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Plain language summary

The COVID-19 pandemic showed that we lacked basic information about how many people lived in care homes.
Information was not collected in the same way or was easily shared between different organisations responsible for
residents’ care. The Developing resources And minimum data set for Care Homes’ Adoption study aimed to improve
how research is done in care homes and to provide a single source of information (minimum data set) about residents
for people working in and with care homes.

We completed two evidence reviews about doing research in care homes and combined information about 5600
residents from completed studies to be used in future research.

A survey of care homes in England told us what care staff recorded in residents’ notes. A review of how minimum data
set were used internationally and their content were used to inform the content of the planned minimum data set and
how to support staff to use it. We asked people with different experiences of living, working and visiting care homes
about the information they would need from an minimum data set.

To create an minimum data set, with information about residents’ health and care, we linked information from digital
care home records for 727 residents, with their information held in routine National Health Service and social care data
sets. We added additional measures, including ones to capture residents’ quality of life to care home records. We also
did exploratory work on developing an minimum data set for people receiving care at home.

We showed how important it is to use tools and research methods that truly reflect what it is like to live and work in

a care home. Plus, the involvement of care home staff in planning research reduces the risk of study failure. The study
minimum data set could reduce duplication and fragmentation of residents’ information supporting better care, and staff
were able to complete the additional measures. Further work is needed to improve how information is linked, especially
to general practitioner records, how staff receive feedback and help staff to use minimum data set information to make
decisions. A future priority is to develop an minimum data set that includes people receiving care at home.
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