the impact from the data. 

Drawing on the expertise of the care home sector in shaping data requests 
could help improve data quality and increase response rates. Better 
engagement between data providers, producers and users should help the 
development of key data questions, inform the best way to communicate 
findings and provide a route for feedback from users of data outputs/analysis.  

Feedback to the review highlighted the current lack of over-arching data 
provider / user networks for care home data. Local areas noted that having an 
appropriate data provider network would allow them to agree definitions and 
share good practice. The network could act as a forum through which national 
agencies could provide clarity on each data collection (guidance, timetables, 
rationale) and also where local area providers could both input into the 
collection process and speak to their counterparts in other areas to discuss 
data issues / ask for assistance. Importantly, they would also allow providers to 
input into how best to meet particular data demands and reduce the chance of 
misinterpretation of requests. 

Setting up data user and provider networks is a key aim of the Communication 
and Engagement workstream of the Executive Group. To achieve better 
knowledge exchange, the CHD Working Group will work closely with the 
Communication and Engagement workstream of the Executive Group to 
establish the most useful structure(s) to meet everyone’s needs. A key 
consideration when developing the provider and user networks will be to 
ensure the maximum benefits from sector engagement whilst minimising the 
burden on the sector.  

Changes to Social Care Data Workstream – establishing 
a co-ordination & prioritisation process for new data 
asks 
The covid pandemic resulted in a large increase in the data asked from care 
homes, as local areas and policy makers required timely data on which to 
monitor covid numbers and base decisions. However, the speed at which some 
of the data collections were set up meant there was little scope to ensure 



 

16 

 

coherence across the collections. During the review, data providers noted that, 
in some cases, the interpretation of data requests has not been consistent 
across all providers. If what is being asked is not consistently understood and 
applied then the data collected may not be able to be used or may be 
misleading. It is therefore important to ensure that the resource invested in 
data collection produces data that is of sufficient quality, consistency and 
completeness to provide real insights and allow appropriate comparisons both 
between areas and over time.  

There were clear calls in the care home data review workshop that any new 
data asks should be developed in partnership with data providers. This would 
allow them to feed into the best way to meet particular data demands and 
reduce the chance of misinterpretation of requests. Working with data 
providers on the questions to be asked will both help establish the best way of 
collecting the data and support local ownership of data improvement work. 

The SCDIP Executive Group’s Changes to Social Care Data workstream will look 
to establish a new process for evaluating the requirement for new data 
requests to ensure new and existing data requirements are considered at a 
strategic level and met in an appropriate way. One of the guiding principles for 
any new request is to consider both the benefits from the data and the data 
burden holistically. The role of the workstream is to ensure the limited 
resource available to change the social care data landscape, generates the 
largest return on investment by undertaking the highest priority project(s). 

Related work – The Local Government Data Platform 
In addition to the workstreams outlined above , the ongoing work on the Local 
Government Data Platform (LGDP) represents an ambitious transformation 
programme to deliver improvements in the way Local Government manages 
and uses data, which will have a direct impact on national collections. The 
LGDP aims to improve and streamline the management of data returns and to 
provide enhanced value from the process by providing greater insight and 
intelligence to Local Government itself.  Whilst the LGDP covers a whole range 
of data collections, there are number of common themes across the work and 
it will be important to ensure that both projects work together to make 
improvements across the data landscape. More information on the LGDP is 
provided in the box below. 
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The Local Government Data Platform 

Councils in Scotland have long held the aspiration to have greater control over 
how information is requested, submitted, and ultimately shared through a 
system designed for data returns, across all our services, with real time access 
for authorities to update their information and to assist with decision making 
across all spheres of government.  

By providing a central repository of all local government data collected through 
data returns, the data platform will enable greater re-use of the data collected 
by external agencies, both by local government as a sector and by individual 
councils. The platform will also provide improved data quality, improved 
timeliness of data, and greater assurance for stakeholders such as Scottish 
Government. 

The Local Government Data Platform will include three main elements (Collect 
& Distribute, Analyse, and Visualise) and one critical supporting strand 
(Governance & Data Standards). Given the number of existing data 
management solutions that are currently available it is anticipated that these 
will be provided as separate solutions in a data ecosystem.  

The robust governance framework and mechanism between central and local 
government that will underpin the platform will ensure a collective 
commitment to reduce current reporting activity and keep only the data that is 
relevant and useful. 

An Oversight Group advises on the overall strategic direction and delivery of 
the Local Government Data Platform. This group is jointly chaired by SOLACE 
and COSLA, with additional membership being drawn from key stakeholders, 
including the Improvement Service, the Digital Office for Local Government, 
the Scottish Government and Public Health Scotland.   

Day-to-day activities are led by a project team comprised of staff from the 
Improvement Service and the Digital Office for Scottish Local Government.  

Following an initial discovery phase that highlighted how current arrangements 
for providing data to external agencies present a number of challenges to local 
government in terms of volume, frequency and lack of co-ordination, Phase 2 
of the programme is now underway.  

The aim of Phase 2 is to define the specifications for what the future data 
platform will look like and how it will operate. This includes defining future 
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governance arrangements, which will be essential to manage the lifecycle of 
data returns, and developing a prototype to test the architecture and 
operating model of a future data ecosystem which will work together to 
collect, validate, store, transfer and visualise data. 

In order to improve and rationalise the wider future data reporting landscape, 
a priority for Phase 2 of the Local Government data platform is for local 
government and Scottish Government to work together to develop governance 
arrangements for agreeing current and future data reporting. It has been 
agreed to establish a Local Government Data Reporting Governance Group 
(LGDRGG), jointly chaired by COSLA and Scottish Government, which will have 
the authority to make decisions relating to introducing new or retiring existing 
data returns. Work is underway to join this initiative with the Changes to Social 
Care Data workstream (see above) to develop an end-to-end process.  
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Strategic oversight: aims and recommendations 
Aim Recommendation 

Ensure strategic oversight of 
the large number of data 
collections / projects in the 
care home data space, and 
work to tie these together to 
improve coherence and reduce 
duplication. 
 

Widely publicise the existence and Terms of 
Reference of Social Care Data & Intelligence 
Programme Board (SCDIPB), to ensure 
transparency in oversight. 
Develop a multi-agency data plan to embed 
joint priorities across organisations, agree 
roles and responsibilities and how we 
collaborate on stakeholder engagement. 

Improve knowledge exchange 
between the care home sector 
and the care home analytical 
community and ensure the 
care home sector has a voice 
with regards to national data 
collections and corresponding 
outputs. 
 

Establish data providers network to help 
shape data collections, agree definitions, 
share good practice and improve data 
quality. 
Establish data user network to help develop 
key data questions, inform best way to 
communicate findings and provide a route 
for feedback from users on data outputs. In 
addition, investigate alternative ways of 
engaging / collaborating with the wider 
sector. 

Streamline and coordinate the 
process for approving new 
national data collections to 
limit duplication and ensure 
data requested is fit for 
purpose. 

Put in place governance structure and agree 
a process for approving new national data 
collections to limit duplication. 
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Data Rationalisation 
Current data collections 
A key issue highlighted in discussions 
with data providers is the sheer 
volume of requests for data, along 
with limited staff resource to 
dedicate to data collection. In order 
to better understand the scale, size 
and scope of data collected, one of 
the first stages of the review was to 
undertake a mapping of all the 
current requests for care home data, 
at national level. The results of the 
mapping exercise are available on the 
Care Home Data Review webpage. 

The landscape mapping illustrated 
the range of national care home data 
collections, across a number of different data producers, at different 
frequencies and for a number of different purposes. Many of the national 
collections feed into published reports, such as the Care Home Census official 
statistics publication, or other published resources, such as the Care 
Inspectorate’s datastore and PHS’s Insights in Social Care - Care Home Services 
Dashboard.  
 

As already noted, in many cases these collections cover similar information 
however, to date, there has been limited high-level oversight of what is 
collected across the sector or harmonisation of data collection between the 
data producers. This means that the data landscape can, at times, be cluttered 
and confusing with some data from the different collections being disjointed, 
sometimes contradictory and failing to provide the insight that is required to 
meaningfully inform decisions. 

Since the start of COVID-19, there has been an increase in the amount of data 
being collected directly from care homes, which do not have a nationally run 
and resourced data, records and technology infrastructure. This means that 
data requests can have a very real cost in terms of time taken away from 

https://www.gov.scot/publications/care-home-data-review/
https://www.gov.scot/publications/care-home-data-review-data-mapper/
https://www.publichealthscotland.scot/publications/care-home-census-for-adults-in-scotland/care-home-census-for-adults-in-scotland-statistics-for-2013-to-2023/
https://www.careinspectorate.com/index.php/statistics-and-analysis/data-and-analysis
https://publichealthscotland.scot/publications/insights-in-social-care-statistics-for-scotland/insights-in-social-care-statistics-for-scotland-care-home-services-funded-by-local-authorities-in-scotland-financial-year-202223/care-home-services-dashboard/
https://publichealthscotland.scot/publications/insights-in-social-care-statistics-for-scotland/insights-in-social-care-statistics-for-scotland-care-home-services-funded-by-local-authorities-in-scotland-financial-year-202223/care-home-services-dashboard/
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providing care. This cost needs to be balanced by an associated benefit to the 
provider and ultimately to the outcome for people who use the service. 

In addition to these national collections, there are also a number of local 
(LA/HSCP) data collections. Depending on local requirements, there may be 
differences in the data collected, definitions and methods of collection across 
local areas.  

There were numerous calls for much greater alignment of the data requests 
across local and national data producers: 

“[One change for biggest benefit would be] genuinely 
integrated data gathering and reporting - between local and 
national statutory partners.” 

Whilst the review covers national care home data collections, national data 
producers will need to work with local areas to both understand and take 
account of how data is collected and used locally.  

Case study: A care home data provider’s perspective 
Prior to the COVID-19 pandemic, care homes in Scotland were required to 
submit an Annual Return to the Care Inspectorate (CI). This return sought a 
wide range of data relating to care and support needs of residents, admissions 
and discharges, policy and procedural systems and workforce data. The 
information which the CI receives, contributes to the assessment of risk and 
levels of inspection that service should receive in the year ahead. 

In addition, care homes are also asked by the SG to supply care home census 
data annually. This census requests information on admission/discharge and 
resident population and is supplied to PHS, via the CI, who analyse and publish 
the information on behalf of the SG. 

Throughout the year, care homes also have to make notifications to the CI for 
a range of issues or events such as outbreaks of infection, incidents, or adult 
support and protection issues.   

With the onset of the pandemic in March 2020 the volume of notifications of 
outbreaks of an infectious disease went up, and CI asked us to notify if we 
were experiencing severe staffing issues. From May 2020, the CI added the 
weekly staffing return, and in Sept moved from using the usual outbreak 
notifications to specific covid 19 ones. SG then introduced the TURAS Safety 
Huddle Tool, requiring care homes to complete a daily status report which 
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included information relating to outbreaks of infection, occupancy, and bed 
status.  

In addition to infection outbreaks data being supplied to CI and SG, similar data 
is also collected by the local public health team, and the HSCP. Not only is 
there duplication, but there is no feedback loop apart from local public health.  

There is significant burden on care home managers to complete data input 
with little opportunity to see the benefits of providing this information in 
terms of national workforce or strategic planning for the sector.  There is 
significant duplication in the question sets, therefore there is clear risk of data 
errors and variation. The Safety Huddle data has been questioned on 
numerous occasions regarding validity and the frequency. 

The sector would benefit from being involved in cost benefit discussions to 
identify meaningful and measurable data for everyone, while reducing the risk 
of duplication and errors. The range of questions should be reflective of what 
matters to residents. 

 

Rationalising current data collections 
Understanding data needs 

In order to ensure we are collecting the right information, it is essential that 
we have a clear understanding of the data needs across the sector. In order to 
inform any decisions around what/how data collections can be rationalised, we 
need to be clear on what data are required, by whom, by when and for what 
purpose.  These needs will vary both by use (e.g. regulatory, planning, quality 
& safety, monitoring & evaluation and national reporting) and by the 
person/organisation using the data (e.g. care home staff, LA/HSCP, inspector, 
central government and academia). We need to ensure any rationalised set of 
data collections still meets the needs of the variety of data users. 
Understanding these different needs will allow us to evaluate the trade-off 
between the timeliness of data versus the quality of the data required.   

The CHD Working Group will work closely with the data provider/user 
networks to further develop a shared understanding of the data needs of 
providers, service users, HSCPs/local and central government, other relevant 
organisations and academia. This information will inform the rationalisation of 
data collections and in understanding and addressing data gaps (see next 
section). 
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National collections  

To improve the coherence across data collections, national data producers (SG, 
PHS, CI) will work together to discuss and propose areas where data 
collections/variables can potentially be dropped, either due to no longer being 
required or duplication. This work will be informed by the understanding data 
needs work outlined above, and proposals for rationalisation will be agreed 
with the appropriate data provider / user network. Areas identified for priority 
consideration are: 

• Options for running the next Care Home Census – understand 
requirements, in particular if much of this data can be extracted from 
alternative sources.  

• Consider stopping SG free personal nursing care Quarterly Return and 
the potential to incorporate it into the Source social care data collection. 
Producing options paper on what the challenges are and how/if they can 
be overcome 

• Consider potential to re-purpose data collected for regulatory and 
statutory purposes e.g. how data collected by CI compares to the Turas 
Care Management data collection.  

It is acknowledged that the rationalisation of current collections may prove 
challenging, as the current collections are designed to meet the needs of the 
collecting organisation. In some cases the needs, in terms of data, granularity, 
timings etc, will be different across organisations and we will need to ensure 
that any rationalised set of data collections still meets the needs of the variety 
of data users. Data rationalisation will also require agreement on data 
definitions / standardisation and data sharing (covered separately elsewhere). 

Under the Local Government Data Platform project, work is underway to 
explore how rationalisation can be attained across a sector, using data returns 
relating to housing and homelessness as a pilot. COSLA, Scottish Government 
and professional associations are involved in this work, which will start by 
identifying areas where: 

• there is duplication in current reporting 
• data is not being used locally and nationally,  
• the burden of collecting, collating, and reporting the data outweigh the 

benefits.  
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Further engagement will be undertaken to reach consensus around where 
there may be opportunities to drive reductions in the current landscape. Any 
resulting proposals to reduce reporting would then be progressed through the 
new governance process outlined previously. 

This pilot will generate learning that can then be applied to other areas, such 
as Social Care. 

Core minimum dataset (CMDS) 
A longer term option to rationalise the data collections fully would be the 
establishment of a core minimum data set (CMDS). The aim of the CMDS 
would be to simplify and standardise the current multiple requests into a set of 
commonly agreed key data requirements. The CMDS would require the 
collective agreement of what data is important to ensure it provides a 
consistent and reliable dataset for multiple data uses / users. The 
establishment of a standardised CMDS would also allow system providers to 
incorporate requirements into their Management Information Systems. 

A number of recent projects have looked at the potential benefits, 
considerations and potential problems associated with building a minimum 
data set for care home data. A notable example is the “Developing research 
resources and minimum data set for Care Homes’ Adoption and use” (DACHA) 
study 5,6, which has looked at developing a CMDS for adult care homes in the 
UK and set out the principles for the creation of a useful dataset. Furthermore, 
in England as part of the digitising social care programme, there is work to 
develop an Adult Social Care Reporting Minimum Data Specification (RMDS). 

A key consideration is the multiple uses for which care home data is used, and 
the importance of agreeing a “core” set of data that is able to meet all of these 
needs. The establishment of CMDS for care home data would also require the 
agreement of data standards/definitions (considered later in this report).  

The Care Home Data Working Group will look to determine the feasibility of 
establishing a core minimum dataset (CMDS) and will link into the work 
already done in this area, such the Workforce CMDS established by Scottish 
Social Services Council (SSSC)/CI . The work will be informed by all stakeholders 
with an interest in care home data.  

 

https://beta.digitisingsocialcare.co.uk/reporting-minimum-data-specification-rmds
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Case study: Workforce core minimum data set (CMDS), 
Scottish social service sector 
The CMDS was first finalised in 2007 with a view to gathering data on all 
providers, services and staff working in the social service sector. The sector is 
defined in statute as all local authority social work services and all registered 
care services. It was driven by changes in the regulation of the sector brought 
about by the Regulation of Care Scotland Act 2001. 

Before this, data with common standards was only available on local authority 
social work services and the care services they ran. Those common data 
standards ensured the comparability of data between local authorities. 
However, the data on provision by private and voluntary providers covered 
some sectors but not others, was gathered by a number of different 
mechanisms, at different times, and did not use consistent data standards.  

There are approximately 2,500 separate organisations that deliver services in 
the social service sector in Scotland only 32 of which are local authorities. 
Common data standards are therefore important to ensure that data are 
comparable between these organisations, the services they deliver and the 
staff they employ. For example, there are no common job titles across the 
2,500 providers so a way of categorising posts had to be developed. This has 
also been supported by the roll out of workforce registration which now covers 
4 out of 5 employees in the sector. 

The CMDS is embedded in two data collections which take place each 
December. One is the annual survey of Scottish local authority social work 
services (LASWS) staff undertaken by the SSSC (Scottish Social Services 
Council). The other are the Care Inspectorate’s annual returns which are 
completed by all registered care services. It was agreed that these two 
collections should gather the data from the sector replacing any other previous 
collections, with the CMDS ensuring the comparability of the two. 

 

https://data.sssc.uk.com/data-definitions-specifications?highlight=WyJjbWRzIl0=


 

26 

 

Data rationalisation: Aims and recommendations  
Aim Recommendation 
Work with the sector 
to clearly articulate 
data needs and data 
flows to meet these 
needs. 

Continue to develop a detailed map of data needs and 
reporting requirements, purpose of data and frequency 
required. For example, equalities data, regulatory data 
requirements, and emerging needs for the Healthcare 
Framework and National Care Service. 

Rationalise and align 
collections against 
data need and 
improve coherence 
between data 
collections across 
organisations, where 
possible considering 
local collections. 

Set up working group(s) / workstream(s) to investigate 
areas for rationalisation and where data 
collections/variables can be removed, due to lack of use / 
quality or duplication. Including: 
• Consider options for the Care Home Census by reviewing 

data requirements and assessing if this data can be 
extracted from alternative sources, such as Source Social 
Care returns, Care Inspectorate data and Turas Care 
Management data collection.  

• Consider opportunity to stop SG Free Personal Nursing 
Care data collection and the potential to incorporate into 
the PHS Source Social Care data collection. Producing 
options paper on what are the challenges, how/if they 
can be overcome and in what timescale. 

• Consider potential to re-purpose data collected for 
regulatory / statutory purposes. For example, look at 
how data collected by Care Inspectorate compares to 
Turas Care Management data collection. 

• Following rationalisation of the (previous) Safety Huddle 
Tool (SHT) return, now Turas Care Management (TCM) 
Data Collection, continue sector engagement to ensure 
continued relevance.  

Look to establish a 
core minimum 
dataset that can be 
easily accessed and 
used by all those who 
need to use it. 

Set up working group to determine the feasibility of 
establishing a core minimum dataset to meet the needs of 
those who need to use care home data for planning, 
service delivery, surveillance, regulation, policy 
development and research purposes. 
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Data gaps 
Current gaps in data 
It is widely acknowledged that 
there are many gaps around care 
home data and evidence in 
Scotland, as well as issues around 
the timeliness of data. Gaps 
highlighted throughout the care 
home data review and within the 
research literature include: data 
on outcomes and wellbeing, care 
and support experiences, unmet 
need, the role of care homes for 
providing different types of care, 
and the complexity and 
dependency of care home 
residents. 7 ,8 ,9 ,10 ,11, 12 

The Covid-19 pandemic also 
highlighted fundamental gaps with 
our care home data, particularly 
around being able to identify the 
care home population13,14,15,16. Our 
inability to answer key questions, such as who lives in a care home, during the 
pandemic “exposed data failings that have hindered service development and 
research for years.”17: 

“Fundamental gaps, in terms of population and service 
demographics coupled with difficulties identifying the 
population in routine data are a significant limitation. These 
challenges are a key factor underpinning the failure to provide 
timely and responsive policy decisions to support care 
homes.”18 

Further reports, such as Audit Scotland’s Social Care Briefing19 and Office for 
Statistical Regulation’s report on Adult Social Care Statistics20 discuss how 
improvements to social care data are essential for decision making and for 
implementing social care reform. The Audit Scotland report cites limitations 

https://www.audit-scotland.gov.uk/publications/social-care-briefing
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
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across the social care sector around the lack of a social care record like an NHS 
record, and gaps in recording unmet need. 

A common theme identified during the review was the need for better and 
more timely data about the needs of care home residents, to enable care 
home service planning as well as responsive policy nationally and locally, which 
should in turn inform better care. In addition, national and local organisations 
require data to enable benchmarking and allow monitoring and evaluation of 
outcomes, quality, improvement and safety. For example, data required to 
understand and monitor the improvements made under the Healthcare 
Framework for adults living in care homes. 

In general, whilst it is recognised a large amount of data already exists, the 
areas highlighted for development fall under the following broad categories: 

Care home residents – it is essential to understand who care home residents 
are, as well as the composition and needs of the resident population (age, 
frailty, health conditions, wellbeing). Ways for looking beyond the plain 
numbers to understanding the complexity of care. 

Care home workforce – there is a need for more timely and accurate data on 
staff recruitment, turnover and retention, to determine safe staffing levels to 
meet the needs of residents. 

Care home services – real time data on capacity (by bed type), occupancy 
rates, bed vacancies and discharges. Better data on outbreaks (covid, flu, 
norovirus etc) and visiting information. 

Care home finance – need robust financial information relating to care homes, 
including types of funding, who is on contract rate and details for charges to 
self-funders.  

More details of the data requirements highlighted in the review for each of the 
categories are available in the summary of workshop discussions. As part of 
the work to establish a more detailed understanding of data needs, the CHD 
Working Group will work to prioritise the data gaps identified in the review 
and document any additional requirements if required. This work will look to 
map the data needs across all stakeholders, identify and agree the key 
questions to be answered, at what level, and look to link these to existing 
sources and identify and assess the feasibility of new/revised data 
sources/collections/methods of estimation, where required.  As has been 

https://www.gov.scot/publications/health-care-home-healthcare-framework-adults-living-care-homes/pages/9/
https://www.gov.scot/publications/health-care-home-healthcare-framework-adults-living-care-homes/pages/9/
https://www.gov.scot/publications/care-home-data-review-workshop-summary/
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mentioned, a key consideration when assessing data needs will be balancing 
the value of the information obtainable against the burden of data collection.  

Equalities data 
During the review, there have been a number of requests for improved quality, 
coverage and depth relating to equalities data. This requirement links into 
wider work being taken forward as part of Scottish Government’s Equality Data 
Improvement Programme (EDIP) which was launched in 2021. EDIP aims to put 
in place a stronger and more complete equality evidence base that will enable 
more inclusive policy making and support the collective effort across the public 
sector to fulfil the requirements of the Public Sector Equality Duty. The latest 
Equality Evidence Strategy, covering 2023-25, aims to improve the quality and 
comprehensiveness of equalities data and intersectionality.  

A summary of equalities data available for social care in Scotland can be found 
in the Equality Evidence Finder21. Although data is available for some of the 
equality characteristics, there are known gaps (e.g. religion), emerging 
requirements (e.g. Augmentative and Alternative Communication) and 
inconsistent classifications are used across data collections (e.g. ethnicity). 
Understanding where there is a need for equalities data improvement will be 
considered by the CHD Working Group as part of its role in establishing wider 
data needs. 

Data inclusivity 
In October 2020, the UK’s National Statistician commissioned an Inclusive Data 
Taskforce “with the aim of making sure everyone is counted and nobody is 
forgotten in UK data and evidence.”22 The Taskforce concluded that data about 
care home residents was a critical data gap23.  

An example of inclusivity in a Scottish care home data collection is the Scottish 
Care Home Census. “All sectors of care are invited to participate and are 
included, meaning private, not-for-profit and local authority care homes are 
included. This is in contrast to usual approaches which have been provider-led 
or only included those funded by their local authority. The Scottish Care Home 
Census also includes data on all adult care home services, without restrictions 
around age and service type. This is important as, although the majority of care 
home residents are older adults, younger age groups are a significant group, 
often with complex needs, who can otherwise be overlooked”24. Part of the 
responsibility of the CHD Working Group will be to identify data requirements, 

https://www.gov.scot/collections/equality-evidence/
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such as ensuring data inclusivity where appropriate, and work with data users 
to prioritise gaps. 

Linking datasets 
The research literature raises that the lack of common identifiers to link across 
some datasets within social care and across sectors hinders the insights we can 
obtain from current data collections25,26. Data linkage provides opportunities 
for much richer social care and cross sector analysis27. Data linkage also 
provides opportunities for improving data quality and can also potentially help 
with identifying and addressing gaps. Currently there is some data linkage 
involving care home data routinely undertaken by PHS and some summarised 
information linked to health data is publicly available through the PHS insights 
into social care - care home dashboard. Some further management 
information is provided to health and social care partnerships. 

Examples of the types of national data linkage projects which could be 
undertaken include: 
• Evidencing the variation in health and social care pathways by HSCPs,  
• Evidencing health and social care pathways for different cohorts for example, 

is there a difference in people’s care packages and health outcomes (e.g. A&E 
attendances, number of unplanned admissions) for people with unmet caring 
needs (as identified by HACE (Health & Care Experience Survey)) compared 
to those with care packages in place and who don’t identify as having unmet 
need.  

• Using data linkage to improve the quality and completeness of data e.g. social 
care client group / characteristics information e.g. dementia, mental health, 
frailty. 

• Using data linkage to identify data gaps for example, understanding which 
social care sub populations are excluded from HACE and are therefore 
missing from national social care experience data. 

 
Some stakeholders noted the lack of linked health and social care data as a key 
omission – and noted the potential value added in understanding the holistic 
picture of care home residents and both their characteristics and potential 
pathways through the health and social care system. 

Stakeholders identified the need for timely access to routinely linked health 
and social care datasets (including longitudinal data), in addition to timely 
access to ad hoc linkages28 with the appropriate information governance in 
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place.  Some of the challenges associated with data linkage are discussed 
further in the chapter on Data Sharing. 

Data quality and timeliness 
The review also found that, in some cases, issues with the quality and/or 
timeliness of existing data can lead to either a reduction in its usefulness or it 
not being used at all – essentially creating a data gap.   

For example, the time lag between the Source Social Care data return and its 
publication means it is suitable for some users but not for all.29 To try and 
improve timescales the latest source social care data has been published in 
sections to try and make this available in a more timely manner. More timely 
data on staff recruitment, turnover and retention was also frequently cited 
during the stakeholder workshop30.  

“Data is often out of date by time of publication.”31 

In terms of service planning, management systems such as Turas do not reflect 
the change in circumstances in care homes in real time, so the management 
data in Turas was out of date as soon as it was released. Health and Social Care 
Partnerships (HSCPs) commented that they had to phone care homes directly 
to get the latest vacancy information, thus increasing the burden both on them 
and on the care homes32.   

As noted in other sections of this report, the quality and timeliness of the data 
required will depend on the purpose for which it is required. 

Data granularity 
Another issue identified is the granularity of data33. Some data users are 
unable to access the data in the geography or unit they require. Also, ensuring 
that data collections and analysis consider all care home types and not just 
care homes for older people was an example provided by stakeholders. 
Depending on the data requirements, how the data is accessed and by whom, 
there may be Information Governance implications (see also Data Sharing 
chapter).  The CHD Working Group will need to work with data users to 
understand data requirements and the Information Governance implications. 

Aligning data requirements 
Over recent years there has been a growing ask of care homes, HSCPs, local 
authorities and NHS Boards for more frequent and timely data (management 
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information). This is in parallel to the routine data asks which are used for 
longer term planning, evaluation, policy development, Official Statistics 
reporting and research. There is a balance to be had with short turnaround 
data (management information) and the other data which may have a longer 
turnaround but is often more complete and of better quality. There are gaps 
and challenges to be addressed with all types of care home data, so close 
collaboration with the care home sector, care home analytical community and 
other data users will be required to achieve the aim of ensuring we have the 
right data at the right time, with the appropriate governance, to make 
informed decisions to benefit our care homes, residents and workforce (see 
also the Strategic Oversight And Co-ordination chapter).  

As noted above, the Care Home Data Working Group will work with the data 
provider/user networks to further develop a shared understanding of the data 
needs of different users. A key aim of this work will be to understand and 
articulate what data is available, how it can be accessed, and by whom. 

Case study: Identifying a care home population 
The commonest route used to identify care home residents in routine data is 
using the CHI (Community Health Index) database (based on GP registration 
data), which includes the CHI Institution Flag. This coding is applied by 
Practitioner Services Division (PSD) and is based on GP registration / address 
information submitted to them by GP practices.  

However, despite CHI providing a route to identify care home residents, there 
are currently a number of challenges when trying to use the CHI database for 
this purpose:  

(i) The CHI Institution Flag data is incomplete – not all care homes are 
identified using these codes and it includes some addresses which are not care 
homes (e.g. sheltered housing complexes). PSD have not based coding on the 
Care Inspectorate list of registered services. Use of the CHI Institution Flag only 
allows you to analyse at a granular level (care home resident versus not), 
rather than at care home level.  

(ii)   Address data in the CHI database is extremely messy in terms of 
structure and format and this problem is exacerbated by the varied ways care 
home addresses can be presented (e.g. resident room number, house, 
building, care home name, company name, street name or combinations) and 
that GP data may not be updated if the care home changes name (e.g. 

https://www.nss.nhs.scot/departments/practitioner-services/
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ownership). Standard address lookups have not been used to enter these 
details at time of registration.  

(iii)  Care home residency is dynamic and temporary residence is common 
with use of care homes for respite care, intermediate care, step-up/step-down 
from hospital or for temporary placement awaiting care at home or definitive 
care home placement. Not all of these will trigger a change of registered GP 
address and so it is difficult to capture the care home population at any point 
in time. Important to note that not all care home services have residents 
registered in CHI – primarily those whose main business is in respite services – 
thus CHI will never provide a complete care home population alone. 

To enable identification of households, PHS and the Improvement Service (IS) 
undertook a matching exercise using an algorithm developed by the IS which 
assigned a Unique Property Reference Number (UPRN) to the address 
information on the CHI database in 2020. There was ~90% match of UPRN to 
CHIiv. However, around 40% of care home addresses were in the 10% of 
addresses which could not be matched automatically. Manual work was 
undertaken to assign a UPRN to every active adult care home service in 
Scotland between February 2020 and November 2021, to enable analysis 
funded by SG and undertaken with PHS/University of Glasgow/University of 
Edinburgh which looked at COVID-19 in care homes. If care homes have a 
UPRN assigned, this allows for care home level analysis. This will require 
updating to ensure new/changed care home services can be included. 

 

 

 

iv Scottish Centre for Administrative Data Research, Public Health Scotland. A guide to CHI-
UPRN Residential Linkage (CURL) File.  

 

https://academic.oup.com/ageing/article/53/2/afae015/7606140?login=false#439656163
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Data gaps: Aims and recommendations  
Aim Recommendation 

Work with the care home 
sector and data users to 
prioritise and identify how 
best to address our data gaps. 

Having identified data requirements and 
compared to the current data landscape, work 
with data users to prioritise gaps. A number of 
key areas were raised during the review, 
examples include "Workforce, recruitment, 
turnover & retention ", “Outcomes & 
Experience" and " Resident population & 
needs data".  

Make better use of 
techniques and technology, 
such as data linkage, and 
collaborate to share data to 
address data gaps. 

Explore and develop case studies on success 
of alternative methods for improving quality / 
addressing data gaps. For example, using 
Unique Property Reference Number (UPRN) 
data to improve data availability and reduce 
need for multiple collection.  
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Data quality, Insight and Relevance 
Data quality and accessibility were themes 
that repeatedly came through the 
discussions we held with stakeholders as 
part of the review. Linked to this were 
concerns expressed about the coherence 
of, and insight from, both the data 
collected and subsequent analysis. 

Finding & accessing data 
The 2020 OSR report Adult social care 
statistics in Scotland noted that: 

“there are multiple social care statistics 
producers in Scotland. This can have 
negative consequences for users of these 
statistics, as they are required to go to 
different sources to get all the 
information they need about a topic, or if 
different sources provide similar but not 
necessarily consistent information about 
the same issues.”34  

Data users told us that they were not always aware what data and analysis was 
available, what was covered by the data or where it could be accessed. In 
addition, not all the data and analysis that could be publicly available is made 
available for public accountability. Furthermore, having data held in multiple 
places creates timeliness issues, whether it is having to collate (and link) data 
or synthesise analyses.  

In order to improve the ease of finding and accessing care home data, Scottish 
Government has published information about all the data collected by national 
bodies in a central data mapper. This contains links to the relevant source 
documentation, along with basic information (or metadata) about each data 
collection, such as its purpose, frequency and provides information on the 
benefits of the data collection. Furthermore, Public Health Scotland has 
developed a Metadata Catalogue which is a central repository of publicly 
available health and wellbeing indicators for Scotland. The metadata catalogue 
should make it easier for people to find and use existing data intelligence 

https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
https://www.gov.scot/publications/care-home-data-review-data-mapper/
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relating to specific topics including information published on care homes and 
care home residents.  The catalogue includes data from various sources 
including Public Health Scotland, the Office for National Statistics and the 
Scottish Government.  The catalogue can be accessed via the ScotPHO website. 

For local government data collections, the Local Government Online Data 
Returns Register (ODRR) aims to operationalise the mapping of all data returns 
undertaken in Phase 1 of the Local Government Data Platform project, to 
provide a searchable interface for users. The ODRR will be a key component of 
the future LGDP and will provide detailed information and metadata on each 
data return, including listing all data items within each return, in order to 
identify areas of duplication or potential linkages between datasets.  

The register aims to support better co-ordination of data collections, by 
providing information such as collection windows, links to templates, guidance 
etc. Work is underway with Scottish Government, PHS and the Care 
Inspectorate to onboard all data returns related to Social Care, building on and 
expanding the work done on the care home data mapper.  

Context and interpretation 
In addition to care home data being available from a number of different 
sources, results are published in a number of different of formats, i.e. 
statistical reports, tables, spreadsheets and interactive dashboards.  Whilst the 
variety of options for accessing data is generally considered a positive, 
feedback to the review noted that the format in which data were presented 
sometimes lacked sufficient narrative to “support [users] to understand what 
the data is telling us”35 and / or context and guidance on the appropriate use 
of the data. 

Issues around context and interpretation are particularly important when, as 
noted above, there are a number of different data sources providing similar 
information. Stakeholders reported that there was an absence of coherent 
analysis about the care home sector. 

“[data analysts] need to provide data insight, not data deluge.” 
Professor Sir Ian Diamond, UK National Statistician 

 

It is apparent that despite there being a number of data collections and 
relative abundance of care home data, some data users still struggle to be able 
to answer some of the key questions they have relating to care homes. A 

https://www.scotpho.org.uk/methods-and-data/metadata-catalogue/
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critical component to providing the insight required is for data producers to 
work with data users to understand and agree the key questions which we 
would like to answer. This will allow us to both assess whether we have the 
data to be able to answer them and, if not, how we may best go about 
obtaining the required data, if possible. It is also important that, where 
possible, analysis should attempt to bring together or reference the data 
available across a range of sources to produce a narrative of what the 
combined data are telling us on key topics, including contextual data from local 
data providers. 

Standardisation and rationalisation of data collections should help in attaining 
a more consistent/coherent picture of care home data. However, where 
differences remain, data producers will need to work together to better 
identify overlaps, provide clear signposting to relevant data sources on a topic, 
provide information on how they piece together and provide details on when 
and how to use different sources.  

Case study: Data for insights  
The Scottish Government is currently undertaking a programme of work on 
‘Data for Insights’ as part of the Health and Social Care Data Strategy to adopt 
a whole-system approach to creating insight from data that allow us to 
improve services.  

To achieve the goal of greater discoverability, accessibility, interoperability, 
and reusability of data, planners need to have better access to appropriate and 
near real-time data, to better analyse, understand and improve processes and 
services at different levels and better inform strategic planning priorities.  

In response to the recommendations from the ‘Creating Insights’ chapter of 
the Data Strategy, a Near Time Data Service was launched. This initiative is a 
collaborative effort involving the Scottish Government, Public Health Scotland 
and National Services Scotland. 

The initial focus of the collaborative has included the successful launch of two 
new management information dashboards in time for Winter 2023/24. The 
two dashboards are: 

• Whole Systems Winter Dashboard (WSW)  

• Social Care & Delayed Discharge Dashboard (SCDD)  

https://www.digihealthcare.scot/winter-dashboards/
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The dashboards have initially been rolled out as Minimum Viable Products 
(MVP’s) with access granted to over 900 users, in time to support reporting on 
winter pressures. Work continues on how to improve data for insights 
including around how to visualise and share care home data. 

 

Knowledge exchange and support 
During the stakeholder engagement, people reported that there was limited 
support, including insufficient analytical staffing resource, lack of opportunities 
to learn from good practice, lack of training in using care home data and linked 
data, insufficient support in interpretating analysis.  

“Support to understand what the data is 
telling us.” 

There are a number of proposed actions 
identified by the review which should help 
address the limited support. Under the 
Strategic Oversight and Co-ordination 
chapter, the establishment of new Data 
Provider and Data User Networks should 
help provide opportunities to learn from 
good practice. Furthermore, the Local 
Intelligence Support Team (LIST) in Public 
Health Scotland (see box below), along 
with the  Digital Office’s ‘Data Products 
and Services Catalogue Working Group’, 
and ‘Health and Care Data Returns 
Working Group’, provide opportunities for 
sharing good practice, enhancing data collection processes to be more efficient 
whilst meeting the needs of the user, and providing insightful data intelligence.  
Further work needs to be done to consider how best to support care homes in 
gaining access to appropriate learning and support, for example the Digital and 
Data Capability Framework on the TURAS site. 

Furthermore, data producers all have a role in sharing their expertise in 
working with care home data (and linked care home data). Some of this 
knowledge exchange could be achieved via the new Data User Network. 

 

https://publichealthscotland.scot/our-organisation/partnerships-and-collaboration/local-intelligence-support-team-list/about-list/
https://publichealthscotland.scot/our-organisation/partnerships-and-collaboration/local-intelligence-support-team-list/about-list/
https://publichealthscotland.scot/our-organisation/partnerships-and-collaboration/local-intelligence-support-team-list/about-list/
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Local Resource: Local Intelligence Support Team (LIST) 
The Local Intelligence Support Team (LIST) at Public Health Scotland (PHS) 
provide data and analytical support to all 31 Health and Social Care 
Partnerships (HSCPs) and as many GP clusters concurrently as resources allow. 
LIST undertake a broad range of work with HSCPs to source, analyse and/or 
develop data and intelligence to support decision-making. A vital part of the 
LIST operating model (as demand frequently exceeds capacity) is that the work 
the team undertakes is agreed with key contacts in each HSCP area, reflecting 
where they feel LIST input can best add value, in complement to local capacity 
and knowledge. 

LIST support is tailored to requirements and can involve any or all of the 
following, depending on need: 

• As much as possible, sourcing/analysing pre-existing, nationally collected 
data; 

• If national data not (fully) suitable, sourcing/analysing pre-existing, 
locally held data (where granted access by local partners, in accordance with 
Information Governance procedures in that HSCP area); 

• If pre-existing data not (fully) suitable, supporting the development and 
usage of bespoke local data. 
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Quality and completeness of existing data 
The Code of Practice for 
Statistics states that the quality 
of data can be measured by 
their accuracy and reliability, 
coherence and comparability, 
and timeliness.   

As part of the Care Home Data 
Review’s stakeholder 
engagement36, data users 
highlighted issues with the 
quality, timeliness and 
completeness of care home 
data. 

Inconsistent data 
definitions / coverage 
Potential inconsistencies in 
terminologies, definitions and 
coverage of data collections 
both across local areas and 
individual data collections limit the ability to produce consistent and 
comparable data. As previously noted, if data definitions are not consistently 
understood and applied then the data collected may not be useful for the 
purpose they are collected – and in some cases may be misleading. Some of 
these inconsistencies should be improved by the recommendations outlined in 
other chapters (i.e. Standardisation).  

Users also noted that different collections sometimes cover different care 
home populations, however this is not always clear in the presentation of the 
data. Users requested that producers of statistical publications provide greater 
clarity around the population covered by the different data collections, for 
example, what care home residents are included or excluded. 

Timeliness of access / publication 

As noted in the Data Gaps section, the usefulness of data and analysis can be 
reduced by the length of time it takes to publish the analysis. The need for 
timely statistics was raised in the OSR report:  

https://code.statisticsauthority.gov.uk/
https://code.statisticsauthority.gov.uk/
https://osr.statisticsauthority.gov.uk/publication/adult-social-care-statistics-in-scotland/
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“Policy makers, care providers, residents and their families therefore 
need timely and insightful statistics to help make decisions.” 

Understanding the different needs and uses of data will also allow us to 
evaluate the trade-off between the timeliness of data versus the quality of the 
data required.  For some purposes, fully quality assured data is required to 
allow a full and rich analysis of the data, whereas in other cases the important 
aspect is having data “good enough” in time to inform decisions. 

Data providers noted that, depending on the purpose, data can be out of date 
as soon as submitted. They noted that what is required is data that would 
allow forward planning based on future demand, which will require more 
context around the complexity of care. 

Incomplete coverage / low response rates 
Feedback to the review stated it would be useful to have information 
disaggregated to a more local / granular level to help inform local 
understanding and decision making. Users noted that data is not always 
available at the required level or where it is available, it is sometimes not 
deemed accurate enough to use. The Code of Practice for Statistics states that 
“data should be coherent across different levels of aggregation, consistent 
over time, and comparable between geographical areas, whenever possible.”  

Data providers suggested that incomplete coverage or low response rates may 
be down to data providers not accurately knowing the information that is 
being asked for. For example, as part of the Care Inspectorate Annual Return, 
information is asked about Hospital Acquired Infection. Feedback to the review 
suggested that some care homes, particularly those without nurses, may not 
get passed on relevant health information when a resident is discharged from 
hospital to a care home, meaning data submitted by care homes may be 
incomplete. 

To properly assess quality and completeness of data, organisations responsible 
for national data collections should undertake a full review of quality and 
completeness of each data source. For those data items / sources which are 
not considered robust, the organisations responsible for these data collections 
should:  

• Work with the care home sector to improve or stop the data collection 
or variables within the data collection 
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• Investigate the potential to pause or stop some collections in order to 
divert resource to data and process development  

• Investigate the potential to use data linkage to improve data quality and 
completeness (e.g. linkage of Scottish Care Home Census to National 
Records of Scotland’s deaths data) 

Building trust in statistics 
As noted previously, issues around data quality and completeness have led to 
some of the data collected not being reliable/ insightful enough to use. This 
leads to a situation where providers still have the burden of data provision, but 
this is not offset by any benefit as the data is not used. Where data quality is 
known to be an issue, it is important that data producers work with data 
providers and look to both improve the quality of their statistics and provide 
assurances to data users by being accountable and transparent, to increase the 
trust in the statistics. 

The Code of Practice for Statistics sets out the standards for data producers 
and provides assurance to the public that the data collection, methods and 
publication uphold to best practices. In order to demonstrate they adhere to 
the highest data standards, national data collections which are pivotal in 
providing robust evidence for the care home sector and the public should 
adhere to the principles of the Code.  

Addressing the problems relating to data quality and insight should be helped 
by the rationalisation, standardisation and communication recommendations. 

 

https://code.statisticsauthority.gov.uk/
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Data quality, insight and relevance: Aims and 
recommendations  
Aims Recommendations 
Improve the findability and 
accessibility of information 
about data collections, analysis 
and publications.  

Bring together and publish information on 
care home data collected by national 
bodies in a central data catalogue. This will 
contain variable level data and show basic 
information (or metadata) about each 
data collection, such as its purpose, 
frequency and provide information on the 
benefits of the data collection.  
Data producers to make available 
metadata for published datasets and share 
on open data platforms (e.g. 
Statistics.gov.scot) to increase visibility of 
care home data. 

To work with the Care Sector to 
ensure that all data collections 
are timely, accurate and add 
value. 

Data producers for national data 
collections to undertake a variable-level 
review of quality and completeness for 
each data source, and work with the care 
home sector to improve or stop the 
collection of data known to be of poor 
quality. 
Data producers to consider the timeliness 
of data outputs and the potential to 
release less validated data as provisional 
outputs, if considered useful and not 
misleading. 

Ensure we help readers to 
understand the key insights 
being derived from the analysis 
of data.  

Data producers to use data users networks 
and other means to review products / 
outputs for the main data collections and 
ensure analysis is presented in a way that 
meets the needs of different data uses. 
Data producers to work together to 
improve the coherence of published care 
home data in line with Office of Statistics 
Regulations (OSR) recommendations. 
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Work to increase trust in our 
statistics. 

Data Producers to adhere to principles of 
the Code of Practice for Statistics for our 
key national data collections and 
publications. 
Investigate the potential to use data 
linkage to improve data quality and 
insights (e.g. linkage of Scottish Care 
Home Census to National Records of 
Scotland’s deaths data). 

Work with the wider sector to 
improve local context and 
improve insight and quality from 
data  

Work with local partners to help share 
good practice and to provide additional 
support around making data collections 
more efficient, providing additional 
analysis and support for interpretating 
analysis. 
Where appropriate, work with the 
research and innovation sector to improve 
insight & data quality. 
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Communications 
This section covers the 
communication between data 
producers and providers. Ways of 
communicating with data users, to 
improve accessibility, understanding & 
insight from data are covered in the 
Data quality, Insight and Relevance 
chapter. 

A strong theme to emerge from the 
Care Home Data Review (CHDR) was 
communication. Particular challenges 
raised included the need to improve 
the guidance and support for 
providing data. Data providers noted 
that some definitions and recording 
guidance lack clarity, therefore 
providers interpret what data is being 
requested differently. This impacts on both the burden of provision and the 
usefulness of the data provided. In addition, feedback suggested that 
submission deadlines are sometimes very tight or unclear and providers 
suggested that advanced input / notice and improved communication around 
data collection timetables or sign posting where these are available would be 
beneficial and allow better planning. 

Further communication challenges were raised around the lack of feedback on 
why data is collected or how it is used. Care Homes, local authorities and 
HSCPs often felt they were providing data into a ‘black hole’, with no 
communication about where (or even if) their data was published or what it 
was used for. Data providers said they wanted to know the purpose and the 
benefits of each data collection, and to have information shared back, so they 
could understand the difference their data is making.  

HSCPs can reach out to their local LIST (Local Intelligence Support Team, PHS) 
contact for bespoke analytical support on the availability and use of national 
and local health and social care data to help meet their needs.  LIST undertake 
a broad range of work with HSCPs that is agreed and prioritised with key 

https://publichealthscotland.scot/about-us/working-with-us/partnerships-and-collaboration/local-intelligence-support-team-list/contact-list/
https://publichealthscotland.scot/about-us/working-with-us/partnerships-and-collaboration/local-intelligence-support-team-list/contact-list/
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contacts in each HSCP area. We need to work to ensure that all data providers 
are clear of the benefits of data provision. 

Clarity for data providers 
Good communication is key to the success of any data collection cycle. Data 
providers need to have a clear understanding of the reasons for each data 
request and the timescales for submission. Care home residents and the 
workforce need to have the opportunity to be informed about how and why 
data about them is being shared (privacy notice).  

In order to improve the transparency around data requests across the year and 
help data providers plan for these requests, national data producers will work 
together to provide a central care home data hub website with links to all the 
documents associated with the national care home statistical data collections, 
including guidance notes, privacy notices, and publications. In addition, 
national data producers will publish, where possible, annually in advance, 
timescales for all routine data collections. 

The care home analytical community has a vital role in communicating the 
benefits and impact of Scotland’s care home data assets. This will lead to more 
insightful evidence to shape decisions around care for residents, the care home 
workforce and the wider care home sector. To help achieve this, the Care 
Home Data Working Group will work with the care home analytical community 
to articulate and share the benefits of care home data (how the data are used 
to inform policy / operational practice) with the care home sector and the 
public for example, via the care home data hub website, contributing to 
newsletters, and in an annual letter to data providers from Scottish 
Government. 

Case study: Listening and learning: A qualitative study 
of Scottish care home staff experiences of managing 
COVID-19, Dr Jenni Burton, University of Glasgow  
A short video and accompanying single-page infographic were produced to sit 
alongside the academic paper summarising qualitative research interview 
findings from the Listening and Learning study. This was done to achieve 
further impact, wider reach and accessibility of complex findings in a sensitive 
area. 

 

https://vimeo.com/carehome/listeningandlearning
https://www.gla.ac.uk/media/Media_1007253_smxx.JPG
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-023-04251-z


 

47 

 

Communications: Aims and recommendations 
Aims Recommendations 
Improve advance notice of 
collections, guidance notes and 
documentation relating to data 
collections. 

Create data collection and publication plans 
that bring together relevant national care 
home data collection documentation and 
provide data providers the timetable for all 
routine data collections throughout the 
coming year. 

Demonstrate the benefits of 
care home data (build 
understanding, inform decision 
making etc). 

Care home analytical community to 
articulate and share the benefits of care 
home data with stakeholders, for example, 
through the data user networks, 
contributing to Care Inspectorate 
newsletters, inclusion in an annual letter to 
data providers from SG. 

Improve knowledge exchange 
between the care home sector 
and the care home analytical 
community and ensure the care 
home sector has a voice with 
regards to national data 
collections, and corresponding 
outputs. 

CHDR partners to work with data provider 
network to both inform the content and 
frequency of data collections and consider 
the desired outputs to be shared back with 
the sector. 
Use data user networks to discuss current 
outputs and what changes could be made 
(short, medium & long term). Ensure data 
outputs meet the needs of as wide a range 
of stakeholders / uses as possible and 
improve the understanding of, and 
outcomes for, people living in care homes. 
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Data Sharing 
Current data sharing  
Feedback to the review was clear 
that, while some data sharing does 
exist, we are not currently fully 
benefitting from the potential for 
data sharing data across 
organisations. As previously noted, 
the limited sharing between data 
producers has contributed to there 
being multiple data collections, 
leading to a confusing data 
landscape, increased data provider 
burden, and a less efficient use of 
both sector and analytical resource 
across organisations. Conversely, 
where we have invested time and 
resources in sharing data between 
national producers, we minimise 
duplication for data providers and 
often improve the quality and completeness of the data provided.  Data 
providers also expressed frustration that they are not always receiving 
data/information shared back so cannot fully realise the benefits of data 
provision – which, they noted, de-incentivises provision. 

Limited routine data sharing can also be a barrier to our ability to ensure that 
the right data can be accessed by the right people, in a timely manner, to 
inform decision making.  Having safe, transparent and efficient data sharing is 
also key to improving coherence across the data landscape, reducing 
respondent burden and improving our understanding of, and outcomes for, 
those living and working in care homes. 

Wider context 
The data landscape around care homes is complex, with a large number of 
data providers supplying data to various local and national organisations, for 
many different purposes. This complexity can lead to a number of challenges 
for data sharing and create uncertainty if the sharing of some data satisfies 
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legal requirements. Current data sharing arrangements in place may not 
provide for onward sharing or repurposing of data without being rewritten and 
agreed. It is critical that appropriate information governance is in place to 
ensure that any data sharing is legal, appropriate and secure, to ensure that 
the privacy of individuals is protected and there is confidence in the use of the 
data.  

A number of reports have highlighted the potential reasons for, and issues 
caused by, a lack of data sharing between organisations37,38. The Information 
Governance Review carried out by Scottish Governance outlined the need for a  
a streamlined national information governance approach that addresses:  

• Inconsistencies in decisions over the delivery and use of data and digital 
technologies 

• Variation in interpretation of current regulations 

• The risk appetite among organisations, which can obstruct or facilitate 
the realisation of benefits from digital and data-driven health and care 
innovation 

In addition, the Office for Statistics Regulation (OSR) recently published a 
report on Data Sharing and Linkage for the Public Good. This report focuses 
mainly on data sharing and linkage within government for research purposes, 
however OSR note that their findings are relevant for the wider public sector.  
The report looks at 4 main themes: 

• Public engagement and social licence: The importance of obtaining a 
social licence for data sharing and linkage 

• People: The risk appetite and leadership of key decision makers, and the 
skills and availability of staff 

• Processes: The non-technical processes that govern how data sharing 
and linkage happens across government 

• Technical challenges: The technical specifics of datasets, as well as the 
infrastructure to support data sharing and linkage 

The report uses these themes to produce a number of recommendations and a 
roadmap to better data sharing and linkage. 

Data sharing and information governance are also key themes of the Data 
Strategy for Health and Social Care:   

https://www.gov.scot/binaries/content/documents/govscot/publications/consultation-analysis/2022/04/information-governance-review-executive-summary/documents/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland/govscot%3Adocument/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland.pdf
https://www.gov.scot/binaries/content/documents/govscot/publications/consultation-analysis/2022/04/information-governance-review-executive-summary/documents/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland/govscot%3Adocument/information-governance-review-executive-summary-review-information-governance-landscape-health-social-care-scotland.pdf
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2023/07/202307_office_statistics_regulation_data_sharing_linkage_report.pdf
https://osr.statisticsauthority.gov.uk/publication/data-sharing-and-linkage-for-the-public-good/pages/5/#lg_a-roadmap-to-data-sharing-and-linkage-for-the-public-good
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
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“We want a trusted, secure health and care ecosystem where 
data is shared, managed and stored securely, consistently, 
efficiently and transparently.” 

The strategy notes that demonstrating our ability to collect, store and share 
data safely and securely are crucial to public confidence and effective delivery 
of care, whilst ensuring that data is available to the right people at the right 
time for clearly defined purposes. 

The strategy also notes the additional complexities associated with social care 
being provided by a large number of different organisations, using different 
systems/standards and much of the social care data being generated outside 
of the public sector.  

Impact at national level  
Limited data sharing across data producers has contributed to the cluttered 
data landscape and has resulted in increasing the burden on data providers 
and duplication of effort amongst data producers, whilst potentially also 
creating inconsistent and sometimes contrasting evidence.  

Part of the reason for this is it is important to have appropriate information 
governance in place to ensure confidence in the use and security of the data. 
This can take time to develop if there are multiple organisations involved and 
the length of time that it can take to agree data sharing arrangements can 
contribute to the need for separate collections, as organisations are unable to 
obtain data through sharing in the required timescales. This means that every 
organisation that requires to know information about residents in care homes 
asks for the data separately. 

Data sharing was also seen as critical for the rationalisation of data collections, 
as by agreeing questions and definitions between national and local 
organisations / data collections, and sharing data between producers, the 
number of data returns could be significantly reduced.  

The frustration with the current lack of sharing was clear:  

“Data to be shared rather than telling 3 folk [different national 
and local organisations] how many beds are available in 3 
different forms - phone, email and online.” 
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“[We need] robust data sharing agreements to allow sharing 
between organisations working towards the same cause.” 

“Collect once and reuse many times.” 

CHDR Workshop Feedback 

Impact at local level - Inequality of data access 
Data providers expressed frustration that it can be difficult to access data 
which the local authority or HSCP have provided. It was noted that part of the 
rationale for supplying the data in its current format is that it could be linked to 
other data from the area and information shared back to increase the wealth 
of information available for local/national decision makers. However, many 
local areas reported that linked health and social care data was not always 
available in an appropriate timescale / they had never received any linked data 
back.  As noted above, the Local Intelligence Support Team (LIST) provide 
tailored support to HSCPs, which can include facilitating access to health and 
social care data as well as providing bespoke analysis. 

Feedback to the review was that the data people need is not always accessible 
to them in an appropriate timescale. Delays with data sharing can mean that 
by the time data is available, the point at which it may influence a meaningful 
outcome has passed.  

The future local government data platform will aim to deliver tangible benefits 
in terms of timeliness, by giving data providers and requesters a secure, real-
time access to their own data. The data will also be enhanced, providing access 
to analyses and data visualisation directly within the platform, allowing Local 
Authorities to benchmark themselves with others, or explore trends over time. 
The platform will also aim to allow the linkage of datasets where possible, 
increasing the knowledge and insight generated from the data. 

Local Authority, HSCP and care home data providers also noted that they are 
not seeing the full potential benefit of providing data as they noted that very 
little data was being provided back to them, for example for benchmarking 
purposes. Some care home providers requested a more meaningful feedback 
loop, as they noted they can “input data into the systems multiple times” 
without seeing any evidence of its use or impact on their day.  

The lack of consistency in data access is highlighted in the British Geriatrics 
Society’s Smarter Data, Better Care report. The report notes: 

https://www.bgs.org.uk/CareHomesData
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“NHS and local authorities hold various data about people living 
in care homes that is often inaccessible to care home staff, and 
data collected within care homes goes unseen by external health 
and care staff supporting residents”. 

In feedback to the review, care homes noted that having access to social work 
and health information on people using their services “would be 
transformative on outcomes.” 

Analytical capacity 
The current lack of data sharing restricts the analysis that can be done by both 
local areas to inform local decisions, and national bodies to inform planning 
and policy development. At present, the lack of sharing between organisations 
means that there is a siloed understanding of the different data sources, which 
both limits the understanding of the whole data picture and the depth and 
range of possible analysis.  

Sharing of appropriate data could help harness the full analytical power of staff 
working on care home data across organisations and allow access to 
consistent, coherent and timely data across the system. There are a number of 
organisations / people who can analyse care home data and to maximise the 
benefits to be made from it, we need to ensure they have appropriate access 
to data in a timely manner. This would both help to fully utilise the analytical 
capacity in the sector, and also ensure all data users were using, and basing 
decisions on, consistent data.  

Data sharing for research and innovation  
The research and innovation sector have an integral role in providing analytical 
capacity, evidence and expertise to inform policy and practice, to ultimately 
improve care. To identify and answer meaningful questions about care homes, 
residents and the care home workforce, researchers need to be able to access 
good quality timely data and associated metadata.  

National care home data which are aggregated or anonymised (to reduce the 
risk of being able to identify residents or workforce) are increasingly being 
made available via open data platforms, for example Scottish Health and Social 
Care Open Data platform and Statistics.Gov.Scot platform.  

For more sensitive data, or data where there is a higher risk of identifying 
residents or workforce, the information governance landscape is more 

https://www.opendata.nhs.scot/#:~:text=The%20Scottish%20Health%20and%20Social,information%2C%20please%20get%20in%20touch.
https://www.opendata.nhs.scot/#:~:text=The%20Scottish%20Health%20and%20Social,information%2C%20please%20get%20in%20touch.
https://statistics.gov.scot/home
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complex and time-consuming, with no single acknowledged pathway39. For 
requesting access for research purposes to nationally held data by SG, PHS, CI, 
and SSSC there are the following Information Governance procedures in place. 
For research/statistics data held by SG or PHS, researchers can apply to the 
Public Benefit and Privacy Panel for Health and Social Care (HSC-PBPP) or the 
Statistics Public Benefit and Privacy Panel (SPBPP) (Scottish Government data 
only). These panels have been established to scrutinise applications for public 
benefit and information governance requirements. However, it was raised 
during the review that despite the HSC-PBPP being in place: 

“Ensuring there is sufficient expertise [on the Public Benefit and Privacy 
Panel for Health & Social Care] versed in the spectrum of data linkage 
research topics which are needed in Scotland to address key priority 
areas for health, but also for social care is essential to make use of the 
data we have and contribute constructively to improving our 
understanding of the needs of the population and challenges they face.” 

For research/statistics data held by CI or SSSC, researchers can apply for access 
direct to these organisations. 

For access to local care home data (for example data held by care homes), the 
information governance routes are more complex (care homes cover public, 
private, and not for profit sectors), there can be a lack of clarity around data 
ownership, and a lack of consistency around information governance40. There 
can also be additional considerations around commercial sensitivities41. 

Furthermore, depending on the nature of the research / innovation project, 
researchers may have to apply for additional ethical review (see Ethics 
chapter). 

The gaps in the research infrastructure (e.g. a lack of research ready / linkage 
ready care home data, lack of clarity and consistency around information 
governance, and a lack of timely information governance integration) are 
hindering care home (& social care) research and innovation in Scotland. These 
have been highlighted not only in the published literature42 43 44, but also 
during discussions with stakeholders, and outlined in the current health and 
social care data strategy45.  

Making data research ready 
National data producers will work with Research Data Scotland (RDS) and 
Administrative Data Research Scotland (ADR-S) to make national care home (& 

https://www.informationgovernance.scot.nhs.uk/pbpphsc/
https://www.gov.scot/publications/scottish-government-statistics-request-our-data/
https://www.researchdata.scot/
https://www.adruk.org/about-us/our-partnership/adr-scotland/


 

54 

 

social care) data more accessible via the Researcher Access Service. The 
Researcher Access Service is a digital service that makes it quicker and simpler 
for approved researchers to access public sector data for research. Launched 
by RDS in April 2024, the Service enables faster access to public sector datasets 
held in Scotland’s National Safe Haven – a Trusted Research 
Environment which securely houses some of Scotland’s most useful datasets 
for research. 

Case study: Understanding pathways into care homes 
using data – data access challenges 
In 2015 funding was secured from the Scottish Informatics and Linkage 
Collaboration to investigate a very practical applied question to better 
understanding pathways into care homes in Scotland. Scotland was thought to 
be well-placed as a location to undertake this work due to the existence of the 
annual national data resource, the Scottish Care Home Census (SCHC). Despite 
this however, the process was fraught with challenges and delays which have 
ultimately impacted on the timeliness of this important work.  

The first challenges related to the need for a new data source, not previously 
used for linkage, to undergo indexing to the Community Health Index (CHI) 
database, so that individual-level data submitted to the SCHC could be joined 
to other national data sources. The technical skills required to undertake this 
process are specialist and time was required to facilitate this process. Along 
with colleagues working on another social care data resource (The Scottish 
Social Care Survey), a paper summarising the methods and the key 
components of the data resources was published. 

Further challenges were faced when securing permission to use the data for 
research. As this project started early within the Public Benefit and Privacy 
Panel process, additional ethical approval was required for the study, a process 
which has now been simplified. However, although the NHS Research Ethics 
Committee process was relatively uncomplicated, the Public Benefit and 
Privacy Panel process was lengthy and the lack of opportunity to engage 
directly with the panel, to present the work and resolve queries in real-time 
resulted in further delays. It was not always clear what was expected or why 
decisions were made when applying the principles of working with data in a 
secure environment with the safeguards which have been built-in, particularly 
around disclosure control. For example, initially it was advised that Ethnicity (a 
demographic variable in the SCHC) could not be used. This decision was 

https://www.researchdata.scot/our-work/data-explainers/the-researcher-access-service-explained/
https://www.researchdata.scot/accessing-data/information-for-researchers/researcher-approvals-and-training/
https://www.researchdata.scot/our-work/data-explainers/what-are-trusted-research-environments/
https://www.researchdata.scot/our-work/data-explainers/what-are-trusted-research-environments/
https://ijpds.org/article/view/1108
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ultimately reversed when challenged, but raised concerns in terms of 
equalities and inclusion.  

Finally, although all data for the project are held in the National Safe Haven, 
when the project lead changed universities within Scotland, a further long 
period of delay of significant months occurred with new contracts and updated 
data sharing agreements required and thus suspension of access to the data 
and research opportunities. This reflects that existing academic approaches to 
the ownership and oversight of research have not yet adapted to the 
landscape of data linkage, particularly when it uses national infrastructure for 
hosting and management.  

Working with a novel data source which has been collected for a different 
purpose, national statistics generation, requires effort on the part of the 
research team to work with key stakeholders to understand the context of 
data collection and use. This work has been kindly supported by a 
multiprofessional stakeholder group to support the process and is a key 
recommendation to others embarking on data linkage work using a novel data 
source. Ultimately, the Understanding Pathways into Care Homes using Data 
(UnPiCD) study has yielded important results for practice, for policymakers and 
for data researchers. However, this case study highlights key challenges for 
those considering working with national novel data sources and the impact this 
can have on timely research delivery and progress. 

 

Ongoing work 
The ongoing work to improve and streamline information government across 
health and social care is outlined in the Data Strategy for Health and Social 
Care – 2024 update.   

In addition, the Social Care Data & Intelligence Executive Group has set up a 
separate workstream on data sharing and information governance, to manage 
the overall delivery of data sharing across social care data producers and the 
wider social care sector. It is acknowledged that care home data (and the types 
of data in scope of this review) forms only one part of the much wider health 
and social care data landscape. This workstream will align to, and complement, 
the wider work being taken forward to implement the commitments outlined 
in the Health and Social Care Data Strategy, and the National Information 
Governance Plan.  

https://doi.org/10.1093/ageing/afac304
https://www.gov.scot/publications/data-strategy-health-social-care-2024-update-progress-priorities/
https://www.gov.scot/publications/data-strategy-health-social-care-2024-update-progress-priorities/
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The Data Sharing and Information Governance Workstream will co-ordinate 
the overall investigation and delivery of the data sharing potential across social 
care data producers and the wider social care sector. The workstream will 
consider a number of strands for investigating the potential for sharing of care 
home data and what changes may be required to enable this:  

• Sharing data and what changes may be required to enable this between 
national / local bodies to facilitate the streamlining of the data 
collections and improving coherence of evidence base. 

• Sharing back to care homes for the purposes of service delivery, 
planning and improvement  

• Sharing with research bodies to facilitate research and innovation  

A key aspect of this work will be engaging with data owners and stakeholders 
to understand and manage the barriers and risks associated with data sharing, 
along with identifying and advertising more widely the benefits of sharing, 
both in terms of reduced burden and improved understanding of, and 
outcomes for, those living and working in care homes. 
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Data sharing: Aims and recommendations 
Aims Recommendations 
We will work to agree and 
publish a plan to share 
data securely and 
efficiently.  

 

CHDR partners will establish a Data Sharing 
Working Group, containing both information 
governance and data professionals, to progress 
the safe sharing of care home data across 
organisations, where appropriate. The first task 
of the group will be to consider short, medium 
and long term opportunities.  

Working Group will engage with stakeholders 
and manage barriers and risks associated with 
data sharing, and publish / advertise more 
widely the benefits of, data sharing. Produce 
documentation about how we improve sharing 
in social care, and how we do it safely and 
responsibly. 

Ensure the Working Group links into the National 
Information Governance Plan for Health and 
Social Care. 

Work to share added-
value data and analysis 
back to data providers to 
maximise benefits of data 
provision. 

Work with stakeholders to understand what 
data providers would find beneficial to have and 
take forward as a workstream of the Data 
Sharing Working Group. 

Establish and publish a 
timely and efficient 
approvals process for 
accessing care home data 
for research. 

Work with the Public Benefit and Privacy Panel 
for Health and Social Care (HSC- PBPP) and 
Research Data Scotland (RDS)/Administrative 
Data Research (ADR) to facilitate sharing of data 
for research with appropriate information 
governance in place. 
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Care Home Data Ethics 
The data that is generated through the delivery of social care provides a wealth 
of opportunities for research and innovation. Research and innovation can 
improve our understanding of: care and support needs; the delivery of care 
and support; the development of new services; progress towards reducing 
inequalities of access, experiences and outcomes. However, these 
opportunities can only be realised if there are clear and timely information 
governance and ethical routes for accessing, collecting, and using data 
appropriately.  
 

Data Ethics: An emerging branch of applied ethics that studies and 
evaluates moral problems and describes the value judgements related 
to data in order to formulate and support morally good solutions.  

The aim of data ethics is to promote responsible and sustainable use 
of data for the benefit of people and society and ensure that 
knowledge obtained through data is not used against the legitimate 
interests of an individual or group while identifying and promoting 
standards, values and responsibilities that allow us to judge whether 
decisions or actions are appropriate, ‘right’, or ‘good’.  

Source: Data Ethics Framework: glossary and methodology - GOV.UK 
(www.gov.uk) 

Information governance and ethical use of data are closely related. Due to the 
complexities around information governance and ethics, for the purposes of 
this review, care home data information governance is considered in the Data 
Sharing chapter. In this chapter, we set out a summary of the review findings 
from our consideration of the ethical review processes for (adult) care home 
data (also applicable for adult social care data more broadly) for its use in 
research, innovation and statistics. A more in-depth paper about the social 
care data ethics landscape in Scotland and some of the gaps is available on the 
Care Home Data Review webpage. Much of the evidence presented in this 
chapter and in the more in depth paper are sourced from the GEARED UP 
project46.

https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-glossary-and-methodology
https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-glossary-and-methodology
http://www.gov.scot/ISBN/9781836910756
https://www.gov.scot/publications/care-home-data-review/
https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
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Ethical approach 
 
The Health and Social Care Data Strategy47 sets out the ethical approach and 
principles to using all health and social care data in Scotland. The Strategy 
states that “we want to embed an ethical, open, and human rights-based 
approach to the use of health and social care data in Scotland which maintains 
public trust and confidence.” The Strategy outlines the principles for the 
collection and use of health and social care data. 
 
Table: Principles for data collection and use 
Principles Definition 
Beneficial Start with a clear articulation of need, public benefit, and 

risks. 
Responsible Recognise the need to behave in a trustworthy way with the 

use of data and digital technology across systems and 
processes. 

Accountable Be accountable and transparent to independent scrutiny and 
oversight, use reliable practices and work within our skillsets. 

Insightful Our health and social care data contain insights that can help 
us improve services. However, we must identify where there 
are limitations in the data and digital technology being used, 
and recognise unintended bias, while identifying and ensuring 
that approved mitigations are in place. 

Inclusive Ensure that data is accessible in formats that are appropriate 
for everyone. 

Necessary Identify reasonable and proportionate requirements to meet 
the need. 

Observant Implement all relevant legislation and codes of practice (for 
example around the general ethical principles of informed 
consent, confidentiality & anonymity, avoiding harm to data 
subjects / participants and researchers). 

Widely 
Participatory 

Embed the view of the public, through the routine use of 
public participation and co-design. 

Source: Scottish Government (2023) Health and Care Data Strategy 
 
Applying ethical approaches and principles to care home data processing are 
core to all the Care Home Data Review recommendations and subsequent 
work programmes. 
 

https://www.gov.scot/publications/data-strategy-health-social-care-2/pages/1/
https://www.gov.scot/publications/data-strategy-health-social-care-2/pages/1/
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Ethical review 
 
Collecting, analysing or linking data can sometimes involve a degree of ethical 
risk, and/or involve additional burdens or intrusions exceeding those involved 
in providing normal care48. Social care research often focuses on vulnerable 
populations, including older people, individuals with disabilities, or those 
facing mental health issues. This type of research involves unique ethical 
considerations, such as informed consent for individuals with cognitive 
impairments or the balancing of autonomy and protection in decision-making. 
Ethical review and oversight are crucial steps when conducting research, 
ensuring that studies involving people adhere to ethical standards and 
principlesv, thus protecting the rights, dignity and safety of those involved. 
Depending on the nature of the project and the level of risk, additional burden 
or intrusion, approval of a research ethics committee is required (e.g. NHS REC, 
University REC).  
 

Ethical review: “An ethics review must be proportionate to the 
potential risk or harm that the research imposes. Risks should be 
balanced against benefits and, where possible, risks should be 
minimised. Ethical considerations are different where there is minimal 
risk of serious harm, and moderate risk of minimal harm. These 
considerations apply whether the research involves primary use as 
well as the re-use of data.”  
Source: Our expectations of ethics review – UKRI 
 
Research Ethics Committees (RECs): “Research ethics committees aim 
to protect people who take part in research. This helps promote public 
confidence about the conduct of researchers and the dignity, rights, 
safety and well-being of research participants. As a result, more 
people will be encouraged to take part in research. This in turn leads 
to more, better and quicker improvements in health and social care.” 
Source: GAfREC, page 3 

 

 

v For example UK Policy Framework for health and social care research, Government Social 
Research Ethics Guidance, Social Research Association Research Ethics Guidance, Data 
Ethics Framework - GOV.UK (www.gov.uk), National Statistician’s Data Ethics Advisory 
Committee – UK Statistics Authority 

https://www.ukri.org/councils/esrc/guidance-for-applicants/research-ethics-guidance/ethics-reviews/our-expectations-of-ethics-review/
https://s3.eu-west-2.amazonaws.com/www.hra.nhs.uk/media/documents/GAfREC_Final_v2.1_July_2021_Final.pdf
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/uk-policy-framework-health-social-care-research/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1000708/2021-GSR_Ethics_Guidance_v3.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1000708/2021-GSR_Ethics_Guidance_v3.pdf
https://the-sra.org.uk/SRA/Ethics/Research-ethics-guidance/SRA/Ethics/Research-Ethics-Guidance.aspx?hkey=5e809828-fb49-42be-a17e-c95d6cc72da1
https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-2020
https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-2020
https://uksa.statisticsauthority.gov.uk/the-authority-board/committees/national-statisticians-advisory-committees-and-panels/national-statisticians-data-ethics-advisory-committee/
https://uksa.statisticsauthority.gov.uk/the-authority-board/committees/national-statisticians-advisory-committees-and-panels/national-statisticians-data-ethics-advisory-committee/
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Challenges with the current landscape in Scotland 
 
In Scotland, the ethical approval processes for research involving recipients 
and providers of social care are often unclear and complex (see also Annex 2). 
Some social care research is required to undergo review by an NHS or a 
university research ethics committee. For other types of social care research, 
there is no route for independent ethical review. Unlike in other parts of the 
UK, there are also no Research Ethics Committees (RECs) flagged to review 
social care research in Scotland. In some cases, the lack of infrastructure and 
support means that planned research will not take place in Scotland, to the 
detriment of users of social care, the social care sector, and the research and 
innovation sector49. 
 
With regards to innovation, the GEARED UP project states “there are no 
specific or dedicated processes or routes for those wanting to repurpose data 
for innovation or use data on care home residents specifically……. The use of 
both health and social care data for innovation by commercial companies is 
also acknowledged as less than straightforward and in need of improvement to 
ensure that innovation is well supported and inclusive, with sound and secure 
oversight50.” 
 
During the stakeholder engagement and evidence gathering phase of the care 
home data review, it was highlighted that there are numerous challenges with 
accessing social care data for research and innovation. The recently published 
GEARED UP project report also outlines the governance, ethical and practical 
issues with using care home data for research, service evaluations and 
Innovation Challenges/Test Bed work. Challenges include: 
 

• Inconsistencies in accessing social care data, and a complex and time 
consuming process. 

• Some social care research projects have no immediate source of ethical 
review by an independent committee due to the lack of infrastructure 
and support for non-NHS studies. 

• Lack of social care expertise in existing ethical review committees. 
• In England there are 3 RECs that are flagged to review social care 

research in addition to health care research. These three RECs are 
capable of reviewing social care research studies from England, Wales 
and Northern Ireland. Moreover, both Health and Social Care (HSC) RECs 
based in Northern Ireland can also review Northern Irish social care 

https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/social-care-research/
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/social-care-research/
https://bso.hscni.net/directorates/digital/office-for-research-ethics-committees-ni/
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research studies. There are no RECs flagged to review social care 
research in Scotland. 

 
The report also suggests that guidance and signposting be improved to direct 
social care projects towards particular Ethics Reviewing bodies (RECs, ESRC 
(Economic and Social Research Council), Local Authorities etc).  
 
Improving our care home evidence is critical to shaping policy and practice in 
care homes, thus ultimately leading to improvements in care. There are also 
economic benefits with “more money and jobs if the UK environment for 
research attracts international research funders to invest and carry out their 
research here51”. The current ethics infrastructure to support research and 
innovation is complex, time consuming, and inconsistent. This is to the 
detriment of improving care. A number of actions (see Recommendations) 
have been identified to address the challenges around the current ethics 
infrastructure. To take forward this considerable programme of work, a Social 
Care Research Ethics Working Group will need to be established. This working 
group should include representation from a range of national and local 
organisations (e.g. local authorities), NHS REC, academia, care homes, and 
residents / families to ensure any future research ethics guidance and 
infrastructure reflect the needs of the care home sector (and the wider social 
care and social work sector). 
 
The programme of work should consider the recent review of Clinical Trials 
Regulations. Furthermore, the programme of work should also build on the 
work of the GEARED UP project to understand the current ethical review 
landscape in Scotland before ultimately producing a social care data ethics 
guidance for Scotland which should establish a clear route for social care 
research and innovation projects. In addition, the Social Care Research Ethics 
Working Group will be tasked with outlining options to address current 
infrastructure gaps. Any proposed new processes by the working group, should 
where possible, align with social care research / innovation information 
governance applications to ensure efficiency. The new processes should also 
clarify when a project will need ethical review and when Information 
Governance is sufficient in managing risk. Much of the above work programme 
will take longer than a year to develop and put in place. However, there are 
some medium term solutions which can be put in place whilst the social care 
research ethics guidance is being developed, for example, consider social care 
representation on RECs (and PBPP (Public Benefit and Privacy Panel), see Data 
Sharing chapter for further information) who are reviewing social care research 

https://www.informationgovernance.scot.nhs.uk/pbpphsc/
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and innovation projects, and improving the sign posting through the current 
landscape. 
 

Case study: ENRICH Scotland 
ENRICH Scotland (Enabling Research In Care Homes) has been funded by CSO 
(Chief Scientist Office) since 2021. It brings together care home staff, residents 
and researchers to facilitate the design and delivery of research, to improve 
the quality of life, treatments and care for all residents. It aims to be a ‘one 
shop stop’ for research in care homes in Scotland and includes an active PPI 
(Patient and Public Involvement) group called RICH Voices who can input into 
the design, delivery and interpretation of studies, and now has around 400 
care homes signed up as ‘Research Ready’. Enquiries from researchers, 
including undergraduate and postgraduate students, has highlighted the lack 
of understanding of ethical processes, and the lack of clarity on how best to 
proceed for different study designs. 

 

https://www.nhsresearchscotland.org.uk/research-in-scotland/facilities/enrich
https://www.nhsresearchscotland.org.uk/research-in-scotland/facilities/enrich
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Ethics: Aims and recommendations 
Aims Recommendations 
 

 

 

 

 

 

 

To embed an ethical 
based approach to the 
use of care home data 
in Scotland which 
maintains public trust 
and confidence. 

Scottish Government (SG) to establish a social care 
research ethics working group comprising 
representation from a range of national and local 
organisations, care homes, residents and other 
social care service users to take forward the 
following: 
i. Building on the GEARED UP project, map the 

current ethical review routes for using social care 
data / undertaking social care research to identify 
gaps and inconsistencies. 

ii. Produce recommendations for addressing gaps in 
the social care research ethics infrastructure in 
Scotland. 

iii. Consider how social care can be represented on 
Research Ethics Committees (RECs) / PBPP who 
are reviewing social care research and innovation 
projects. 

iv. Create and publish guidance on applying social 
care research ethics in Scotland to support the 
review process for social care research and 
innovation by establishing a clear pathway for 
accessing and seeking ethical and governance 
approval for using care home and other social 
care data. 

v. Align (where possible) with social care research / 
innovation information governance applications 
with the aim of achieving an efficient approvals 
process. 

Chief Scientists Office and Digital Health & Care 
Division (SG) to ensure the social care research 
ethics programme of work is aligned to any planned 
SG Health & Social Care wide ethics work and SG 
wide ethics work. 
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Data Systems & Standardisation 
The Data Strategy for Health and Social Care and Digital Strategy Delivery Plan 
set out the vision, aims and actions being taken forward across the whole of 
health and social care to both improve digital systems and increase 
interoperability through the adoption and use of common standards.   

When looking at data systems and standardisation, it is recognised that there 
are potential risks in focusing solely on care home data in isolation. As a result, 
many of the potential solutions to issues raised within the Care Home Data 
Review will need to be taken forwards as part of wider programmes of work, 
with the recommendations concentrating mainly on how to ensure alignment 
between the Care Home Data Review and the aims and deliverables of the 
Data Strategy for Health and Social Care and Digital Strategy for Health and 
Social Care. 

Data systems/processes  
The Data Strategy for Health and Social 
Care notes that information systems 
across health and social care do not 
currently make it easy to access and 
share data across organisations within 
the sector. The strategy notes that 
increasing our understanding of the 
existing data available and improving 
our technologies for storing and 
accessing data, will make it easier for 
both professionals and individuals to 
access the right data at the right time. 

Due to the mixed nature of care home 
provision, with public, private and 
voluntary / not for profit providers, 
there are a wide range of systems and 
processes used to generate, capture and record data. These range from paper 
based records to a variety of different electronic Management Information 
Systems (MIS), with differing systems maturity. Feedback from the review 
suggested that, in many cases, the information requested for local and national 
purposes is difficult to extract and provide in the required format. This is 

https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/binaries/content/documents/govscot/publications/strategy-plan/2023/08/care-digital-age-delivery-plan-2023-24/documents/care-digital-age-delivery-plan-2023-24/care-digital-age-delivery-plan-2023-24/govscot%3Adocument/care-digital-age-delivery-plan-2023-24.pdf
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
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exacerbated by multiple requests asking for similar, but subtlety different, 
information.  

The current systems for data provision often require providers going to 
multiple sources and using multiple systems to provide data. Providers also 
commented on the current requirement to use a number of different 
websites/tools to input data for each data collections. In many cases, data is 
required to be manually input rather than extracted from the existing systems 
and this is time consuming and increases the chance of errors. The lack of 
consistent data requests means that data providers have to provide multiple 
datasets to different groups, through different systems. This increases 
workload and frustration. 

Differences in systems / system maturity  
There are large variations in the systems and system maturity used for data 
management across the care home sector, at both individual care home and 
local data provider level.  

The Landscape Assessment of Data and Digital Readiness of Scottish Care 
Homes (LADDeR) study attempted to map the current data and digital 
readiness in care homes, the systems used to collect and store data, and how 
this information is shared with other care partners. The study covered the 
south-east of Scotland and found that the majority of cares home still use 
paper based management systems. 

Furthermore, despite being out of scope of this review, it is recognised that 
there are issues around digital connectivity within some care homes which will 
impact on data processes. In the LADDeR study52, 43 care homes answered 
questions on digital connectivity. All had wireless internet connection 
capabilities, however, “most care homes have less than optimal internet 
connection. Poor connectivity and regular service interruptions are 
experienced by 18%, and a further 40% report service is interrupted at times 
and long loading times.” 

Changes at Local Government level 
The local government data platform will fundamentally change the reporting 
landscape, by introducing a local government owned data broker between 
local authorities and data producers / requesters. The platform will manage 
and orchestrate the collection of data, collating returns from individual 
authorities into a single dataset, and will drive improvements in data quality, 
timeliness and standardisation. The platform will be designed to integrate with 

https://www.ed.ac.uk/sites/default/files/atoms/files/ladder_study_2022.pdf
https://www.ed.ac.uk/sites/default/files/atoms/files/ladder_study_2022.pdf
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the existing and the future wider data ecosystem, by using secure and efficient 
methods to transfer and give access to data. 

Management Information Systems 
Although decisions around resourcing Management Information Systems are 
decided locally and are out of scope of this review, there are some actions 
which can help data providers when they are procuring or modifying their 
Management Information System. For example, the mandating of data 
standards would enable systems suppliers to understand the minimum data 
requirements and formats expected by the local and national data collecting 
organisations. A potential option for implementing data standards could be 
through procurements contracts. Standardisation is covered further below. 

Case study: Care Homes Assessment Tool 
Data collection and usage can be enabled by digital technologies. DHI (Digital 
Health & Care Innovation Centre) and Scottish Care collaborated with a range 
of partners on the live testing of an innovative Care Home Assessment Tool 
(CHAT) in Lanarkshire and Glasgow which spanned 3 waves of the Covid-19 
pandemic (Aug 20 – June 22). CHAT aimed to aid communications between 
care homes and GP practices to support local operational decision-making and 
enable rapid access to external clinical support for deteriorating resident 
situations. The project highlighted some of the issues with the current digital 
landscape. 

The CHAT application itself was considered very simple and easy to use by care 
home staff, but a more sophisticated approach would be required to match 
individual resident need to the most appropriate external service out with the 
specific challenges of the pandemic. There is significant variation in care home 
service models across Scotland, with complex relationships in place with a 
wide range of health and support service providers but where data sharing 
could provide significant resident, staff, and organisational benefits.  

CHAT identified the importance of establishing an overarching national Product 
Owner and the need to integrate digital solutions within a wider ICT system 
architecture if they are to be adopted at scale and support the efficient 
transfer and storage of data.  
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The interim use of secure email was used in CHAT as a rapid communication 
channel between care homes and GP practices, but this did not automatically 
transfer data into the GP Docman system, creating risk and inefficient 
pathways. Data quality and lack of interoperability between legacy systems are 
systemic problems which will require national level decisions and investment. 

Digital applications should also provide multi-directional data flow between 
the care home, GP practices/Out of Hours Services and expand the resident 
data to include non-infection related conditions. 

There are also significant challenges in navigating and aligning information 
governance and compliance processes and documentation across different 
providers and sectors. These need to be clear, streamlined and be 
accompanied by readily available professional IG support if they are not to be 
seen as barriers to innovation.  

The requirement for a consistent national approach to support Care Homes 
staff training and digital upskilling was also a key finding.  

 
Ongoing work - systems 
As noted above, the systems issues raised in the Care Home Data Review are 
only one part of much wider considerations relating to improvements in 
technology and infrastructure across the whole of health and social care.  

The Data Strategy for Health and Social Care – 2024 update outlines the 
improvements already made to digital infrastructure and the tools available to 
improve the way that we collect, store and analyse data. The document also 
sets out the priority areas 2024-25. Two key developments for improving 
access to data for both the public and professionals are the development of 
the National Digital Platform (NDP) infrastructure and the Integrated Social 
Care and Health Record.  

The Technical Design Authority was established in February 2024 to provide 
assurance on the development of the blueprint for Scotland’s digital and data 
systems. The blueprint will reduce the variety of architecture in use and bring 
consistency to improve and align data infrastructure across health and social 
care. In addition, it will provide IT suppliers with clarity and understanding of 
the system and help better manage contracts. 

https://www.gov.scot/publications/data-strategy-health-social-care-2024-update-progress-priorities/
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Case study: Expanding the use of CHI (Community 
Health Index) in social work and social care 
COSLA and COSLA’s Digital Office have been exploring the benefits and risk of 
using CHI in Local Government to support more effective data matching and 
data sharing. Engagement took place from January to June 2024 with a wide 
range of stakeholders including Local Government professional groups, NHS 
colleagues, Third and Independent sectors and people with lived experience to 
inform their thinking and ensure alignment with broader Local Government 
and national work. The engagement has enabled groups to provide feedback 
and insights into existing programmes of work where the use of CHI could 
potentially bring added value and support the proof of concept. 

There are many potential benefits to adopting CHI in Local Government such 
as:  

• supporting data linkage and improve data quality  

• act as a verification tool for accessing the Digital Front Door and the 
Integrated Social Care and Health Record  

• support sustainable person-centred public services and reduce inequalities 
within Scotland’s current fiscal challenges, ageing demography and 
recruitment and retention challenges  

• support integrated health and social care and delivery of better outcomes 
to people accessing services  

• reduce duplication in the system  

• reduce the need for people to repeat information multiple times  

• increase capacity in an already stretched system 
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Standardisation 
As noted previously, the care home 
data landscape is complicated by 
having a large number of different 
organisations involved in the provision 
of care, using different systems and 
standards and with differences in data 
maturity across local areas. The lack of 
standardisation and harmonisation can 
lead to inconsistent data to inform 
decisions, reduce comparability and 
interoperability, increase the data 
collection burden, and make it difficult 
to reuse data. It was noted in the 
review that data standardisation, and 
sharing, are critical to rationalising the 
current data landscape. 

As with the development of system 
solutions, the work to establish 
common data standards for care home data will be only one part of much 
wider work ongoing to develop standards across the whole of health and social 
care.  

The Data Strategy for Health and Social Care commits to setting out the 
preferred data standards for use across the sector to drive up common 
approaches to the way in which data is captured, to facilitate interoperability 
and make it easier to reuse and link data.  The Digital Strategy Delivery Plan 
similarly notes the planned programme of work “to set out our approach to 
the introduction of legally mandated standards for the safe and effective 
sharing of information across health and social care, under the powers 
proposed by the National Care Service (Scotland) Bill”.  

The Data Standards Sub Board has been established to allow COSLA and the 
Scottish Government to lead work to set out the preferred standards for use 
across the health and social care sector, to oversee and take forward a 
common approach to the way in which data is captured. Data definitions and 
standards that should be applied to and across data collections fall within the 
scope of the Sub Board. It is important that any consideration by the Care 
Home Data Working Group of data standards and definitions for use across 
care home data collections is linked into the work of the Data Standards Sub 

https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/binaries/content/documents/govscot/publications/strategy-plan/2023/08/care-digital-age-delivery-plan-2023-24/documents/care-digital-age-delivery-plan-2023-24/care-digital-age-delivery-plan-2023-24/govscot%3Adocument/care-digital-age-delivery-plan-2023-24.pdf


 

71 

 

Board. Members from the Care Home Data Review Working Group will sit on 
the Data Standards Sub Board to ensure alignment and will be able to 
contribute directly to this area of work. For example, a key aspect of this work 
will be the mapping of existing data standards and data collections. The data 
mapping work carried out as part of the review, and associated metadata, will 
help to provide the relevant information for care home data. 

In addition to linking into the longer term wider programme of work on data 
standardisation, the Care Home Data Working Group will look to consider 
potential quick wins for aligning definitions and standards across care home 
data collection. For example, there is currently a discrepancy between 
locations categorised as care homes on the PHS locations list, also used by NRS 
for care home deaths data, and those legally permitted to operate as a care 
home as set out on the Care Inspectorate register of services. Work is being 
taken forward across SG, PHS, CI and NRS to look to align the definition of a 
care home used in our statistics. This will allow a more consistent picture of 
care home information across organisations. 
 
Similarly, several of the national data collections ask for information about 
residents’ client group (for example, Dementia, Learning Disability). However, 
during the mapping of the data landscape, it was evident that there is a lack of 
standardisation across the data collections thus increasing burden and also 
introducing greater complexity in working with, and in understanding analysis 
about care home residents due to the inconsistencies.  Where differences in 
definitions are identified across collections, the Care Home Data Working 
Group will work with the organisations responsible for these collections, along 
with providers and users, to investigate the potential for aligning definitions. 

As well as specific work to consider standardisation, some of the other 
recommendations from the review should also help with ensuring a more 
standardised approach to data collection. For example, the setting up of data 
networks and a process for establishing new data collections to help ensure 
that data asks are consistently understood and aligned. 
 

https://www.gov.scot/publications/care-home-data-review-data-mapper/
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Data Systems & standardisation: Aims and 
recommendations 
Aims Recommendations 

Improve data systems and 
interoperability 

 

Link in with the wider work on improving 
data infrastructure and interoperability as 
part of the Digital Health and Care Strategy.  

Work with local government partners to 
explore alignment of work on care home 
data to the Local Government Data 
Platform project. 

Continue to explore existing systems and 
real-life care home data capture in order to 
better understand and inform required 
improvements. 

 

Agree consistent standards and 
definitions for use across care 
home data collections. 

Link in with the work of the Data Standards 
Sub-board for health and social care. 

Investigate the potential for national data 
collections to align with appropriate 
standards set by work being led by Scottish 
Government and COSLA, working with 
relevant stakeholders. 

Scope out the work required and the 
potential for data producers to ensure 
national care home data collections, and 
national datasets which have a care home 
flag / code, use the Care Inspectorate care 
home definition and unique identifiers to 
ensure consistency, and enable data 
linkage, across datasets. 
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Achieving Our Vision 
As stated at the start of this report the vison for care home data is to work in 
partnership across the care home sector and care home analytical community, 
to achieve meaningful, timely, data and analysis to support positive outcomes 
for care home residents and workforce. 

Many of the challenges reported in this review have previously been written 
about53. The COVID-19 pandemic magnified basic and fundamental gaps with 
Scotland’s care home data which impacted on the availability of evidence to 
inform key decision making during this national health & care emergency. A 
priority from this review is to learn from the experiences of the care home 
sector, the care home analytical community, and others, to bring about 
improvement to achieve our vision. 

This review has identified a large number of recommendations for 
improvements around care home data. As previously noted, implementing 
these recommendations will require a considerable programme of work and 
will require resource from across the care home sector. The Care Home Data 
Working Group will bring together a wide range of stakeholders from across 
the sector to consider the prioritisation, sequencing and resourcing of work to 
implement the recommendations from the review, and present options to the 
relevant governance boards. 

Having a clear accountable governance structure should enable more strategic 
prioritisation and resource allocation across the organisations involved in the 
collection and analysis of care home data. The work of the Social Care Data & 
Intelligence Programme Board, Data Delivery Sub Board and Data Standards 
Sub Board aims to achieve this (see Annex 1 for further information).  

The challenges we face in improving care home data (& the subsequent 
analysis of that data) are exacerbated by the historic focus on health data and 
analysis, that has resulted in an imbalance of resources for data and analysis 
between health and social care. This imbalance was highlighted by the Office 
for Statistics Regulation:  

“This imbalance exists at all levels, from the national bodies responsible for 
publishing statistics down to the teams and systems supporting data collection 
in local areas”. 

https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2020/07/ASC_Scotland-1.pdf
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The resources to undertake the work will need to come from existing 
resources, new resources, or changing the way we work. Resourcing is also 
about how we use and develop the skills and expertise of our care home 
analytical community, sharing and collaborating and using technology to work 
more efficiently. This review is also at a time where across the public sector 
and social care, we are working within constraints (financial and other e.g. 
workforce vacancies) therefore the prioritisation of the recommendations and 
resources will be central to what can be delivered and by when. 

To ensure that we can establish and, importantly, maintain momentum on care 
home data improvement work, data producers may need to investigate the 
potential to pause or stop current analytical collections / outputs in order to 
divert resource to data and process development. Similarly, it may also be 
necessary both now and into the future to consider the potential for any 
pivoting of available wider data and analytical resources across health and 
social care. 

To maximise our limited data resources and increase efficiency, better sharing 
of data between organisations is essential. This will both help reduce 
duplication for data providers and, where appropriate, help fully utilise the 
analytical capacity in the sector and increase the depth and range of possible 
analysis. This is discussed further in the ‘Information Governance’ and ‘Insights 
& Relevance’ chapters. 

Technology is also an important resource, particularly in helping make data 
collections and analysis more efficient and timely. Some considerations 
regarding making better use of technology are considered in more detail in the 
chapter on ‘Data Systems and Standardisation’. The Care Home Data Working 
Group will ensure that issues relating to care home data are included as part of 
the much wider considerations relating to improvements in technology and 
infrastructure across the whole of health and social care.  

The research and innovation sector also have an integral role in providing 
analytical capacity, evidence and expertise to help realise our vision. To 
identify and answer meaningful questions about care homes, residents and the 
care home workforce, researchers need to be able to work in collaboration 
with those who are experiencing care or working to deliver and plan for care. 
More can be done to develop links with the wider research community, and 
this will be set out by the Social Care Analytical Unit (Scottish Government) in 
due course. 
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The Care Home Data Working Group will consider the prioritisation of the 
recommendations from the review and set out a phased programme of work 
for implementation. The Working Group will then lead and manage 
improvements to the care home data landscape, specifically to ensure a 
coherent suite of data collections, reduce the burden on data providers and 
meet the existing and emerging needs of data users.  
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Annex 1: Governance Structure Around Care Home Data Review  
 

Health & Social Care 
Management Board Strategic Leadership Board for 

Digital and Data 
Transformation  

Health & Social Care Data 
Board 

Health & Social Care Data 
Delivery Sub-Board 

  

NCS Data & Digital Board 

  

Near Time Data 
Delivery Group 

Health & Social Care Data 
Standards Sub-Board  

Social Care Data & Intelligence 
Programme Board 

Social Care Data & Intelligence 
Executive Group 

Workstream: 
Care Home 

Data Review  

Workstream: 
Information 

Governance & 
Data Sharing  

Workstream: 
Communications 
& Engagement 

Existing Group 

  New Social Care Data & Intelligence 
Governance 

  
Workstream: 
Unmet Need  

Workstream: 
Changes to 
Social Care 

Data  

Social Care Research 
Ethics Working Group 

Other Working Group 

  

Key 

Workstream: 
Social Care 
Workforce 

Data  
Proposed New Group 
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Annex 2: Flow Chart of Ethical Review Routes for Adult Social Care 
Data in Scotland 

 

  
Is the project social 

care research, 
innovation or 

statistics? 

No Self-assess against  Health & Social Care Data 
Strategy Ethical Approach. 

Other ethical review may be applicable (e.g. local 
procedures). Currently unclear guidance in Scotland. 

Self-assess against  Health & Social Care Data Strategy Ethical Approach. 

 

Yes 

Is the project 
research / 

innovation as 
defined by UK 

Policy Framework 
for health and social 

care research? 

Does the social care 
study: 
- fall within the scope of 
Section 51 of the Adults 
with Incapacity 
(Scotland) Act. 
- involve NHS patients, 
or a mix of NHS patients 
and social care users 

 

Yes 

Apply to 

appropriate 
NHS REC*+  

Yes 

*Note: NHS RECs accept applications for: 
• Clinical trials testing devices, interventions and medical products. 
• Analysis of previously collected data or tissue that could be identifiable. 
• Studies involving unpaid carers that might identify people receiving care / support 

through their use of health and social care services. 
• Adults who lack capacity** 
• Exceptional circumstances where staff participants could disclose 

identifiable and sensitive information that breaches  confidentiality. - 
Extract from the GEARED UP project. 

**Note only one REC (Scotland A REC), established by Regulations made under Section 51 
of the Adults with Incapacity (Scotland) Act 2000, is capable of reviewing research proposals 
that involve adults with incapacity in Scotland.  
+Studies which involve only the secondary analysis of pseudonymised data in a safe haven / 
Trusted Research Environment may be covered by generic ethical approval. Researchers 
should confirm with the safe haven / Trusted Research Environment.   

No 

No 

No 

Yes 
Apply to 

appropriate 
NHS 

REC*+  

Is the project 
social care 
research 

under a wider 
definition? 

Complete ethical review / apply to REC (e.g.  University Ethics, Government 
Social Research Ethics Guidance, Social Research Association Research 

Ethics Guidance).Data linkage projects using the National Safe Haven 
should be covered by the Safe Haven’s ethics approval+. 

Statistical projects 
should check with the 

NSDEC guidance. 

How 
represented is 
social care on 

these NHS 
committees?. 

These ethical 
reviews do not 
specialise in 
social care. 

https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.gov.scot/publications/data-strategy-health-social-care-2/
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/uk-policy-framework-health-social-care-research/
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/uk-policy-framework-health-social-care-research/
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/uk-policy-framework-health-social-care-research/
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-legislation/uk-policy-framework-health-social-care-research/
https://www.legislation.gov.uk/ssi/2002/190
https://www.legislation.gov.uk/asp/2000/4/section/51
https://www.researchdata.scot/accessing-data/information-for-researchers/tres-and-data-access/
https://www.researchdata.scot/accessing-data/information-for-researchers/tres-and-data-access/
https://www.researchdata.scot/accessing-data/information-for-researchers/tres-and-data-access/
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1000708/2021-GSR_Ethics_Guidance_v3.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1000708/2021-GSR_Ethics_Guidance_v3.pdf
https://the-sra.org.uk/SRA/Ethics/Research-ethics-guidance/SRA/Ethics/Research-Ethics-Guidance.aspx?hkey=5e809828-fb49-42be-a17e-c95d6cc72da1
https://the-sra.org.uk/SRA/Ethics/Research-ethics-guidance/SRA/Ethics/Research-Ethics-Guidance.aspx?hkey=5e809828-fb49-42be-a17e-c95d6cc72da1
https://www.researchdata.scot/accessing-data/information-for-researchers/tres-and-data-access/
https://uksa.statisticsauthority.gov.uk/the-authority-board/committees/national-statisticians-advisory-committees-and-panels/national-statisticians-data-ethics-advisory-committee/
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Annex 3: Glossary 

ACC Augmentative and Alternative Communication 

ADR Administrative Data Research (Scotland) 

Anonymised Data Anonymised data is data that does not relate to an 
identified or identifiable individual. This could include data that never included 
anything identifiable – for example, an anonymously filled in opinion survey. 
Anonymous data may be presented as general trends or statistics. Information 
about small groups or people with rare conditions could potentially allow 
someone to be identified and so would not be considered anonymous. Source: 
Information Commissioners Office (ICO) 

CHAT  Care Homes Assessment Tool 

CHDR  Care Home Data Review 

CHD Care Home Data working group 

CHI  The Community Health Index (CHI) is a population register, which is used 
in Scotland for health care purposes. The CHI number uniquely identifies a 
person on the index. 

CI  Care Inspectorate 

CMDS  Core Minimum Dataset 

COSLA  Convention of Scottish Local Authorities 

COVID-19  Coronavirus Disease 2019 

CSO  Chief Scientist Office 

DACHA  Developing resources And minimum data set for Care Homes’ 
Adoption 

Data Controller  The natural or legal person, public authority, agency or other 
body which, alone or jointly with others, determines the purposes and means 
of the processing of personal data. (Source: Information Commissioners Office 
(ICO)) 

Data Ethics An emerging branch of applied ethics that studies and evaluates 
moral problems and describes the value judgements related to data in order to 

https://ico.org.uk/about-the-ico/ico-and-stakeholder-consultations/ico-call-for-views-anonymisation-pseudonymisation-and-privacy-enhancing-technologies-guidance/
https://ico.org.uk/for-organisations/uk-gdpr-guidance-and-resources/controllers-and-processors/controllers-and-processors/what-are-controllers-and-processors/
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formulate and support morally good solutions. The aim of data ethics is to 
promote responsible and sustainable use of data for the benefit of people and 
society and ensure that knowledge obtained through data is not used against 
the legitimate interests of an individual or group while identifying and 
promoting standards, values and responsibilities that allow us to judge 
whether decisions or actions are appropriate, ‘right’, or ‘good’. Source: Data 
Ethics Framework: glossary and methodology - GOV.UK (www.gov.uk) 

Data Linkage  Linking two or more datasets together using a common 
identifier. 

Data / Statistics producer  In this report, these terms refer to the organisations 
responsible for collecting and / or publishing national level statistics on care 
homes (e.g. Scottish Government, Public Health Scotland, Care Inspectorate). 

Data / Statistics provider  In this report, these terms refer to the organisations 
that provide data to the data / statistics producers (e.g. Care Homes, Local 
Authorities, Health & Social Care Partnerships) 

DHI  Digital Health & Care Innovation Centre 

Digital Office  Digital Office support Scottish local authorities with their digital 
transformation 

ESRC  Economic & Social Research Council 

EDIP  Equality Data Improvement Programme 

ENRICH  Enabling Research In Care Homes 

Ethical review  A process which considers and accesses the ethical implications 
of a project. 

FPNC  Free Personal Nursing Care 

GEARED Up  Care Home Data: Governance, Ethics, Access and Readiness 
through an Exemplar Demonstration (report) 

GP  General Practitioner 

HACE  Health & Care Experience Survey 

HSC  Health & Social Care 

HSCP Health & Social Care Partnership(s) 

https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-glossary-and-methodology
https://www.gov.uk/government/publications/data-ethics-framework/data-ethics-framework-glossary-and-methodology
https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
https://ladder.napier.ac.uk/blog/wp-content/uploads/2023/04/GEARED-UP-FINAL-05042023.pdf
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HSC-PBPP  Public Benefit and Privacy Panel for Health & Social Care 

IPC  Infection Protection and Control 

ICT  Information & Communications Technology 

IT  Information Technology 

LAs  Local Authorities 

LADDeR  Landscape Assessment of Data and Digital Readiness of Scottish Care 
Homes (report) 

LASWS  (Scottish) Local Authority Social Work Services 

LIST  Local Intelligence Support Team 

Longitudinal data  Longitudinal studies involve repeated observations of the 
same subjects, allowing researchers to analyse change at the individual level. 
(Source: Longitudinal data and studies — UK Data Service) 

PHS Metadata Catalogue  A searchable database created by Public Health 
Scotland containing metadata on publicly available health and wellbeing 
indicators for Scotland. The catalogue includes data from various sources 
including Public Health Scotland, the Office for National Statistics and the 
Scottish Government. The catalogue can be accessed via the ScotPHO website. 

MIS  Management Information System 

MVP  Minimum Viable Product 

NDP  National Digital Platform 

NHS  National Health Service (Scotland) 

NCS  National Care Service 

Official Statistics Official statistics are statistics produced by Crown bodies 
and other organisations listed within an Official Statistics Order, on behalf of 
the UK government or devolved administrations. They provide a factual basis 
for assessment and decisions on economic, social and environmental issues at 
all levels of society. (Source: UK Statistics Authority) 

Open Data Open data is non-personal and non-commercially sensitive. Open 
data is easily discoverable, accessible to anyone and able to be freely used, re-

https://www.napier.ac.uk/about-us/news/ladder-study-2022
https://www.napier.ac.uk/about-us/news/ladder-study-2022
https://ukdataservice.ac.uk/help/data-types/longitudinal-data-studies/
https://www.scotpho.org.uk/methods-and-data/metadata-catalogue/
https://osr.statisticsauthority.gov.uk/policies/official-statistics-policies/
https://osr.statisticsauthority.gov.uk/policies/official-statistics-policies/
https://uksa.statisticsauthority.gov.uk/about-the-authority/uk-statistical-system/types-of-official-statistics/
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used and redistributed by anyone. Open Data is data made available, via the 
internet, in an electronic format which supports its ready re-use, and with 
open licensing which allows its reuse. 

OSR Office for Statistics Regulation 

PHS Public Health Scotland 

PPE Personal Protective Equipment 

PPI Patient and Public Involvement 

Pseudonymisation  Refers to techniques that replace, remove or transform 
information that identifies individuals, and keep that information separate. 

PSD Practitioner Services Division, NHS National Services Scotland 

Public benefit In general, public benefit can refer to the positive impacts 
that the project will have for the wider public. (Source: Data Ethics Framework 
2018) 

RDS Research Data Scotland 

RECs Research Ethics Committees (e.g. NHS RECs, University RECs) 

RICH Voices Research In Care Homes Voices - patient and public involvement 
group 

RMDS  Adult Social Care Reporting Minimum Data Specification 

Safe haven In Scotland there are four regional safe havens and one national 
safe haven. Each are delivered in partnership between NHS Boards and a 
university. Operating independently to agreed standards they provide advice, 
support and a secure environment for access to a wide range of research 
datasets while protecting the confidentiality of the data. 

SCAU  Social Care Analytical Unit (Scottish Government) 

SCDD  Social Care & Delayed Discharge Dashboard 

SCDIPB  Social Care Data & Intelligence Programme Board 

SCDIEG  Social Care Data & Intelligence Executive Group 

SCHC Scottish Care Home Census 
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Scotstat  Scottish Government’s email notification system for statistics 
publications, events and consultations. 

SG  Scottish Government 

SHT  Safety Huddle Tool (now Turas Care Management Data Collection 

Source Social Care Return  Scotland wide social care data collection (PHS) 

SPBPP  Statistics Public Benefit and Privacy Panel 

SSSC  Scottish Social Services Council 

TCM  Turas Care Management  

ToR  Terms of Reference 

Trusted Research Environment  Trusted Research Environments, or TREs, are 
highly secure computing environments through which approved researchers 
can access de-identified data and work on approved projects of public benefit. 
Within Scotland, TREs are often referred to as data safe havens while in other 
nations, TREs are sometimes known as secure data environments. (Source: 
Research Data Scotland) 

Turas  Digital platform developed by NHS Education for Scotland 

UK  United Kingdom 

UnPiCD  Understanding Pathways into Care homes using Data 

UPRN  Unique Property Reference Number 

WSW  Whole System Winter Dashboard 

https://academic.oup.com/ageing/article/51/12/afac304/6964930?login=false
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