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Abstract

Factors influencing effective data sharing between health care
and social care regarding the care of older people: a qualitative
evidence synthesis

Sian de Bell®,” Zhivko Zhelev®,! Alison Bethel®,! Jo Thompson Coon®!
and Rob Anderson®?

1Exeter HS&DR Evidence Synthesis Centre, Department of Health and Community Sciences, University
of Exeter Medical School, University of Exeter, Exeter, UK

"Corresponding author s.c.de-bell@exeter.ac.uk

Background: Sharing data about patients between health and social care organisations and
professionals, such as details of their medication, is essential to provide co-ordinated and person-
centred care. While professionals can share data in a number of ways - for example, through shared
electronic record systems or multidisciplinary team meetings - there are many factors that make
sharing data across the health and social care boundary difficult. These include professional hierarchies,
inaccessible electronic systems and concerns around confidentiality. Data-sharing is particularly
important for the care of older people, as they are more likely to have multiple or long-term conditions;
understanding is needed on how to enable effective data-sharing.

Objectives: To identify factors perceived as influencing effective data-sharing, including the successful
adoption of interventions to improve data-sharing, between healthcare and social care organisations and
professionals regarding the care of older people.

Methods: MEDLINE and seven further databases were searched (in March 2023) for qualitative and
mixed-methods studies. Relevant websites were searched and citation-chasing completed on included
studies. Studies were included if they focused on older people, as defined by the study, and data-
sharing, defined as the transfer of information between healthcare and social care organisations, or care
professionals, regarding a patient, and were conducted in the United Kingdom. Purposive sampling was
used to obtain a final set of studies which were analysed using framework synthesis. Quality appraisal
was conducted using the Wallace checklist. Stakeholder and public and patient involvement groups were
consulted throughout the project.

Results: Twenty-four studies were included; most scored highly on the quality appraisal checklist. Four
main themes were identified. Within Goals, we found five purposes of data-sharing: joint (health and
social care) assessment, integrated case management, transitions from hospital to home, for residents
of care homes, and for palliative care. In Relationships, building interprofessional relationships, and
therefore trust and respect, between professionals supported data-sharing, while the presence of
professional prejudices and mistrust hindered it. Interorganisational Processes and procedures, such

as a shared vision of care and operationalisation of formal agreements, for example data governance,
supported data-sharing. Within Technology and infrastructure, the use of technology as a tool supported
data-sharing, as did professionals’ awareness of the wider care system. There were also specific factors
influencing data-sharing related to its purpose; for example, there was a lack of legal frameworks in the
area of palliative care.
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ABSTRACT

Limitations: Data-sharing was usually discussed in the context of wider initiatives, for example
integrated care, which meant the information provided was often limited. The COVID-19 pandemic
has had significant impacts on ways of working; none of our included studies were conducted during or
since the pandemic.

Conclusions: Our findings indicate the importance of building interprofessional relationships and
ensuring that professionals are able to share data in multiple ways.

Future work: Exploration of the impact of new technologies and ways of working adopted as a result
of the COVID-19 pandemic on data-sharing is needed. Additionally, research should explore patient
experience and the prevention of digital exclusion among health and social care professionals.

Study registration: The protocol was registered on PROSPERO CRD42023416621.

Funding: This award was funded by the National Institute for Health and Care Research (NIHR) Health
and Social Care Delivery Research programme (NIHR award ref: NIHR135660), as part of a series of
evidence syntheses under award NIHR130538, and is published in full in Health and Social Care Delivery
Research; Vol. 12, No. 12. See the NIHR Funding and Awards website for further award information.
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Plain language summary

What is this review about?

Health and social care organisations and professionals need to share data about older people. Data - for
example, details of medication - can be shared in different ways, for example electronic records systems,
team meetings. Sharing data is important, especially for people with multiple or long-term conditions

as they may need co-ordinated help from health and social care services. However, professionals often
find it difficult to share data. For example, they may have concerns about confidentiality or may not have
access to the same electronic record systems. This review investigated factors that influence data-
sharing between health and social care.

What studies are included?

We found 24 studies that used methods such as focus groups or interviews.

What are the main findings?

We found five main purposes of sharing data in the studies:

to assess people’s need for health and social care
to co-ordinate care for people with existing needs
to help people move from hospital to home

to care for people living in care homes

e to support end-of-life care.

Factors that help health and social care professionals share data include:

e having trust and respect for each other
e having suitable policies and processes in place between their organisations
e having an awareness of why other professionals need data.

New technologies can help professionals share data, but they need to be part of the normal way that
people work.

What do the findings mean?

These findings could help to improve data-sharing as they show that professionals need multiple
ways of sharing data. They also suggest more research is needed so that new technology supports
data-sharing.
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PLAIN LANGUAGE SUMMARY

Stakeholder and public and patient involvement

Stakeholders - for example, doctors, social workers, and public and patient representatives - provided
feedback throughout the project.

How up to date is this review?

The review contains studies published between 1995 and March 2023.

XViii
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Scientific summary

Background

Globally, and in the UK, the population is ageing, with implications for health and social care services.
Older people are more likely to have multiple or long-term conditions. Care provision for patients with
multiple conditions can be complex, requiring co-ordination and integration between health and social
care organisations and professionals. The potential benefits of integrated care, which include improved
clinical outcomes, patient and carer experiences, and cost-effectiveness, are recognised in the UK in
policy and practice for example, the development of Integrated Care Systems, which are supported by
the NHS Long Term Plan.

However, barriers exist to integrated working: information technology and data-sharing have
consistently been identified as issues. Data-sharing has interorganisational and interprofessional aspects,
with specific conditions (e.g. policy, legal and ethical frameworks) needing to be in place to allow
individual professionals to share information about service users. Professionals can share data in a
number of ways, including shared electronic records systems and multidisciplinary team meetings, which
are often complementary. Different professional groups differ in terms of their information needs (e.g.
content and format of data) as well as their usage and contribution to the data-sharing system (e.g.
collecting and updating information). Further factors affecting data-sharing between professionals
include their professional relationships, the usability of electronic systems, and concerns around
confidentiality.

The provision of information systems that support data-sharing across organisational and professional
boundaries is a long-standing policy objective in the UK. Further understanding is needed on how to
ensure effective data-sharing.

Objectives

We aimed to answer the research question: what are the factors perceived as influencing effective data-
sharing between health care and social care, including private and voluntary sector organisations,
regarding the care of older people?

Our specific research objectives were to:

e identify factors that could potentially influence effective data-sharing between healthcare and
social care organisations, including those in the private and voluntary sectors, relating to the care of
older people

e identify factors that could potentially influence effective data-sharing between care professionals
who work in health care, social care or other organisations providing care for older people

e identify factors that affect the successful adoption or implementation of initiatives to improve data-
sharing between health care and social care organisations and/or care professionals

Methods

Our protocol was registered on PROSPERO (CRD42023416621). We searched MEDLINE, Social Policy
and Practice, EMBASE, HMIC (Ovid), ProQuest Dissertations and Theses Global (ProQuest), CINAHL
(EBSCOhost), Web of Science (Clarivate) and Google Scholar for qualitative and mixed-methods studies, in
March 2023. Relevant websites were also searched and citation-chasing completed on included studies.
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SCIENTIFIC SUMMARY

Included studies focused on data-sharing, defined as the transfer of information between healthcare and
social care organisations or care professionals, regarding an individual patient (e.g. an electronic patient
record). The service user population of focus was older people, as defined by the study, while study
participants could be health and social care professionals as well as older people and their carers.
Studies were included where they focused on factors perceived as influencing effective data-sharing
relating to the care of older people, or influencing the successful adoption or implementation of
initiatives to improve data-sharing. We included only studies conducted in the UK.

A large number of studies met the inclusion criteria (n = 49). This is a problem in qualitative evidence
syntheses because if the volume of qualitative data is too large to allow familiarity with the content, this
can reduce the quality of the synthesis. Purposive sampling was used to select a final set of studies
containing the most relevant information for analysis and ensure the broadest possible range of settings
and populations were included. The process of obtaining this sample involved mapping the included
studies, for example, recording their aims and the richness of the data in the study. Richness of data was
defined as ‘thin’ where studies had very little, and often only descriptive, qualitative data relating to our
review objectives, while ‘rich’ studies had a large amount and depth of qualitative data relating to our
objectives. All data ‘rich’ studies were included in the review (n = 24).

For the included studies, data were extracted on their characteristics, for example, aims, method of data-
sharing and main findings relating to data-sharing. Studies were analysed using framework synthesis,
with an initial framework based on sociotechnical systems theory (which emphasises the importance of
social factors, e.g. working practices, alongside technical factors in the successful implementation of
new technologies). Quality appraisal was conducted using the Wallace criteria. Stakeholder and public
and patient involvement groups were consulted throughout the project.

Results

The bibliographic database and website searches, along with citation-chasing, retrieved 13,404 records.
Following deduplication, we double-screened 8165 records, identifying 192 reports for assessment at
full text. Of these, 49 studies met our inclusion criteria and, after purposive sampling, 24 were included
in the analysis. The primary reasons for exclusion were that the population of focus was not older people
or that the topic was not data-sharing.

Of the 24 studies included in the review, most studies scored highly on the quality appraisal checklist,
although some questions were consistently answered ‘no’, for example regarding author reflexivity. Just
over half (n = 13) of the studies used a mixed-methods approach, and 11 were solely qualitative, with
interviews being the most commonly used method of data collection.

Studies tended to focus on populations of older people with complex needs such as people with
multimorbidity; some were conducted in specific populations, including people with dementia (two
studies), people with Parkinson’s disease (one study), hip fracture and stroke patients (one study), people
at end of life (four studies) or people living in care homes (two studies). In 11 studies, study participants
were health and social care professionals; 11 studies included patients and carers as well as
professionals; in 1 study, participants were not clearly reported, while 1 study was conducted solely with
older people.

A range of professionals were involved in data-sharing. From the social care sector, these were most
likely to be social workers or care home staff, while nurses and doctors were the professionals most
involved in data-sharing from the healthcare sector, although a greater range of healthcare
professionals shared data, including paramedics, physiotherapists and occupational therapists, among
others. Data were shared in multiple ways; some studies focused on one method of data-sharing, such
as shared records systems (two studies), paper-based records (two studies) or multidisciplinary team
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meetings (one study). Other methods included e-mails, telephone calls and face-to-face conversations,
with multiple (but not all) methods of data-sharing used in most studies.

Findings were organised into four main themes derived from the sociotechnical framework we used as a
starting point: Goals (the specific purpose and context of data-sharing), Relationships (between individual
professionals as well as organisations), Processes and procedures (intra- and interorganisational), and
Technology and infrastructure (the methods and means of data-sharing).

Some of the factors affecting data-sharing identified in the themes were more general and occurred
across settings and populations (e.g. interprofessional relationships); others were context-specific and
easier to analyse when studies were grouped together around the specific purpose and context of data-
sharing (e.g. patients’ and carers’ perceptions of electronic record systems used in palliative care). Within
Gouals, we found five such purposes of data-sharing: joint (health and social care) assessment (eight
studies); integrated case management (eight studies); transitions from hospital to home (seven studies);
for residents of care homes (six studies); and for palliative care (six studies). Studies were grouped into
five clusters based on these purposes of data-sharing (which had some overlap). Studies were analysed
in these clusters throughout the review, cutting across the other three high-level themes: Relationships,
Processes and procedures, and Technology and infrastructure.

In terms of factors that affected data-sharing which occurred in all clusters of studies:

In Relationships, interprofessional relationships were important in supporting data-sharing. Certain
methods of data-sharing, such as multidisciplinary team meetings, offered opportunities for
professionals to build trust and respect and gain knowledge of each other’s roles. Professional prejudice
and hierarchies, leading to mistrust and misunderstanding, hindered data-sharing.

Within Processes and procedures, data-sharing was supported by the wider policy and service delivery
context, for example, the provision of integrated care, which could be used by organisations to build a
shared vision of care. This created a context for formal agreements, for example, detailing mechanisms
for data-sharing or the use of standardised assessment tools, which could then be translated into
working practices. Failure to support new working practices, for example by not providing the necessary
resources, led to a disconnect between policy ambitions and day-to-day reality.

There were two main factors that influenced effective data-sharing in the theme of Technology and
infrastructure. Firstly, it was important that technology was considered as a tool that could be used to
support data-sharing, for recording and retrieving data, and often in addition to other methods of data-
sharing, rather than a solution to all problems with data-sharing. This required consideration of how
professionals interacted with the technology and with each other. Secondly, awareness of the care
delivery system as a whole among professionals, in terms of the information needs of others and their
use of information, also supported data-sharing.

There were specific factors influencing data-sharing in each of the five clusters of studies. In the joint
assessment and integrated case management clusters, cultural differences between organisations and
professionals, and occupational boundaries, were often an issue. Data-sharing in the context of patients
transitioning from hospital to community was affected by the different priority and value placed on this
process by hospital and community-based professionals. Professional status was a particular problem in
the care home cluster, with care home staff often provided with little information by healthcare
professionals, while the lack of legal frameworks to enable data-sharing was a key factor in the area of
palliative care.

There were some limitations to the review. While purposive sampling was necessary, it may mean some
data were missed. Data-sharing was usually discussed in the context of wider initiatives in the included
studies, for example integrated care, which meant the information provided on data-sharing specifically
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SCIENTIFIC SUMMARY

was often limited. There were also some gaps in the evidence. For example, the COVID-19 pandemic
had significant impacts on ways of working but the qualitative studies in this review did not reveal
whether they are enabling or preventing data-sharing as no studies were found of data-sharing during or
after the pandemic. We also found few studies which investigated patient or carer experiences of data-
sharing.

We identified the need for further research in several areas. Technology is advancing rapidly, facilitating
innovations which may support more effective data-sharing. Research is needed to ensure the
successful use of different types of technology; for example, our findings suggest that the use of
electronic records may be particularly beneficial in providing palliative care. Evaluating the
implementation of electronic systems in these contexts could inform the effective implementation of
electronic systems more widely. As noted above, new technologies and ways of working have been
adopted as a result of the COVID-19 pandemic, and research is needed to ensure that they are
achieving their intended outcomes. Additionally, further research should explore patient experience, and
social and demographic factors among professionals that might influence effective data-sharing, to
prevent digital exclusion.

Conclusions

Our findings have implications for initiatives to improve data-sharing between health and social care.
They indicate that no single factor or change is enough to facilitate effective data-sharing, instead
suggesting that a combination of approaches is needed, alongside consideration of the whole care
management and delivery process (i.e. a systems perspective). While agreements between organisations
on governance relating to specific aspects of data-sharing were necessary, organisational support for
relationship-building was more important, which has implications for policy regarding effective data-
sharing. In terms of practice, initiatives to improve data-sharing need to ensure that professionals are
able to share information in multiple ways, and that these methods of data-sharing allow relationship-
building and the development of knowledge and understanding, whether of different professional roles
or of processes and ways of working. Additionally, our findings suggest that it is important to consult
staff when designing new initiatives.

Overall, the review indicates the importance of building interprofessional relationships, wider support
for data-sharing at a policy and organisational level, and ensuring that professionals have access to
multiple methods of data-sharing.

Study registration

The protocol was registered on PROSPERO CRD42023416621.
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Chapter 1 Background

lobally, the population is ageing. By 2050, the proportion of people over the age of 60 years will

have doubled.! Currently, this is occurring most rapidly in high-income countries; it is estimated
that 22% of people in the UK will be aged over 65 years by 2023.2 These shifting demographics have
implications for the health and social care services, as both the type and number of health conditions
that tend to develop as people age mean that older populations have different health and care needs.®
Rates of non-communicable diseases are higher in older age groups,® and older people are more likely to
have multiple long-term health conditions.** In Wales, it is predicted that there will be a 38% increase in
the number of older people with a long-term limiting illness by 2035, meaning another 120,000 people
over the age of 65 years may need care and support.®

Treatment for patients with multiple morbidities can be complex, often involving a number of health and
social care services.® Providing the best possible care requires co-ordination and integration between
health and social care organisations and professionals.* Integrated care can either be vertical, connecting
generalists and specialists - for example, general practitioners (GPs) and hospital care - or horizontal,
requiring broad-based collaboration such as between different community-based services, with both
needed for whole system integration,”® enabling consistent and efficient delivery of care and services.
The intended benefits of integrated care include improved clinical outcomes and patient and carer
experience as well as cost-effectiveness.2? Where barriers arise to integrated care, this may lead to
inefficiencies in the provision of care, for example fragmentation of services!®! or overlap;*? patients or
their carers having to repeat their needs or stories to different professionals;’ intervention overload;*®
and care ‘gaps’® or missed opportunities, for example for co-ordinated care planning.'4

Additionally, it is important that care is tailored to the needs of older adults.! There has been an
increasing focus on providing personalised care in the health and social services.»* Yet older people
often feel unheard when decisions are being made about their care and powerless in relation to health
and social care professionals.’® Older people’s autonomy needs to be respected and they should be
involved in decision-making, with choice over treatment and place of care.

Integrating health and social care

The need for co-operation and co-ordination between health and social care has been recognised for

a long time. In the UK, integrated working has been required by various pieces of legislation; these
have included the Health and Social Care Act 2012 and the Care Act 2014.Y” More recently, there has
been a move to Integrated Care Systems,'” which are supported by the NHS Long Term Plan.* Different
ways of joint working have been tested through pilot programmes, including the Integrated Care Pilots,
launched in 2008; the Integrated Care and Support Pioneers, which began in 2013; and the 2015 New
Care Model Vanguards.2 Within these programmes, information technology and data-sharing have
consistently been identified as issues.2!! Informational continuity - the availability of relevant data or
information on a patient to any professional involved in their care - is essential for care co-ordination.’
Failure to ensure informational continuity and care co-ordination ‘. . . is likely to result in inefficient use
of resources and relies on people or their family or carers, to coordinate care themselves'.!8

Data-sharing between health and social care

Although data-sharing is an aspect of communication, it has its own specificities. Initiatives and
interventions aiming to improve communication between health and social care professionals may
not necessarily lead to improvement in data-sharing. Data-sharing always has interorganisational and
interprofessional aspects: even when information is shared between individual professionals, specific
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conditions (e.g. policy, legal and ethical frameworks, inter-institutional agreements and professional
beliefs) need to be in place to make the exchange of information acceptable and desirable. Data-
sharing is also a complex process that involves collecting, coding, storing and updating information
which is then shared with or retrieved by other stakeholders, who interpret and make use of it.
Stakeholders in the system are informationally dependent in the sense that they require data generated
by other stakeholders to complete specific tasks and co-ordinate activities. They may differ in terms

of information needs (e.g. content, format, access) as well as usage and contribution to the system’s
maintenance (e.g. collecting, uploading and updating information).

Data-sharing can take different forms'? depending on whether it:

is between two or multiple stakeholders (e.g. telephone call vs. multidisciplinary team meetings or

shared electronic record systems)

e involves direct synchronous communication (e.g. face to face, telephone calls, multidisciplinary team
meetings) or happens indirectly/asynchronously (e.g. making data available to other users on a shared
electronic record system)

e s formal (e.g. multidisciplinary team meetings) or informal (e.g. ‘corridor’ conversations)

e involves patients and their families (e.g. patient-held paper-based records, patient access to an
electronic record system)

e involves technology (e.g. telephone, fax, e-mail, electronic record systems)

Different methods of data-sharing are often used in complementary ways (e.g. multidisciplinary team
meetings and phone calls). The effectiveness of the process is further mediated by policy context,
institutional boundaries and cultures, professional relationships and technological developments.

The provision of information systems that support data-sharing across organisational and professional
boundaries has been identified as a key element in providing integrated care!®¢ and is a long-standing
policy objective in the UK.?° Advances in technology increasingly enable electronic data-sharing; the
NHS is tasked with using data and technology to improve health outcomes and is aiming to introduce a
digital patient record accessible to health and social care professionals.*’

However, there are a range of challenges in sharing data between health and social care, occurring at
both interorganisational and interprofessional levels.® Legislation such as the General Data Protection
Regulation means that governance agreements need to be in place to allow data-sharing and also leads
to concerns about what type of data can be shared and who it can be shared with.®® Patient information
is often inaccessible as different professions may not have access to the same records, or because

of inconsistent documentation across organisations and professional boundaries.®?! Additionally,
professional hierarchies lead to power asymmetries which can form a barrier to effective data-sharing.*¢

Theories underpinning data-sharing

Data-sharing between health and social care organisations is a broad and complex phenomenon with
multiple inter-related social and technical elements. There are numerous theories relating to different
aspects of data-sharing, and the judgement of their relevance to the current project is to some extent
subjective, reflecting the authors’ background, experience and preferences as well as input from
different stakeholders. Since data-sharing is an aspect of communication, we considered communication
theories most pertinent to our investigation. There are a wide range of communication theories and
models; some focus on communication at different levels, such as between individuals or institutions,
others on communication in different contexts. Here we provide a brief summary of the set of theories
and concepts that we used as a starting point to explore further the conceptual landscape of data-
sharing as a sociotechnical phenomenon.

Schramm?? presents one of the earliest interaction models of communication where communication
is conceptualised as an interaction between active participants who encode, decode and interpret
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information, drawing on their respective ‘fields of experience’. Successful communication (and data-
sharing) depends on the overlap of such ‘fields’ which concern not only language but, more broadly,
the social context in which communicators operate. If there is not sufficient overlap of the ‘fields of
experience’ of health and social care professionals, interpretation of shared data might be difficult and
additional communication (e.g. further explanation and clarification) might be required. Such differences
could be overcome by developing a common language and building a shared vision of reality. Similarly,
Waring et al.?® describe how knowledge boundaries between organisations and occupations can be
understood in terms of differences and dependencies, with differences being the different forms of
knowledge held and needed by specific groups, while ‘dependency’ refers to whether, and how much,
the knowledge of a different group is needed to solve a particular problem. Where differences are
small, standardised knowledge exchange is possible, for example, because language is shared. When
differences are large and dependencies variable, however, semantic meanings and beliefs need to be
translated across boundaries.

These theories are related to social constructionist models of communication, which suggest that
communication is not a simple exchange of information but a meaning-making activity where shared
understanding is the aim. Communication between health and social care professionals, which data-
sharing is part of, helps to create a shared vision of the care process and develop knowledge of others’
roles and needs, thus changing the social reality in which data-sharing takes place.?* A related concept is
that of ‘systems awareness’: the aim of data-sharing is to improve the system’s performance as a whole,
and therefore being aware of how the system works and the informational needs of all stakeholders
makes the process of data-sharing more effective; one knows what information is needed, by whom
and why.?®

While this provides a broad framing for understanding, and improving, communication between health
and social care, data-sharing is a specific facet of communication, often involving the use of technology.
The literature on technological change emphasises the additional layer this adds to the change process,
with the need for both technical and adaptive, or behaviour-based, change.? Sociotechnical systems
theory conceptualise the inter-related nature of technological and social elements in the workplace.?”

It considers organisations to be complex systems with intersecting social and technical elements,
themselves operating within a wider system.?”2¢ Whether introducing a new technology or implementing
a programme of change within an organisation, it recognises that both technical and social factors are
critical to the success of interventions.?

There have been various developments of sociotechnical systems theory since it was initially
conceptualised around 60 years ago. Davis et al.?” represent the inter-related elements forming an
organisation as goals, people, technology, buildings and infrastructure, culture, and processes and
procedures, with the external factors that might have an influence including stakeholders, regulatory
frameworks and economic circumstances. This framework is intended to support analysis of the
relationships between these different social and technical elements. Sociotechnical systems theory has
been used previously to understand conditions that support innovations in the healthcare system® and
responses of healthcare staff to the NHS National Programme for Information Technology.®!

Why it is important to do this review

The overall topic and area of uncertainty that the review focuses on was identified as a priority within a
James Lind Alliance research prioritisation project . The overarching topic of the research prioritisation
exercise was: How can we best provide sustainable care and support to help older people live happier
and more fulfilling lives? The third of the ‘Top 10’ research priorities, prioritised by care workers, carers
and older people, was:
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How can social care and health services, including the voluntary sector, work together more effectively
to meet the needs of older people?

This was viewed as a priority in order to ensure:

1. care workers and health professionals know about all the care and support available in their area
and can signpost older people and their families to services

2. assessments in health services lead to the provision of appropriate social care and someone takes
responsibility to check that all needs are met

3. funding and resources are distributed across all sectors to avoid voluntary services being forced to
provide social care ‘on the cheap’

4. social care workers are members of multidisciplinary teams caring for older people in hospital

5. voluntary sector services are valued and respected for the essential care they provide

6. health professionals and care workers co-ordinate their care successfully to provide the best possi-

ble care for the older person
7. health and social care services communicate with each other, refer older people to each other’s
services and provide seamless care.®?

The researchers involved in the priority-setting project stated:
there is a large existing evidence base (and several evidence syntheses) on integrated working but it is
hard for practitioners to make sense of it. The key question is how to mobilise existing knowledge about
integrated working . . . not just amongst health and Local Authorities, but also social care providers.3?

Overall, the project concluded that:

A new evidence synthesis is also needed on the mechanisms/interventions that local areas implement to
improve communication between health services, social care services and social care providers.3?

This review addresses this need. Initial scoping searches found a wide-ranging body of evidence
regarding communication between health and social care, including strategies aimed at organisations
and individual professionals. Consultation with key stakeholders was used to focus the review on a
specific aspect of communication: data-sharing.
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Chapter 2 Research question

hat are the factors perceived as influencing effective data-sharing between health care and social
care, including private and voluntary sector organisations, regarding the care of older people?

Our specific research objectives were to:

e identify factors that could potentially influence effective data-sharing between health care and social
care, including private and voluntary sector organisations, relating to the care of older people

e identify factors that could potentially influence effective data-sharing between care professionals
who work in health care, social care or other organisations providing care for older people

e identify factors that affect the successful adoption or implementation of initiatives to improve data-
sharing between healthcare and social care organisations and/or care professionals.
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Chapter 3 Methods

protocol detailing inclusion criteria and methods for the review was developed and registered on
ROSPERO (CRD42023416621).

Inclusion criteria

Health and Social Care Delivery Research 2024 Vol. 12 No. 12

The criteria for the inclusion of studies in the review are described below and summarised in Table 1.
Further detail can be found in Appendix 1, Table 8.

Types of evidence
This review included qualitative studies designed to identify, explore and/or understand factors
influencing effective data-sharing or the implementation of data-sharing improvement initiatives. Mixed-
methods studies were included if the qualitative component was reported separately.

Type of service user population
We included studies where the service user population, the ultimate intended beneficiaries of the services
and care organisations of interest, were older people. All studies that defined their service user population

of focus as older people were included, regardless of the exact definition used. While we loosely defined

an older person as someone over the age of 65 years, in line with NHS England’s ‘Improving care for older
people’ guidance,* this was used as a guiding principle when deciding on the inclusion or exclusion of studies
where the service user population was not clearly defined as ‘older people’. Applying a strict definition was
not always possible or desirable, as age does not necessarily relate to functional ability.134

While there is no consensus on the key conditions associated with older age,* studies were also
included if it was reasonable to assume the majority of the population would be older people (e.g.
people with dementia, multimorbidities, people in residential care homes). If the focus of a study was on

TABLE 1 Inclusion and exclusion criteria

Include Exclude

Study design Qualitative studies or mixed-methods studies with a qualitative Other study designs,
component. including qualitative

surveys.

Population Older people, as defined by individual studies. Studies focusing on
Populations where it is reasonable to assume that the focus is on older other age groups or not
people (e.g. people with dementia, people in residential care homes). reporting the results for
Qualitative study participants could include both the service user older people separately.
population - older people - their family and carers, and health and social
care professionals involved in their care.

Intervention Data-sharing, defined as: information held by an organisation about an Studies investigating
individual patient (e.g. an electronic patient record) data-sharing within the
which is transferred or made available between organisations or care same organisation, or
professionals belonging to different organisations, where this is across which is not across the
the health and social care boundary. health and social care

boundary.

Informal data-sharing or
sharing of aggregated and
anonymised data.

Focus Description or analysis of factors perceived as influencing effective All other outcomes.

data-sharing relating to the care of older people, including regarding
the successful adoption or implementation of initiatives to improve
data-sharing.
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a mixed population (i.e. of older and younger people), it was included if the results for older people were
reported separately.

Type of study participant

As we were interested in data-sharing relating to the care of older people, we included studies where
participants were health and social care professionals involved in the care of older people. Studies of
older people and their families and carers were also included if they discussed data-sharing.

Types of intervention
Studies were included if they focused on data-sharing as related to the care of, or services for, older
people. Data-sharing was defined as:

¢ information held by an organisation about an individual patient or client (e.g. an electronic patient
record or handwritten notes)

e which is transferred or made available between organisations or care professionals belonging to
different organisations, where this is across the health and social care boundary.

Studies were excluded if they investigated data-sharing within the same organisation, between different
NHS or healthcare organisations (e.g. between primary and secondary care), or between different social

care organisations (e.g. between social workers and care home staff). We also excluded studies focused

on informal data-sharing, such as conversational sharing of knowledge about patients and their care, or

the sharing of aggregated and anonymised data.

Focus of study
As the review includes qualitative studies, we included studies based on their focus rather than outcome
measures. Studies were included if they contained:

e description or analysis of factors perceived as influencing effective data-sharing relating to the care of
older people

e description or analysis of factors perceived as influencing the successful adoption or implementation of
initiatives to improve data-sharing.

Types of location

Studies were limited geographically to those focusing on data-sharing between care organisations

and care professionals in the UK. This was to ensure that the results from the review were relevant to
improving data-sharing in the UK, and specifically for informing the policies and research of Health and
Care Research Wales and Social Care Wales (who commissioned this work).

Types of setting

We included studies in any setting where data were shared between health and social care. This
included secondary care, primary care and community settings such as the patient’s own home and
care homes.

Search methods and sources

Electronic searches

The bibliographic database search strategies were developed using MEDLINE (via Ovid) by the
information specialist (AB) in consultation with the rest of the review team. The search strategy
combined search terms for data-sharing and qualitative research®® using both controlled vocabulary
when available (e.g. Medical subject heading in MEDLINE) and free-text searching. A qualitative research
filter informed our qualitative search terms.?” To find studies conducted in the UK, a UK search filter,383°
along with ‘United Kingdom’ and synonyms, was used as search terms in MEDLINE then adapted for the
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other databases (e.g. Web of Science, CINAHL), if required. The full search strategies can be found in
Appendix 2.

We searched the following bibliographic databases in March 2023:

e CINAHL Complete (EBSCOhost), 1937-present
EMBASE (Ovid), 1974-present
HMIC (Ovid), 1979-present
MEDLINE (Ovid), 1946-present
ProQuest Dissertations and Theses Global (ProQuest), 1637 -present
e Social Policy and Practice (SPP) (Ovid), 1890-present
e Web of Science (Clarivate):
o Science Citation Index (1990-present)
o Social Science Citation Index (1990-present)
o Arts and Humanities Citation Index (1975-present)
o Conference Proceedings Citation Index - Science (1990-present)
o Conference Proceedings Citation Index-Social Science and Humanities (1990-present)
o Emerging Sources Citation Index (2015-present) (Clarivate).

e Google Scholar using Publish or Perish (a software program that retrieves and analyses
academic citations?).

Searching other resources
We searched relevant websites for publications in May 2023. The following websites were searched
using these websites’ own search functions using the key words ‘data’, ‘information’ and ‘sharing’:

e Age UK (www.ageuk.org.uk/)

e Age Cymru (www.ageuk.org.uk/cymru/)

e Older People’s Commissioner for Wales (https://olderpeople.wales/)
e British Association of Social Workers (www.basw.co.uk/)

Royal College of General Practitioners (www.rcgp.org.uk/)

British Medical Association (www.bma.org.uk/)

Health Foundation (www.health.org.uk/)

Nuffield Trust (www.nuffieldtrust.org.uk/)

e NHS Confederation (www.nhsconfed.org/)

e Care Quality Commission (www.cqc.org.uk/)

Care Inspectorate Wales (www.careinspectorate.wales/)

Social Care Wales (https://socialcare.wales/)

NHS Wales (www.nhs.wales/)

NHS England (www.england.nhs.uk/)

e Association of Directors of Adult Social Services (www.adass.org.uk/)
e ADSS Cymru (www.adss.cymru)

e Public Health Wales (https:/phw.nhs.wales/)

e |IMPACT Centre (https:/impact.bham.ac.uk/)

e Skills for Care (www.skillsforcare.org.uk/Home.aspx)

Additionally, the term ‘older people’ was used in the search function on the websites of The Healthcare
Improvement Studies Institute (www:.thisinstitute.cam.ac.uk/) and the Centre for Care (https:/
centreforcare.ac.uk/). We browsed the publication lists for NHS Professionals (www.nhsprofessionals.
nhs.uk/).

Manual checking of reference lists and forward citation searching using Scopus and Web of Science
were conducted on studies that met our inclusion criteria in June 2023.
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METHODS

Screening and study selection

Stage 1. title and abstract

Once the search results were obtained, members of the review team (SDB, ZZ, JTC) independently
applied the inclusion and exclusion criteria to a representative sample of citations (n = 100). Decisions
were discussed in a group meeting, allowing clarification of the inclusion and exclusion criteria, and
definitions updated where necessary. This enabled consistent reviewer interpretation and judgement of
the criteria.

Following the initial calibration exercise, two reviewers (SDB, ZZ) independently applied the inclusion
and exclusion criteria to the title and abstract of each identified citation. Results from MEDLINE were
screened first, then citations from all databases apart from EMBASE. Our experience from previous
health evidence syntheses and research*42 suggested that searching EMBASE was unlikely to retrieve
any unique results, particularly as we were searching for qualitative research,**#* while considerably
increasing the number of titles to screen (in this case up to 2725). Therefore, instead of screening all
EMBASE results, we decided to carry out a precise search of the EMBASE records in End note using
‘older’ or ‘data sharing’ or ‘United Kingdom’ as keywords in the title field. There were 112 citations,
which were single-screened by SDB. This also meant we had more time for citation searching, which has
been found to be a lucrative method to find qualitative research.*

Stage 2: full text

We obtained the full text of papers where either reviewer judged the title and abstract to meet the
criteria. Two reviewers (SDB, ZZ) assessed the full-text publication of each record independently for
inclusion, with disagreements settled through discussion and, where necessary, with the involvement
of a third reviewer. The study selection process was detailed using a Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA)-style flow chart (Figure 1), with a reason reported for
exclusion of each record assessed at full text.*>

Data extraction and management

We considered multiple reports or publications which used the same data to be a single study. This
meant that 49 studies met the inclusion criteria (reported in 54 papers, with 1 study reported in 6
papers and 1 study in 2 papers). In qualitative evidence syntheses, this poses a problem; unlike reviews
of effectiveness, they do not aim for an exhaustive sample but to include variation in concepts. Also, a
volume of qualitative data too large to allow familiarity with the content can reduce the quality of the
synthesis.* We therefore used purposive sampling to identify the papers which would contain the most
relevant data for the analysis. Consultation with stakeholders (as detailed in Stakeholder engagement)
indicated their interest in data-sharing in a wide range of settings and populations, so we decided to
use maximum variation sampling to ensure the broadest range of possible studies were included.* We
began by mapping the included studies, identifying their aims and alignment with our review objectives,
population of focus and the richness of the data in the study.***” The richness of data was defined
according to the scale developed by Ames et al.*” where ‘thin’ studies had very little, and often only
descriptive, qualitative data relating to our review objectives, while ‘rich’ studies had a large amount
and depth of qualitative data relating to our objectives. Whether a study was ‘rich’ or ‘thin’ was decided
independently by two reviewers (SDB, ZZ), with disagreements settled by discussion.

This exercise indicated that the majority of studies did not have aims which were closely aligned with
our objectives and that over half the included studies had ‘thin’ data. We included all studies with ‘rich’
data (n = 24) in the analysis (and all studies with aims that corresponded more directly with the review
objectives fell in this category). Studies with ‘thin’ data (n = 25) are reported in Appendix 3.
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FIGURE 1 PRISMA flow diagram of the screening process.

8ELYOMLL/0TEE0T (I0d

ZT'ON ZT IOA $Z0T Y2Jeasay AJanijaq aled [e120S pue yieaH



12

METHODS

From the final sample, we extracted data on:

1. the characteristics of the study (e.g. study reference, aim, methods, service user population, study
participants and findings)

To fully capture the characteristics of the included studies, we developed and piloted a data extraction
form in Microsoft Excel® (Microsoft Corporation, Redmond, WA, USA) based on templates developed
by the National Institute for Health and Clinical Excellence.*®*’ This summarised contextual and
methodological information as identified above and can be found in Report Supplementary Material 1.

2. themes identified by the study authors during the analysis (passages from the papers associated
with the identified themes, including participants’ accounts and the authors’ interpretations, i.e. the
Results, Discussion and Conclusions sections of the included studies)

Since the extraction of data related to the themes was part of the data analysis, we detail this in
Data analysis. The full texts of all included studies were uploaded into NVivo v.12 (QSR International,
Warrington, UK), and all data extraction tasks related to specific themes were managed using

this software.

One reviewer (SDB or ZZ) performed data extraction for each study, with their data checked by a second
reviewer (ZZ or SDB). Disagreements were settled through discussion.

Quality assessment

Quality appraisal of included studies was performed by one reviewer (SDB or ZZ) and checked by a
second (ZZ or SDB), with disagreements settled by discussion and, if required, a third reviewer (RA).

Studies were not excluded based on quality. However, the methodological quality of the included
studies and the quality of reporting were considered in the interpretation of results.>°>!

Wallace criteria

The methodological strength and limitations of the included studies were assessed using the Wallace
checklist,>? as adapted by Gwernan-Jones et al.>® The latter included 14 questions which covered a
range of domains, including research questions, context, data collection, data analysis, substantiation of
findings, claims to generalisability, ethics and reflexivity. Each could be answered ‘yes’, ‘no’ or ‘can’t tell’
The checklist can be used to assess any qualitative research methodology, making it suitable for this
review as studies came from a range of disciplines and used differing approaches.>

In piloting the checklist, we found the following two questions difficult to interpret and
apply consistently:

e Is the theoretical or ideological perspective of the author explicit?
e Has the theoretical or ideological perspective influenced the study design, methods or
research findings?

To resolve the problem, we consulted the literature on methodological quality appraisal of qualitative
studies and applied the questions to the included studies. After considerable deliberation in the team,
we decided to exclude these questions from the final checklist. Our arguments are as follows:

e Itis not universally agreed that qualitative studies should be conducted from an explicit theoretical

perspective; their logic could be purely inductive, aiming to develop a theory from the categories
generated from the data. Whichever approach is taken, researchers’ particular understanding of
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the topic will always have a bearing on the way they investigate a specific research question. Such
preconceptions need to be considered in relation to the design of the study and interpretation of
results - which, within the Wallace checklist, is already covered by the question relating to reflexivity.

e |t is difficult to decide, in relation to our specific research question, what an ‘explicit ideological
perspective’ means. All included papers start from the assumption, explicit or implicit, that health and
social care interventions, data-sharing included, should result in better patient/client care; they also
assume that such claims should be supported by research evidence rather than be taken for granted.
These are core values in modern healthcare research in the UK and their explicit statement is usually
unnecessary; not making them explicit does not constitute a failure of the authors to report their
ideological perspective. As above, potential bias related to the authors’ endorsement of a specific
policy or intervention (e.g. integrated care) should be dealt with in the reflexivity question and does
not require a separate prompt.

As a result, the final checklist included 12 questions; we provide details of our interpretation of each
question in Appendix 4, Table 9.

Data analysis

Framework analysis is a systematic method of analysing primary qualitative data.>> This method has
been developed for application in systematic reviews of qualitative evidence, where it is known as
framework synthesis.* It is increasingly valued in the study of complex interventions and health
systems,”” as it offers a highly structured but flexible approach to data analysis and can be used to map
and compare the concepts under study, including identifying associations between themes.>¢>8

Conducting framework synthesis involves five distinct stages:°?

e familiarisation with the topic

e development of a ‘framework’ (i.e. initial set of themes)

e indexing, where studies are screened and relevant data extracted using the initial framework
o charting, where themes are revised according to data in the studies

e mapping and interpretation

Developing the framework

In the first stages of the synthesis, we used a ‘best fit’ approach to develop an initial framework to
analyse the data.>®*? This involved identifying research detailing relevant theories and conceptual
models in conjunction with searching for studies for inclusion in the review>” and consulting with
stakeholders (as detailed in Stakeholder engagement).

The first iteration of the framework was based on sociotechnical systems theory.?” This choice was
informed by our initial scoping of the literature, which indicated that effective data-sharing between
health and social care involves both social elements (e.g. trust in other professionals) and technical
elements (e.g. interoperable IT systems). As described in the Introduction, sociotechnical systems theory
considers organisations to be complex systems, with interacting social and technical elements.?”:28

The performance of the system as a whole depends on the ‘goodness of fit’ between the human and
technical subsystems, which need to be treated as equally important and ‘jointly optimised’ in the
iterative process of system design and redesign. Favouring one aspect of the system - for example,
trying to get humans to adapt to a new technology without considering their specific requirements and
needs - is likely to lead to undesired consequences and poor effectiveness.?® Despite its origin in heavy
industry, sociotechnical systems theory has gradually evolved and found a wide range of applications,?®
including to support the design of large-scale IT projects for the NHS and social care.®® Additionally, we
consulted the Health Technology Assessment (HTA) core model; this is a key methodological framework
used to evaluate the properties of health technologies and share information on their effects.®* It

Copyright © 2024 de Bell et al. This work was produced by de Bell et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
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contains nine domains which overlap with those of sociotechnical systems theory so indicated important
factors to consider in the development of our framework, as well as extending our understanding by
highlighting areas not specifically raised in sociotechnical systems theory, for example the legal context.

The six key domains of sociotechnical systems theory outlined by Davis et al.?” formed the main themes
in the framework. In Table 2, we describe our understanding of each theme, providing an indication of
the subthemes we considered to fit within each. Specific subthemes (codes) were based on the HTA
core model, as described above, and further scoping of the literature during the screening of the studies,
which identified additional relevant theories and key points regarding data-sharing. For example, while
screening, we considered the technology being used in studies, whether there were factors which were
consistently mentioned related to technology, and discussed and agreed on factors (e.g. cybersecurity)
that should be subthemes in the initial framework. Subthemes are not detailed further as the framework
evolved rapidly during the process of indexing and charting, as described in the next section.

Indexing and charting

After identifying and screening studies (as detailed in Search methods and sources and Screening and
study selection), we moved to the indexing and charting stages of the synthesis. This involved coding
the data from included studies (as defined in Data extraction and management) line by line using an
iterative approach.*® The initial framework served as a starting point for the coding process, with new
codes generated to capture further details in the data not covered by the original framework. There
was constant comparison of codes across studies,”* with the initial framework developed and changed
to accommodate new data and evolving understanding of the phenomenon under study (data-sharing
between care organisations and professionals).

TABLE 2 Themes in the initial framework

Theme Description

People Various stakeholders are involved in the data-sharing process: health and social care profes-
sionals, care users and their informal carers. Their personal beliefs and attitudes, knowledge and
skills, needs and relationships are likely to have a bearing on the data-sharing process.

Goals/metrics Although the overarching goal of data-sharing is to improve care co-ordination leading to better
patient outcomes, its focus will be slightly different in different settings; for example, to avoid
undesirable medical procedures (e.g. cardiopulmonary resuscitation) and unnecessary hospital
admissions in palliative care patients.

Processes/ Successful data-sharing requires a complex set of inter-related processes and procedures, both
procedures internal to a care provider (e.g. data collection protocols and training) and external (e.g. policy
context, legislation, funding, interagency agreements).

Technology Technology is often involved in the process of data-sharing. In the past, paper records had to
be copied and sent by mail or faxed. With the advent of new information and communication
modalities, such as shared electronic record systems, the role of technology becomes crucial,
impacting other aspects of the data-sharing process, for example interprofessional relationships.

Infrastructure Infrastructure relates to the physical aspects of the data-sharing process. Examples of its impact
include the physical implementation of information and communication technologies (e.g.
interoperability of different systems) and the colocation of health and/or social care workers to
facilitate collaboration and data-sharing.

Culture Shared ideas, values and practices influence people’s behaviour and could act as a barrier or
facilitator for effective data-sharing. An example is the often-observed asymmetry in data-
sharing (e.g. care home staff should share information with GPs, while GPs may decide to share
or not) underpinned by dominant ideas of professional hierarchy.
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The included studies were divided randomly between the reviewers, with half being coded first by SDB
and the coding checked by ZZ, and the other half coded first by ZZ and checked by SDB. Data and
themes were further explored and clarified through discussion with the wider review team.®?

Mapping and interpretation

Finally, we mapped and interpreted the data and codes, synthesising these to derive a final set of
themes from the data using the iterative process described above, and to develop a conceptual model
of the phenomenon under study. There were four main themes in this final framework: Goals; Processes
and procedures; Technology and infrastructure; and Relationships (encompassing People and Culture from
the initial framework). The final framework was compared to the original framework, recognising where
themes had been merged and new subthemes which had been identified from the data added, and
examining relationships between them (Table 3).6? As detailed in Chapter 4, Findings, the theme of Goals
identified five purposes of data-sharing in the included studies; studies were grouped into five clusters
based on these purposes of data-sharing for further analysis. We mapped the themes in the form of a
chart for each cluster of studies to aid interpretation.>® Drawing on the final framework, we developed a
conceptual model (detailed in Conceptual model of data-sharing between health and social care) that links
together the macro-, meso- and micro-level factors identified in the studies and aims to explain the
effectiveness and acceptability of data-sharing and data-sharing interventions.

External engagement

The focus of this review - data-sharing between health and social care organisations and professionals
in relation to the services they provide to older people - is naturally fraught with tensions and
controversies. This is evidenced by the long history of local and national initiatives targeting
collaboration between health and social care organisations. The results from the current review are

TABLE 3 Themes and subthemes in the final framework

Theme Subtheme (with examples)

Goals Purpose of data-sharing; for example, for transitions from hospital to home

Implications of data-sharing; for example, benefits of data-sharing or consequences of not
sharing data

Processes and procedures Translation of policy into procedure; for example, formal agreements for information
governance (IG)

Implementation of procedures; for example, embedding data-sharing in ways of working
Guidance and training; for example, protocols for data-sharing
Type of record/data
Technology and infrastructure Method of data-sharing; for example, shared electronic system
Data protection and cybersecurity

Access and availability; for example, whether different professional groups could log in to
the same electronic system

Update and accuracy; for example, perceptions of the quality of data in an electronic
system

Relationships Interorganisational relationships; for example, culture of mistrust between organisations
Interprofessional relationships; for example, professional hierarchies, trust and respect

Attitudes and perceptions; for example, knowledge and understanding of other profes-
sional roles, patient perceptions of data-sharing

Copyright © 2024 de Bell et al. This work was produced by de Bell et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
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intended to be of value to and impact on the lives or professional practices of various stakeholder
groups, including older people and their carers, health and social care professionals, voluntary
organisations, healthcare commissioners, social care commissioners, and policy-makers.

To ensure we adequately understood the complexity, and sometimes the technical nature of the
topic, and considered different perspectives and interests, the review team engaged with professional
stakeholders and public and patient involvement and engagement (PPIE) representatives at different
stages of the work.

Stakeholder engagement

As commissioners of the research, Health and Care Research Wales and Social Care Wales were key
stakeholders, but we also consulted a Professional Stakeholders Advisory Group (PSAG). The PSAG
(n = 12) included representatives of health (n = 5) and social care organisations (n = 7) (e.g. social
workers, doctors, managers, commissioners), focusing on those operating in Wales. Members of the
group were recruited through relevant contacts in Wales and England and had different professional
backgrounds and experiences:

e Social Care Wales, including representation from IG and Mental Health

e Age Cymru

e All Wales Heads of Adults’ Services Group (AWASH - comprises heads of adult services from all local
authorities in Wales)

e Social Services Directorate, Welsh government

e South West Academic Health Science Network

e NHS Wales Delivery Unit

e Livewell Southwest

e Royal Devon University Healthcare NHS Foundation Trust

The PSAG met online twice to discuss progress and provide input to the following:

e an understanding of data-sharing between health and social care organisations in Wales and how the
review could provide impact

e the framework for analysis and results of the review

e dissemination of results

Decisions made as a result of consultation with the PSAG are detailed in the relevant sections of the
report, with the group informing the focus of the review (see Why it is important to do this review),
purposive sampling of studies (see Quality assessment) and feedback on the findings (see Implications/
recommendations for future research).

Public and patient involvement

It was important to engage with patients, social care users and/or their carers as part of this project
both because they often experience the consequences of poor data-sharing and, more fundamentally,
because the data being shared are about them, that is, their personal data. The PPIE group included
representatives of the relevant service user population - older people and their families and carers.
Members of the group were recruited through relevant contacts in Wales and England following advice
and support from the ARC South West Peninsula Patient and Public Engagement Group (https:/arc-swp.
nihr.ac.uk/patient-public-involvement-engagement/). We recruited four representatives of the service
user population (three women and one man), each with different backgrounds and experiences. Three
representatives were interested in the topic due to their own experiences, one as a result of their
experiences as carer for a family member.
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The PPIE group met once, to provide input into the topics detailed above in Stakeholder engagement, as
well as providing feedback on the Plain language summary. Changes as a result of consultation with the
PPIE group are detailed in Public and patient involvement and engagement.

Departures from the protocol

After screening results from all other databases that had been searched, we decided to refine the
EMBASE search. This was due to the high volume of references which would have needed to be
screened and because EMBASE has rarely been found to retrieve unique results in previous health
evidence syntheses.***? Further detail is given in Screening and study selection.

Due to the large number of relevant full-text articles initially identified for inclusion, we decided to use a
purposive sampling method to focus the analysis on a smaller number of the most relevant studies. This
is described more fully in Data extraction and management.
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Chapter 4 Results

Results of the search and studies included in the review

A summary of the search and screening process is provided in Figure 1. The bibliographic database
searches retrieved 13,092 records, with another 312 records then identified through citation-chasing
and searches of websites. Following deduplication, we double-screened 7853 records from database
searches and 312 records from other sources at title and abstract. This identified 192 reports which
were eligible to be assessed at full text. Of these, 49 studies met our inclusion criteria, reported in 54
papers, with 1 study reported in 6 papers and 1 study in 2 papers. After purposive sampling, 24 studies
were included in the analysis. Studies that met the inclusion criteria but were not included in the
analysis (‘thin studies’) are reported in Appendix 3.

Studies excluded after screening at full text are listed in Report Supplementary Material 2, along with
reasons for exclusion. The primary reasons for exclusion at this stage were that the population of focus
was not older people (n = 28) or that the topic was not data-sharing (n = 50).

Summary of included studies

Of the 24 studies included in the review, reported in 29 papers and one report, the main settings or
contexts in which data-sharing took place were primary care (n = 4 studies),”22°¢ the community

(n = 8),1844-70 transitional care (n = 5),142371-73 palliative care (n = 5)'%2174-76 or care home settings

(n = 2).7778 Few studies (n = 5)1420667177 reported demographic details regarding the service user
population that data-sharing was intended to benefit. Most defined their population of focus as older
people with care needs (Table 4), although some were conducted in specific populations, for example,
adults with dementia (n = 2).¢¢¢® More details on service user populations, where provided, are given in
the descriptions of the study clusters below.

In 11 studies, study participants were health and social care professionals,!21419:2067-6973-7578 1 1 studies
included patients and carers as well as professionals,’182123.63-6671.7277.79-84 in 1 study participants were
not clearly reported,’¢ while 1 study was conducted solely with older people.”® Sample sizes ranged from
2 to 220 participants. A total of 13 studies®141820.536466,68707476-78 1sed a mixed-methods approach and
11 were solely qualitative.1219:21236567.69.7172,73,7579.80-83 |nterviews were used to collect data in all studies,
with most obtaining additional data using other methods such as focus groups?®21:23¢63687077.79-84 and
participant observation.?363¢56971-73757780-85 Eight studies conducted document analysis or audits, for
example of care plans.?1420646869.7276

Data were shared through face-to-face communication (between two or more care professionals,
including formal communication, such as multidisciplinary team meetings, and informal communication
e.g. ‘corridor’ conversations), technology-assisted interpersonal communication (e.g. telephone, e-mail,
fax) and shared electronic record systems. The former two methods often involved paper-based records.
In five studies, all of these methods were used.1?1423646980-84 Tyyo studies focused only on shared electronic
systems,?1%87? one on multidisciplinary team meetings,’? and in two, the data were stored on paper-
based forms.®>7# In all other studies, multiple (but not all) methods of data-sharing were used (Table 5).
Both health and social care data were shared in most included studies.?121418:2021,23,65,68-71,74,76,79-84

There were 13 studies investigating current practice,?12181921,6367.69.717275767879 while 11 studies
evaluated the implementation of initiatives focused either solely on improving data-sharing or on
improving care delivery, of which data-sharing was a part (Table 4).1420:23.64-66,68.70,7374,77.80-84 A range of
health and social care staff shared data in the included studies (Table 5). Social workers were the social
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First author and
date

Badger 201274

Bailey 202263

Bower 2018%

Chester 2021%°

Care Quality
Commission
2016

Dickinson 2006¢°

TABLE 4 Characteristics of included studies

To evaluate the impact of a training
programme to improve end-of-life care in
nursing homes on collaboration between
nursing home staff and other health
practitioners.

To compare social work in integrated
teams with social-work-only teams to
evidence the extent to which integration
delivers cost-effective and quality
outcomes (focusing on prevention of
hospital admissions).

To explore the process of implementation
of the Salford Integrated Care Programme
and the impact on patient outcomes and
costs.

To evaluate the implementation of a
shared electronic record system between
nursing and adult social care practitioners
in separate agencies and locations to
inform assessment of need.

The aim of this review was to inde-
pendently assess integrated care within
the fieldwork areas and build on existing
information to better understand older
people’s experiences of integrated care.

The evaluation aimed to produce informa-
tion about the implementation, operation
and effectiveness of the SAP pilot in order
to inform and guide further action.

Service users

Nursing home
residents (end-
of-life care)

Adults aged 65
and over with
complex care
needs

Adults aged
65 and over
with long-term
conditions

Adults referred
to the continu-
ing healthcare
service team for
assessment

Older people
(predominantly
people with
complex

needs and
comorbidity)

Older people

Main points relating to data-sharing

Implementation of the GSF for care homes training programme led to perceived improvement of
collaboration between care home staff and other healthcare professionals (GPs, palliative care),
and increased their confidence in seeking contact and sharing information. While shared vision
supported improvement (GP practices who have implemented the GSF were supportive of the GSF
for care homes, while out-of-hours GPs often failed to engage), interprofessional relationships and
attitudes were more important.

One of the mechanisms through which integrated care achieved effectiveness was by facilitating
communication and data-sharing between social workers and healthcare professionals, in the
context of shared understanding of each other’s roles, trust and appreciation, and shared knowl-
edge and information. ‘Embedding’ (which implied colocation and multidisciplinary team meetings)
made data-sharing easier as health and social care professionals could build relationships.

Facilitators of integrated care (and the Salford Integrated Care Programme) included establishing
protocols for information-sharing, creating the necessary infrastructure (e.g. multidisciplinary team
meetings), and a shared integrated record (acknowledging legal and technical limitations).

The electronic system led to more timely and efficient service delivery and better partnership
working (although the quantitative surrogate outcomes were inconsistent). Health and social care
workers appreciated the new system; involvement in the design was suggested to be important in
its success. Another reason was the lack of options for direct, face-to-face communication.

Data-sharing between health and social care providers varied across regions, reflecting levels
of integration. It was discussed in relation to the identification and assessment of older people
at increased risk of hospital admission, transition from hospital to community (including to care
homes) and care management (e.g. duplication of care plans between providers). Data-sharing
arrangements were a key element of good practice examples.

The implementation of SAP and data-sharing between health and social care professionals was
affected by multiple factors including contradictions at programme level (e.g. between person-
centred care and standardised assessment); ‘hurried up’ implementation without proper training
and groundwork; interprofessional relationships and failure to address these in the implementation
process; different managerial styles and attitudes; success/failure to engage with the development
of the assessment tools which had implications for their adequacy and adoption; logistics of
information-sharing (paper-based tools that had to be copied and faxed ‘across the border’).
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TABLE 4 Characteristics of included studies (continued)

First author and

date

Ellis-Smith
201877

Holloway
2006¢%

Kharicha
20052

Lewis 2013¢7

Maclnnes
20207

Mahmood-
Yousuf 20087>

To understand the mechanisms of action
of a measure to support comprehensive
assessment of people with dementia in
care homes; and its acceptability, feasibil-
ity and implementation requirements.

To develop and implement a Care Pathway
framework for people with Parkinson’s
disease and their carers, involving a sim-
plified referral system and more effective
communication across health and social
care, to facilitate more integrated care.

To investigate perceptions of joint working
in social services and general practice,
identifying strengths, weaknesses and
good practice.

To describe the care practice in three
virtual ward sites in England and to
explore how well each site had achieved
meaningful integration.

To support and monitor improvements to
the Over 75 Service, an initiative deliver-
ing integrated health and social care.

To investigate the extent to which

the GSF for palliative care influences
interprofessional relationships and
communication, and to compare GPs’
and nurses’ experiences and whether its
implementation led to a change in the
doctor-nurse relationship.

Service users

People aged
over 65 with
dementia

People with
Parkinson’s
disease

Older people

People at
high risk of
unplanned
hospital
admission

Adults aged 75
or older, with
multiple health
and social care
needs, living at
home

People with
palliative care
needs

Main points relating to data-sharing

Care home staff identified barriers to communicating with external healthcare professionals; for
example, shift work, staff turnover, differing expectations and lack of shared documentation.

The measure was thought to have potential to support communication, particularly with mental
health professionals, but GPs were unlikely to have time to read it. The form was paper-based but
participants suggested that touch-screen technology could improve usability.

Elements of the Care Pathway (e.g. the clinic summary and service record) were felt to have
potential to support consistent transfer of information between health and social care profes-
sionals. The service record needed to be brief enough to be completed by busy professionals but
contain enough information to be useful. However, there was little evidence of either being used
by other service providers and confusion on the purpose of these forms among patients, who did
not ask professionals to fill them in.

Data-sharing was influenced by differences in professional identity and status. Face-to-face
contact was seen as a solution to some problems of joint working, but social workers emphasised
that this should be formal where possible; for example, multidisciplinary team meetings, which
would encourage understanding of their roles. Health professionals saw the implementation of
shared records and the restructuring of social care as more important.

Patients at high risk of admission were typically cared for by multiple professionals, leading to
fragmentation and failures of communication and care. Integrative processes were important;

for example, multidisciplinary team meetings helped foster shared values (even where attending
professionals were not organisationally aligned). Data-sharing and information management were
key in all case studies; for example, in two, all virtual ward members could write in GP electronic
records.

The importance of interprofessional relationships and trust in sharing information were empha-
sised. Primary care and social services were not geographically aligned, which was a barrier

to data-sharing, as were IT systems due to factors such as lack of interoperability and lack of
understanding about what could be shared. Another important finding was that care plans were
rarely used for data-sharing between professionals as the information they contained was not
relevant for everybody.

The GSF enabled timely sharing of information about patients with palliative care needs; for exam-
ple, from GP to nurse. It strengthened professional relationships and made information-sharing
easier; for example, nurses were more likely to seek informal contact with GPs. Multidisciplinary
team meetings were valued for information-sharing and felt to increase professional confidence
but could be difficult to organise. The extra GSF paperwork was seen as a negative by some.

continued
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TABLE 4 Characteristics of included studies (continued)

First author and
date

Patterson
2019%

Petrova
20187¢

Piercy 2018¢

Redwood
2023

Rwathore
2007¢

Shaw 201772

To explore whether access to, and quality
of, patient information affects the care
paramedics provide to patients nearing
end of life, and their views on a shared
electronic record as a means of accessing
up-to-date patient information.

To critically analyse EPaCCS, present a
framework for comparing their features,
contexts and outcomes, and suggest
ways forward.

To evaluate a new integrated service for
postdiagnostic dementia care, assessing
how well the service provided support,
and understanding the opportunities,
benefits and challenges associated with
the model.

The study aim was to understand why
delays in discharge from hospital occur
and identify obstacles that may be
amenable to local solutions that could also
have wider application across other health
and care systems.

To understand social workers’ and district
nurses’ views about information flow,
interagency working and SAP.

To examine how and why macro-, meso-
and micro-level influences inter-relate in the
implementation of integrated transitional
care out of hospital in the NHS.

Service users

People receiving
end-of-life care

People receiving
end-of-life care

People with
dementia and
their families/
carers

Older people
living with frailty

Older people
living at home

Older people

Main points relating to data-sharing

Social care was mentioned only in relation to the new electronic system; paramedics expressed
the view that such a system could include social care data which would be helpful when dealing
with patients at the end of life.

Clinical IT systems need development, for example for interoperability. While these are being
developed, temporary solutions are being used, many of which have problems. For example, IT
systems external to all users require separate log-ins and double data entry. IG does not address
many key issues for EPaCCS; there are communication difficulties in their development, for exam-
ple between IT experts and professionals, and time is required for training and education. EPaCCS
need national support and clinical leadership and projects need to be framed appropriately.

Information-sharing was a specific problem - securing permissions was a barrier and meant
Admiral Nurses had no access to medical records (they were reliant on information from the
referral process which was often inadequate). This meant potential risks and duplications of
information.

Hospital professionals had less time to collect patient information than social care staff.
Information was recorded on paper and electronically, but this was often haphazard and
non-systematic, with professionals unable to access information collected by others. Data were
shared face-to-face, for example in multidisciplinary team meetings, which were important

settings for care co-ordination. Social care information was rarely included in discharge summaries.

Difficulties in accessing information led to delays in discharge.

Barriers to and facilitators of data-sharing in the context of SAP were discussed, including cultural
aspects (e.g. mistrust between organisations/professionals), concerns related to feasibility (e.g.
more paperwork) and preference for some forms of data-sharing (e.g. multidisciplinary team
meetings were seen as more effective and having other benefits, such as building interprofessional
relationships that enabled data-sharing, and overcoming technical and feasibility problems).

The focus of the study was integrated transitional care, with this creating conditions for successful
[implementation of] data-sharing or the effects of successful collaboration, implicitly including
data-sharing.
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TABLE 4 Characteristics of included studies (continued)

First author and
date

Shenkin
202278

Standing
2020,
202077

Sutton 201678

Waring
2014
20158
2016,%2
20198
2020;8°
Bishop 20198

To inform the development of a care home
‘data platform’ between social care and
health for care home residents by (1) iden-
tifying what data are routinely collected as
part of resident care and (2) collating care
home managers’ views and experiences of
collecting, using and sharing data.

To explore attitudes towards the potential
of an EPaCCS solution for improving
interdisciplinary information-sharing

and co-ordination in end-of-life care and
facilitating the delivery of care that meets
patient preferences, focusing specifically
on professional and organisational factors
that promote or inhibit the acceptability,
usefulness and integration of collaborative
care planning across health and social
care into service delivery and everyday
practice.

To characterise challenges in a project
to improve transitions for older people
between hospital and care homes.

To explore various aspects of the

process of hospital discharge, including
professionals’ and patients’ perceptions of
threats to safety, the role and experiences
of patients, and communication and
co-ordination across multiple occupational
and organisational boundaries, including
investigation of three widely used
interventions (information communication
technologies, discharge co-ordinator

roles and multidisciplinary care planning
meetings) in enabling interprofessional
knowledge-sharing and learning.

Service users

Care home
residents

People in need
of end-of-life
care

Older people
during periods
of acute illness

Orthopaedic
hip fracture and
stroke patients

Main points relating to data-sharing

Two main themes were identified: (1) the rationale for collecting data, and (2) the reality of
collecting and sharing data. There were a range of barriers to data-sharing, including variation in
practice, lack of standards and lack of agreement about what data should be collected and why.
Linked to this were lack of interoperability and other technical issues. The reality of data collection
and maintenance would depend on dedicated staff time, which has implications for data-sharing;
for example, if data are not up to date or are incorrect, this may have an impact on the wider
system when accessed from outside.

Poor information-sharing is a barrier to effective end-of-life care and frustrating for patients.
Paper-based acute care planning documentation does not appear to be effective; for example,
documents are often unavailable and variable in quality. Patients welcomed the idea of an EPaCCS
that facilitated sharing of their information between health and social care services, and they did
not report the same concerns about data protection and security issues that concerned clinicians.
Perceived barriers to an EPaCCS were the increased demand on time and the lack of infrastructure
in place to support the system. Care must be taken to ensure that information contained within
the EPaCCS does not become overwhelming, particularly for emergency services, such as
paramedics, who work under extreme time pressures.

One intervention implemented in the study was a summary discharge sheet. However, this
solution was not co-produced with care home staff, and they did not feel it contained adequate
information; this contributed to a negative relationship between hospital and care home staff.

Information and communication technology (particularly well-co-ordinated and easily accessible
patient records), discharge co-ordinators (professionals with dedicated roles who work across
institutional boundaries), and multiple-professional group formats (e.g. multidisciplinary team
meetings) can facilitate data-sharing during discharge. They are complementary and each has its
own advantages and disadvantages. Technology was not used consistently and seemed to support
intra- rather than interorganisational activities, with fragmentation and duplication across different
sites.

continued
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TABLE 4 Characteristics of included studies (continued)

Service users

Wilberforce To evaluate the implementation and Older people

20174 potential value of an electronic referral with complex
system to improve integrated discharge care needs
planning.

Wright 199570 To elicit potential clients’ views of new Older people
client-held joint health and social care
records.

relating to data-sharing

The design and implementation of the electronic system affected data-sharing (e.g. the system had
limited usability and did not duplicate the paper-based system forms that staff were familiar with
and seemed to like; other issues included the time it took to load and the lack of interoperability/
connection between services). However, staff were positive about potential benefits; for example,
reducing the need to chase referrals.

Older people found it difficult to conceptualise a shared health and social care record (some saw
theoretical advantages, e.g. in emergencies) and were unwilling to contemplate their needs for
social care. There were concerns about confidentiality and security.

EPaCCS, Electronic Palliative Care Coordination System; GSF, gold standards framework; SAP, single assessment process.
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TABLE 5 Method of data-sharing and health and social care professionals in included studies

First author

Method of data-sharing  Healthcare professionals

Social care professionals

Badger 201274

Bailey 202243

Bower 2018%

Chester 2021%°

Care Quality
Commission 201618

Dickinson 2006%

Ellis-Smith 201877

Holloway 2006

Kharicha 20052

Lewis 2013¢”

Maclnnes 2020

Paper

IT system, face-to-face,

multidisciplinary team
meetings

All (apart from fax)

IT system

Unspecified

Paper

Paper, face-to-face

Paper, face-to-face

All (apart from fax)

E-mail, IT system,
multidisciplinary team
meetings

E-mail, IT system,
multidisciplinary team
meetings, phone,
face-to-face

GPs
Out-of-hours GPs

District and specialist palliative

care nurses

District nurses

Specialist nurses (e.g. diabetes,

mental health nurses)
Occupational therapists
Physiotherapists

GPs

Nurses: practice, district
Mental health practitioners
GPs

Geriatrician

Occupational therapists
Physiotherapists
Consultant psychiatrist
Administrator

Nursing practitioners

GPs
Healthcare managers
Other

Nurses
Allied Health Professionals
Managers

District nurses
GPs

Specialist nurse
Neurologist

Community nurses
GPs

Community matron (case
manager)

District nurses

GP

Geriatrician

Therapists (e.g. physio,
occupational)

Mental health professional
Pharmacist

Health visitor for older people

Ward clerk

Over-75 team:

Registered nurses (practice ma-

trons)
GP
Paramedic practitioner

Wider service delivery team:

Community nurse
Mental health practitioner
Pharmacist

Intermediate care practitioners

e Nursing home managers
e Nursing home nurses
e Care assistants

e Social workers

e Social workers

e Adult social care
practitioners

Social workers

Care home staff
Social care managers
Other

Social workers
Managers

e Care home staff

e Social care professionals
(theoretical)

e Social workers

e Social worker

Wider service delivery

team:

e Social workers

e Representatives from
voluntary agencies
including Age UK and a
carer support group

continued
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RESULTS

TABLE 5 Method of data-sharing and health and social care professionals in included studies (continued)

First author

Method of data-sharing

Healthcare professionals

Social care professionals

Mahmood-Yousuf
20087%

Paper, phone, face-to-
face, multidisciplinary
team meetings

Patterson 2019% Paper, IT system,

face-to-face

Petrova 20187¢ IT system

Piercy 2018¢® Paper, IT system

Redwood 20237

Rwathore 2007¢? Paper, phone, face-to-
face, e-mail, IT system,
multidisciplinary team
meetings

Shaw 201772 Multidisciplinary team

meetings

Shenkin 202278 Paper, face-to-face, IT

system

Standing 2020,%* 20207°  Paper, IT system

Sutton 201672 Paper, phone

Waring 2014,80 20158t All
2016,%2 2019, 2020;%
Bishop 201984

Wilberforce 2017 All

Wright 19957° Paper

Al

Acute hospital:

District nurses e Macmillan nurses
GPs

GP e Nursing home
Paramedics

Community-based care team

Hospitals Hospices
Nursing teams Care homes
GP practices

GP out-of-hours services
Emergency telephone lines
Ambulance services

Community services

Specialist palliative care services
Admiral nurses e Dementia advisers

Social workers
Community service leads

Medical consultants
Clinical staff

Nursing staff

Therapy staff

Discharge co-ordinators

District nurses e Social workers
Other professionals related to

SAP (e.g. managers, GPs)

Secondary health care e Social services/workers
Primary health care

GPs e Care home managers
Hospital staff and staff

Other external professionals
professionals involved in end-of-life care

Geriatrician e Care home staff
Community matron

Emergency Department staff

Social workers

Social care providers
Support group/voluntary
organisations

Nurses

Medical (doctors)

Healthcare assistants
Occupational therapists
Physiotherapists

Other therapists (speech, dieti-
tians)

Pharmacists

Administrative and managerial

Community and primary care

Community nursing
Community hospital nurses
GPs

Ambulance

Administrative

Discharge co-ordinators,
who included social
workers, and social care
assessors

Discharge co-ordinators, who °
included nurses

Not specified

SAP, single assessment process.
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care professionals most often involved in data-sharing, with other professionals including social care
assessors, representatives from the voluntary sector (e.g. dementia advisers) and care home staff. From
the healthcare sector, nurses (district, community and/or specialist) shared data in the majority of
studies, while other professionals included doctors (GPs, geriatricians and other specialists), occupational
therapists, physiotherapists, mental health practitioners, paramedics and pharmacists.

Quality of included studies

Wallace criteria

Table 6 shows the score of all studies for each item on the Wallace checklist. Overall, the methodological
quality of the included studies was good. Only two studies scored ‘yes’ to all questions; however, 14

out of 24 studies scored ‘yes’ to 11 or more questions,?19-21,23:63,66,6869,71,73,74,77-79.81-84 and 3 further

three scored ‘yes’ to 10 or more questions,”%*7> indicating that most studies scored fairly highly. Of the
remaining seven studies, three scored lower than the rest, with ‘yes’ for three or fewer questions.18¢7.76

There were some questions for which the majority of studies scored ‘yes’. All included studies apart
from one’¢ had a clear research question, and most used a suitable research design, with only two
studies scoring ‘can’t tell’ for this question.®””¢ For ‘Do any claims to generalisability follow logically
and theoretically from the data?’, only one study scored ‘can’t tell’,'® with all other studies scoring ‘yes’.
Similarly, the majority of studies considered ethical issues; of the 24 studies, 1 study scored ‘can’t tell''8
and 3 ‘no’ to this question.”%7276

The criteria which were not met, or where the reported information was insufficient to make a decision,
varied across studies and it was therefore difficult to judge their implications for the validity of the
overall conclusions of the review. However, there were three criteria for which a large proportion of
studies (2 50%) failed to score highly; these are discussed further below.

Only six studies?123636869.71.79.80-83 proyided sufficient evidence that their samples were adequate to
explore the full range of perspectives relevant to their research question. Of the remaining 18 studies,
14 studies”141819.64,677072-78 f3jled to report sufficient details to judge the adequacy of the samples.
Studies may have faced practical limitations, such as the difficulties of accessing specific groups of busy
healthcare professionals. However, data-sharing was not the focus of many of the included studies, and
more than half of the studies were mixed-methods studies with multiple objectives, so the low scores
of studies in this domain may be partly due to their definition of adequate sample being different from
ours, for example in terms of types of health professionals. It could also reflect narrow understanding of
the data-sharing flow, with only the ‘main protagonists’ (with higher professional status) being included
in the research, thus reflecting the impact of professional hierarchies on data-sharing, as discussed
further in Chapter 4, Findings. Although this means that individual studies might have failed to include all
relevant stakeholder groups and reported on a limited range of perspectives, this is less of a problem for
the review as a whole, as we included studies focusing on a wide range of perspectives and highlighted
instances where evidence was limited or completely missing.

The second criterion relates to evidence for rigorously conducted data collection, with only 12/24
Studies SCOI’ing ‘yes'712,19,21,23,64,68,69,71,74,75,77,78,79,80783 10 Studies scoring ‘n0’9,14,18,20,65,66,67,70,73,76 and 2 ‘Can’t
tell’.¢372 Reasons for scoring ‘no’ included failure to identify and address factors that could have a
potential impact on participants’ behaviour, such as recruitment of participants and setting of the
interview, or failure to ensure rigorous recording and transcription of data. Again, these factors varied
across studies and their impact should be judged on a case-to-case basis.

The third criterion for which there was a lack of evidence in included studies was reflexivity. There
were only four studies where authors showed clear evidence of reflexivity;122123697981-84 four others
were scored ‘can't tell’ 5717374 with the majority of studies being ‘no’ (16/24).9:1418-2063,64,66-68,70,72,75-78

Copyright © 2024 de Bell et al. This work was produced by de Bell et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction
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TABLE 6 Summary of quality ratings for included studies

Total
Author 4 5 6 7 10 11 12 (Y, N, CT)
Y

1 p 3 8 9
Badger 201274 Y Y N CT Y Y Y Y Y Y CT 9,1,2
Bailey 2022¢° Y Y Y Y Y Y CT Y Y Y Y N 10,1,1
Bower 2018% Y Y Y CT CT CT Y Y Y Y Y N 8,31
Chester 20212° Y Y Y N Y Y N Y Y Y Y N 9,3,0
Care Quality Commission 20161® Y Y N CcT N CT N Y N CT CT N 3,54
Dickinson 2006 Y Y Y N N CT N Y Y Y Y CT 7,3,2
Ellis-Smith 201877 Y Y Y CT Y Y Y Y Y Y Y N 10, 1,1
Holloway 2006% Y Y Y N Y Y N Y Y Y Y N 9,3,0
Kharicha 20052 Y Y Y N Y Y Y Y Y Y Y Y 11,1,0
Lewis 2013¢7 Y CT N CT N CT N CT N Y Y N 3,54
Maclnnes 2020? Y Y Y CcT Y Y N Y CT Y Y N 8,22
Mahmood-Yousuf 20087% Y Y Y CT N CT Y Y Y Y Y N 8,22
Patterson 2019% Y Y Y CT Y Y Y Y Y Y Y N 10, 1,1
Petrova 20187¢ CT CT Y CcT N CT N CcT N Y N N 2,55
Piercy 2018¢8 Y Y Y Y Y Y Y N Y Y N 10,2,0
Redwood 20237 Y Y Y Y Y Y Y Y Y Y Y CT 11,0,1
Rwathore 2007¢ Y Y Y Y Y Y Y Y Y Y Y Y 12,0,0
Shaw 201772 Y Y Y CT N CT CT Y N Y N N 54,3
Shenkin 202278 Y Y Y CcT Y Y Y Y Y Y Y 10,1,1
Standing 2020,2t 20207° Y Y Y Y Y Y Y Y Y Y Y Y 12,0,0
Sutton 20167° Y Y Y CT Y Y N Y Y Y Y CT 9,1,2
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TABLE 6 Summary of quality ratings for included studies (continued)

Total
Author 1 2 3 4 5 [ 7 8 9 10 11 12 (Y, N, CT)
Waring 2014,%° 2015,%* 2016,%2 2019,2% 2020;% Bishop Y Y Y Y Y Y Y Y Y Y Y Y 12,0,0
20198
Wilberforce 2017 Y Y Y CT N CT N Y Y Y Y N 7,3,2
Wright 19957° Y Y Y CT Y Y N CT N Y N N 6,4,2
Total (Y, N, CT) 23,0,1 22,0,2 21,3,0 6,4,14 16,7,1 16,0,8 12,10,2 21,0,3 17,6,1 23,0,1 20,3,1 3,17,4

CT, can't tell; N, no; Y, yes.

Note

The questions used are from the adapted Wallace criteria® and full details can be found in Appendix 4, Table 9; they are briefly summarised as: 1. Research question clear? 2. Study
design appropriate to answer the question? 3. Context/setting adequately described? 4. Sample adequate to explore range of subjects? 5. Sample drawn from appropriate population?
6. Data collection adequately described? 7. Data collection rigorously conducted? 8. Data analysis rigorously conducted? 9. Findings substantiated/limitations considered? 10. Claims to
generalisability follow from the data? 11. Ethical issues addressed? 12. Evidence of reflexivity?
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RESULTS

Reflexivity involves critical examination of the impact of researchers’ own preconceptions and behaviour
on the results of the study and their interpretation. Failure to do so may lead to biased results (e.g.
through unintended influence on participants’ behaviour) or narrow interpretation favouring the
researchers’ preferred explanations. Reflexivity has multiple aspects, and some guidelines caution
against overcomplicated reporting resulting from being ‘too reflexive’® Therefore, lack of evidence of
reflexivity in some of the papers could be a reporting issue rather than failure of the researchers to be
reflexive during the research process. However, the fact that 11/24 papers scored ‘no’ or ‘can’t tell’ on
all three questions discussed here suggests that, at least for some of the studies, there was a failure to
appreciate the potential impact of the researchers’ behaviour and choices on study results. Ignoring the
importance of the specific choices that every researcher has to make (e.g. selection of sample; process
of recruitment; choice of place and time for data collection) indirectly suggests limited reflexivity, rather
than failure to report the relevant evidence. The implications of the quality of the included studies on
the conclusions from the review are discussed further in Chapter 5, Limitations.

Findings

Initially, we coded different aspects of data-sharing and related mediating factors under broad headings
derived from sociotechnical theory, as described in Chapter 3, Methods. As the analysis progressed

and specific patterns in the data were identified, we observed that factors affecting data-sharing

could be grouped into two broad categories: general factors common to all settings and uses of data-
sharing, and factors specific to a particular care delivery process or setting. The latter was coded as
‘purpose of data-sharing’ within the overarching theme of Goals; five purposes were identified: joint
assessment,142064.6567-69.72 integrated case management,?121863.64666870 transitions from hospital to
home,1#4182369.71-7381-84 data-sharing regarding residents of care homes?!®21737477-79 and data-sharing for
palliative care.'??174-7779 Studies were grouped into five clusters based on these purposes. There was
some overlap between clusters; for example, joint assessment formed part of the process of integrated
case management in some studies but, on the whole, each cluster focused on the process of data-
sharing in relation to a specific care delivery process or context.®*%® Table 7 shows the allocation of
studies and the total number of papers and studies in each cluster.

Our decision to think about the papers in clusters was based on the diversity of contexts in which
data-sharing was described within the broad evidence base. Once the studies had been grouped into
five clusters based on the purpose of data-sharing, the framework then provided a way of identifying
common factors which were perceived to influence data-sharing across the clusters, as well as areas for
which there were key differences between clusters. The final framework (Figure 2), which was developed
iteratively from our initial framework (see Chapter 3, Wallace criteria), contained four themes - Goals,

as defined above and Relationships, encompassing relationships between professionals as well as
factors such as professional hierarchies; Processes and procedures, which included policy context,
interorganisational relationships, and ways of working (e.g. guidance and training); and Technology and
infrastructure, which details technical factors including the accessibility of different methods of data-
sharing, as well as issues such as their accuracy and security.

We used the Wallace criteria scores for each study (Table 6) to determine whether the quality of studies
varied by cluster. We added up the number of ‘yes’ scores (criteria met) in each cluster and divided this
by the number of studies included in that cluster. This gave us the mean number of criteria met per
study for each cluster, which ranged from 7.63 to 8.83 (mean 8.3, standard deviation 0.45). This means
that no clusters included only low-quality studies and the mean quality of studies (using the number of
criteria met as a crude measure) was relatively high (8/12) across clusters.

We also considered Goals to encompass the perceived implications, or intended benefits, of data-

sharing. We briefly summarise these benefits because an understanding of the aims of data-sharing in
the included studies provides context to the factors perceived to influence data-sharing. Data-sharing
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TABLE 7 Studies in each cluster

Integrated case Transition from Palliative

Joint assessment management hospital to home Care homes care

Badger 201274 0 0 0 1 1
Bailey 2022 0 1 0
Bishop 20198 0 0 1
Bower 2018 1 1

o O
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Kharicha 20052

[EN

Lewis 2013¢”
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Mahmood-Yousuf 20087°
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Patterson 20197
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o O O » O

Petrova 20187¢

Piercy 2018¢8
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Redwood 202371
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Rwathore 2007¢°
Shaw 201772

=
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Shenkin 202278
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Standing 2020,%
Standing 202077
Sutton 201672
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Waring 20148
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Waring 2016%
Waring 2019%
Waring 20208
Wilberforce 2017
Wright 199570

Total number of papers
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®w 0 » O O O O O O O O o o o o o
O »r O r» B

N N O O O O O O O -
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Total number of studies

Note
1 indicates that the study belongs to the given cluster.
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FIGURE 2 Themes in the final framework in relation to the clusters of studies.

provided a comprehensive ‘picture of the patient’ to all professionals involved in their care,t”7¢-78 while
specific benefits were identified for some methods of data-sharing; for example, electronic systems
improved transparency as professionals could access prior decisions in the system.?° Data-sharing
initiatives could change ways of working within formal working structures, improving collaboration,?7”
and lead to more timely and efficient delivery of services.?”'?29% Additionally, data-sharing had the
potential to reduce staff workload and support more co-ordinated and person-centred care;?1%:21707881
for example, patients did not have to repeat their stories or conversations about their care.?%¢%7¢

Below, we use the framework to explore themes which were common to each cluster of studies, before
providing more detail on findings from each theme which are specific to each of the five clusters.
Quotations are used to illustrate points; where these are from participants in the primary studies, this
is indicated.

Overarching factors perceived to influence data-sharing

Within the theme of Relationships, interprofessional relationships were a key factor perceived to
influence data-sharing across all clusters of studies. New ways of collaboration, including data-sharing,
require changes to existing interprofessional relationships and belief systems. Mistrust,®>*? entrenched
prejudices®! and professional hierarchies®-68737479.8283 gre [ikely to have a negative effect on data-
sharing and interprofessional collaboration in general, and could be replicated in new practices and
technological solutions,®>”2 such as shared electronic record systems. For instance, Standing’’ points out
that ‘.. .lack of access to the new [EPaCCS] system could mark a loss to the professional jurisdiction

of care home staff, further downgrading their occupational knowledge and competence’. However,
shared records which were accessible to all could also support data-sharing.t*>>°¢¢5 [ncluded studies
emphasised the importance of trust and respect between professionals’?7? and the need to develop
relationships between individuals.2343-¢56?.74 Specific forms of data-sharing, particularly those involving
face-to-face conversations such as multidisciplinary team meetings,?’27> can help challenge professional
prejudice and hierarchies,'2¢4% provide a forum for professionals to build knowledge? (e.g. develop
systems awareness, as discussed under Technology and infrastructure) and build relationships to foster
collaboration (including navigating conflict).67:¢%72
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Two interlinked subthemes were evident as factors perceived to influence data-sharing within the
wider theme of Processes and procedures. The first related to the wider context in which data-sharing
was occurring, and the need for a policy context from which a shared vision of care, to which different
organisations aspired, could be created. Processes and mechanisms encouraging data-sharing across
institutional and professional boundaries were usually initiated as part of a wider integrated care
initiative. Such initiatives created a shared vision of integrated care provision,?°¢>7 sometimes with
respect to a specific patient group (e.g. end-of-life patients’#-7¢) and sometimes more generally.'®
These could then be translated into formal agreements,?°¢467:¢¢ concerning issues such as mechanisms
of data-sharing (including technical issues, e.g. interoperability), data governance and confidentiality,
standardised assessment tools*® and so on. Aligning processes and practices, and providing the
necessary resources, operationalised initiatives,?®¢” supporting ways of working among professionals
that enabled and encouraged data-sharing across organisational boundaries. Failure to do this led to

a disconnect between policy ambitions and day-to-day reality.142364¢567.73787% As Rwathore®’® put it in
relation to the single assessment process (SAP) initiative: ‘Social workers believed that SAP was good in
theory, but that it did not appear to be translating satisfactorily into practice’.

Two factors were perceived as important in influencing data-sharing across the clusters in the theme of
Technology and infrastructure. The first was the use of technology as a tool for data-sharing, rather than
a solution to all data-sharing problems. Successful implementation of a new technology depends on
considering how that technology interacts with other elements of the data-sharing system, such as how
professionals use the technology, whether it enhances data-sharing, and whether they have to overcome
challenges to enable this, for example with usability4¢467¢? and inaccessibility.?>387378 For instance,
shared electronic record systems offer certain advantages by allowing multiple users to directly update
the system and access data generated by other stakeholders.'42+¢7 This, however, requires standardised
collection and representation of data (e.g. the type of data collected and in what form they are stored

in the system).2%2%¢4 By making it difficult to record contextual information on a patient’s ‘story/,

this has implications for the provision of person-centred care. As different users will have different
information requirements,”1%217987 it also raises questions about access and editing rights; these could
reinforce existing professional hierarchies and prejudices, for example the higher value placed on clinical
information.”1.78818284

The second factor was the need for systems awareness; to be able to share data effectively, health

and social care professionals need to have an understanding of the care delivery system as a whole,>7¢
to better understand each other’s role®2¢* and accept their interdependence.?° This also means
understanding of each other’s information needs,42373 what decisions the information is being used for,
what language and format should be used to make data accessible and usable,?*¢? and how logistical and
informational processes align to create a seamless care delivery process?3¢?72 (e.g. care home staff need
to be aware of any changes in the patient’s condition, treatment and care needs before discharge from
hospital, so they can make the necessary arrangements!®73),

Data-sharing for joint assessment

The eight studies in this cluster were published between 2007 and 2021. There was some overlap with
other clusters, with two studies also appearing in the integrated case management cluster,**¢® and
three in the transitions from hospital to home cluster.'4¢?72 Five focused on older adults living in the
community,?>¢? with some defining their population more specifically as those with complex needs'*

or long-term conditions,** or at risk of unplanned hospital admissions.¢” One study worked with adults
with dementia.s®

Data-sharing occurred in the context of ‘joint’ assessments, that is, a process through which
professionals aimed to identify a patient’s health and social care needs.> Various approaches are taken
to assessments of health and/or social care need, including screening everyone within a particular
population group or only those with particular risk factors.}#?° The assessment can be reactive
(undertaken in response to a situation such as hospital admission) or proactive.®’ Various policies
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have been developed to reduce the duplication of assessments between health and social care in the
UK: the SAP from 2004,¢° the Common Assessment Framework and the Better Care Fund.'* All have
aimed, either solely or as part of a broader remit, to enable ‘joint’ assessment, that is, assessments that
can be conducted by health or social care professionals and shared between health and social care
organisations.* In three studies, assessment was undertaken to enable co-ordinated care planning,
including care on virtual wards,®” for transition from hospital to home,'* or for postdiagnosis dementia
care.’® In two studies, assessment was used to determine eligibility for health and social care, as part of
the SAP,® or through specific funding routes, such as NHS Continuing Healthcare or Registered Nursing
Care Contribution.?®

Social workers and nurses were the professionals most often involved in data-sharing in the studies

in this cluster. Multiple forms of data-sharing were used in most studies. Paper-based processes were
used for referrals and to collate information; this also involved speaking to colleagues and using e-mail
and fax.1464656869 Regular multidisciplinary team meetings were held,**¢467¢? with paper records or paper
copies of electronic records used to facilitate discussion. While electronic records for the two sectors
were separate in some studies, shared electronic systems were also used, with two studies evaluating
interventions involving the implementation of new systems. One was a local authority electronic record
system prepopulated with information drawn from the national NHS spine system,'# the other a shared
electronic record for nursing and adult social care practitioners in separate agencies and locations.?®

Within the theme of Relationships, factors perceived to influence data-sharing were identified at
different structural levels. Interorganisational relationships, where organisations had worked to
‘harmonise aims and expectations’? facilitated data-sharing.?¢” This was particularly the case for
electronic information-sharing, which improved connection between agencies, and partnership working
in the context of joint assessment.?° Interagency mistrust resulted in poor communication,®” and cultural
differences between health and social care prevented data-sharing®>47¢8 for example, attitudes about
the social services means-testing, ‘a practice that was seen by health service staff as conflicting with the
National Health Service’s ethos’. ¢’ In some cases, there was the perception that information provided on
service users from the social services was inadequate. ‘Basically you get the patient’s name and address
and that’s what information the assessment starts with’ (study participant).®

Positive relationships at the organisational level did not necessarily translate into interprofessional
working: ‘I think managers do speak, do talk between health and social services. It's not too bad

maybe at higher levels, but the workers have no time and no opportunity’ (study participant).®> At the
interprofessional level, as identified in the overarching factors, knowledge and understanding and
individual relationships were important.'4465¢7 Within these subthemes, electronic systems improved
communication between individuals and aided understanding;?° their use ‘brought a greater appreciation
of the process of assessment for continuing healthcare services funding by focusing attention on and
clarifying the different responsibilities of the practitioner groups involved’.?° However, other methods

of data-sharing could also facilitate the process,*”¢’ with face-to-face contact or paper notes allowing
professionals to place emphasis on particular aspects of patients’ data.*

Barriers to data-sharing arose due to cultural differences, such as lack of a common language,®” and in
relation to professional hierarchies.®> Some social care practitioners raised concerns that nurses were
not taking responsibility for moving assessments forward,?° while healthcare professionals appeared

to view joint assessment as a social work activity.®’ Mistrust and fear could prevent data-sharing,®’
with an unwillingness to share data arising from uncertainty over confidentiality rules.®” There was

also a lack of engagement by GPs with assessments:¢” ‘The GPs, you can't get them involved with
anything’ (study participant).®> However, colocation of social workers to GP practices enabled access to
patient information and facilitated the SAP process, with some participants commenting that ‘. . . the
GP-attached system might be a way forward for health and social services'.¢?
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While relationships between professionals are important for maintaining data-sharing, additional
facilitators relating to the success of new initiatives were identified in the theme of Processes and
procedures. The studies acknowledged that the implementation of electronic systems was setting- and
time-specific}*?° and that looking at other data-sharing initiatives could provide contextual information
to resolve problems. Co-production of new initiatives was emphasised as a facilitator:%> collaboration
between health and social care agencies, and individual staff, to develop new ways of working together,
led to ‘buy-in’: ‘I think we have been in control really . . . If the team weren’t happy . . . they would look
at it again (health manager)’ (study participant).?° Individuals were found to facilitate implementation
of data-sharing initiatives, both internally?®>¢7 - for example, managers acted as ‘change agents,
motivating and encouraging professionals - and externally, for example the use of consultants.®
However, the complexity of data-sharing, in terms of the need to form IG agreements and secure
information-sharing permissions, and develop mechanisms to operationalise these, was a barrier.142°
Guidance and training could facilitate data-sharing, clarifying the roles of health and social care and
providing common standards to cover issues such as data confidentiality and care co-ordination.¢”:
Where these were inadequate, professionals could feel unprepared or unsure.%?

Ways of working were also identified as influencing data-sharing within the wider theme of Processes
and procedures.®> Moving from one form of data-sharing to another (e.g. from paper to electronic)
necessarily changed working practices; embedding these new working practices as the normal way

of doing things facilitated successful data-sharing.?° However, this was time-consuming, with lack of
time being a barrier for professionals to learn new ways of working and engage with guidance and
training.®” An additional barrier was identified relating to the difficulty of developing workarounds
during the implementation of new data-sharing initiatives when parts of the process were not working
properly.}*¢47 These could have further consequences; for example, solutions to gain access to different
IT systems led to inconsistent practice in different geographical areas.®’

Technology and infrastructure described how different technical aspects of data-sharing affected its
success. Electronic systems were thought to facilitate data-sharing,®* by offering security,'* as well as
accuracy due to ‘the capacity to update information over time’,**¢” and allow professionals to monitor
referrals without contacting other staff.'* Paper records could be a barrier for these reasons,® as well
as ‘the administrative and time costs of having to duplicate handwritten information’,** and the need
to use multiple methods of data-sharing, for example telephone to follow up. Data-sharing could also
fail due to inadequacy of the available data,*® especially where forms were unsuitable for capturing
information.*¢7:%¢ Some records were thought to be better than others; for example, GP records detail
care over long periods of time and so provides rich information. In some cases, standardisation and
transparency of the collection of information facilitated data-sharing.20¢46>

There were specific problems identified with electronic systems. Their accessibility could be a barrier,
with systems often inaccessible to different professions,4¢4¢7¢? for example, requiring an additional
log-on, meaning that individuals were dependent on information provided by others.%® This could

lead to duplication, for example, taking paper copies to multidisciplinary team meetings as there was
no internet access in meeting rooms.** For some systems, poor usability was a barrier:¢”¢° clunky
interfaces were identified as a problem, contributing to systems being time-consuming to use, which
made them impractical; for example, nurses did not have time to complete a whole form at once but
when re-entering the system had to navigate through all sections to get back to their place.** While
professionals identified advantages of electronic systems, as detailed above, the technology could also
cause anxiety regarding the quality of data, whether the data had saved, or was correct.* The success of
one electronic system was attributed to the separate locations of the staff using it,?° but with face-to-
face data-sharing preferred to electronic if professionals were in the same location.*

Data-sharing for integrated case management
There were eight studies in the integrated case management cluster: three were published between
1995 and 2006, five between 2015 and 2020. As noted above, two studies in this cluster were
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also discussed in relation to joint assessment, with one further study in this cluster occurring in the
transitions from hospital to home and care home clusters.*® Populations in these studies were similar to
those in the joint assessment cluster: older adults'>7° with complex needs?¢® or long-term conditions.¢*
One study focused on adults with Parkinson’s disease® and one on adults with dementia.®® While the
focus of studies in the joint assessment cluster was the identification of patients’ health and social care
needs, studies in the integrated case management cluster were concerned with the next stage in the
process: the provision of care to those who had health and/or social care needs and ongoing monitoring
of their health and well-being. Data-sharing was discussed in the context of ‘integrated’, ‘co-ordinated’
or ‘partnership working’ between health and social care professionals and organisations to provide this
care - all long-standing goals on the policy agenda.'>'84¢ Integrated working is particularly important in
the care of older people, who are more likely to need support with both health and social care needs,%®
often as a result of multimorbidity.¢

Social workers and nurses were most often involved in data-sharing in these studies, along with
doctors, particularly GPs. As well as shared electronic systems, regular multidisciplinary team meetings,
telephone calls, and informal face-to-face meetings, colocation of health and social care professionals,
and paper records held by patients were discussed in these studies.

As identified previously, relationships at different levels influenced data-sharing. At the
interorganisational level, willingness to share information between organisations could be a facilitator:!®
‘It's kind of working together and just sharing information, rather than thinking “Oh we’re the district
nurses and that'’s the GP surgery” and not sharing information’ (study participant),” and seemed to

be supported by some methods of data-sharing, such as colocation (e.g. having a social worker in the
primary care team®) and regular multidisciplinary team meetings.? Relationships between individuals
were also valued, with information-sharing often dependent on them.”¢3 In this cluster, professionals in
dedicated linkage roles such as care co-ordinators were identified as important.”'844 Data-sharing was
both facilitated by and helped to build, trust and respect for other team members and professions. Some
methods of data-sharing (e.g. multidisciplinary team meetings) acted as a place both for sharing and

for professionals to increase their understanding of different roles.®2¢* Similarly, shared records could
lead to successful partnerships between health and social care professionals.'>'8¢* Patient-held records
were perceived to have the same potential,¢7° showing that everyone was important (reducing power
dynamics) and working in the interest of patients:

by the patient carrying records to show to other health professionals and social services that they are as
important in keeping the patient as well as we can in the community . . . I'm not trying to do their job but
I’'m aware that their job is as important as mine (study participant).®

Although they were either not tested” or not found to provide these benefits in practice.®®
While disconnected electronic systems were sometimes a barrier, they could facilitate data-
sharing by strengthening relationships as they led to face-to-face and telephone communication
between professionals.’

However, in some studies, professional hierarchies were a barrier to data-sharing. They could lead to
difficulty in engaging all professionals involved in a patient’s care in sharing data,'®¢ and difficulties
sometimes arose due to a lack of relationships between individuals, leading to conflict, for example
due to differences of opinion on care decisions. The power dynamics between professions could lead
to preferences for different methods of data-sharing. For example, Kharicha'? found that, as a higher-
status professional group, GPs tended to prefer informal methods such as ‘corridor’ conversations,
whereas social care professionals were more likely to prefer formal settings such as multidisciplinary
team meetings, where they felt able to be heard. These differentials also led to the feeling among some
GPs that social care needed restructuring to enable data-sharing, rather than changes to their working
practices.'? Additionally, a lack of understanding - whether of data-sharing tools!® or, as in the previous
cluster, of what information could be shared - could prevent data-sharing.
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An additional theme identified in this cluster related to patient experiences of data-sharing. Patients in
an earlier study were not familiar with the concept of a shared health and social care record and tended
to refer to medical rather than social care records, though they could see theoretical advantages.”® More
recent studies indicated that while some patients had concerns over confidentiality and security of data,
especially financial, they typically expected data to be shared between health and social care.®'? They
perceived electronic information systems as making data-sharing easier, but did not always feel data
were being shared and did not like repeating information to different professionals, finding it ‘. . .very
frustrating to be asked the same questions by different clinicians and providers’® This sometimes meant
they felt like they had to act as a co-ordinator with outside services.?1218

Within Processes and procedures, as in the joint assessment cluster, context was identified as important,

and the complexity of IG agreements and securing information-sharing permissions, particularly between
organisations that have not previously shared processes or ways of working, was a barrier.*24%8 The studies
suggested that agreeing common standards - for example, on data confidentiality and care co-ordination -
between organisations to facilitate real-time data synchronisation between primary care, community care
and social services was important and ensured quality. However, policies needed to be operationalised to
facilitate data-sharing, for example through protocols, training or awareness-raising among professionals.'®
This could be through structural integration, such as colocation,*? but there was some indication that
relationship-building was a more important factor. There was some overlap with factors identified in the
previous cluster in this theme, including the need to develop workarounds when parts of the process were
not working properly during the implementation of new data-sharing initiatives, and individuals facilitating
improvements in data-sharing by acting as ‘change agents’. Partial or temporary funding,® for example ‘no
secure funding for the social care role and a perception that this role was not supported by management), ¢
was a barrier identified in this cluster but not others.

In terms of Technology and infrastructure, studies in this cluster discussed how different methods of
data-sharing, such as opportunities for face-to-face communication - whether formal, for example
multidisciplinary team meetings,®* or informal, for example through colocation® - made other
professionals more or less ‘accessible’ to each other, affecting their ability to share data. Geography

was an aspect of this, with one study finding that the lack of alignment between the areas covered by
primary care and social services caused difficulties.’ The inaccessibility of electronic systems to different
professions could also be a factor,?*48 particularly the lack of access to ‘local’ electronic patient records
for external professionals,’® while ‘distant, telephone based communication between health and social
services''? created problems. When electronic systems were shared, this meant they contained irrelevant
information - for example, ‘we’re all looking at slightly different things so, it’s of no interest to me

how much money somebody'’s got in the bank but that’s quite an inherent part of the social services
assessment’ (study participant)’ - which was considered to be a problem due to concerns about I1G

and whether data could be shared; for example, social workers had concerns about the confidentiality
of social data in a GP record.’ For paper-based forms, the inadequate provision of information was
considered an issue, due to ‘the difficulties of capturing relevant information from long and complex
medical and social histories on a referral form'¢®

While data-sharing allowed consistent transfer of information around the health and social care system,
some studies indicated a lack of trust in technology, leading to alternative methods of data-sharing
being used, for example telephone calls. In contrast to findings from studies on joint assessment,
perceptions of the quality of medical records were varied, with Maclnnes’ finding ‘general practice
records care episodes over long periods of time, which provides rich and comprehensive information
about a user which has the potential to be shared’, whereas the Care Quality Commission suggested
that medical records could be of poorer quality than social care records, particularly in relation to care
planning, as ‘patient notes were not always added to their medical records. Where they were added they
were often out of date’!®
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Transitions from hospital to home

There were seven studies in this cluster: one was published in 2007 and six between 2016 and 2023.
Five studies were also discussed in other clusters: three in the joint assessment cluster,'#¢?72 one in the
care home cluster,”® and one was related to integrated case management and care homes.*® Six focused
on populations of older people,®”’2 who in one study had complex needs.'* One study, reported in six
papers,?380-84 focused on stroke and hip fracture patients. The purpose of data-sharing was slightly
different in this cluster compared to the previous two clusters, as it was intended to facilitate continuity
of care when patients were being discharged from hospital to home. Multiple health and social care
professionals working both within and across organisational boundaries are involved in hospital
discharge.?*#! There are a number of complex processes involving co-ordination between individuals
and the handover of information,”® such as conducting assessments for additional support and ensuring
equipment and care packages are in place,’* that are essential to facilitate a safe transition.?® There are
multiple problems associated with hospital discharge, as noted in the Care Quality Commission report:

Although we were made aware of initiatives to improve older people’s transfer of care from hospital, in
practice we saw delays in discharge from hospital, poor information for the receiving provider, and a lack
of clarity of who was responsible for facilitating older people’s hospital discharge.®

The co-operation of professionals in transitional care has been further complicated by legislation, such
as the 2003 Delayed Discharges Act (now replaced by the Care Act 2014%) which introduced fines when
medically ready patients were not able to be discharged from hospital for reasons attributed to the social
services,’? and other financial penalties, for example for hospital re-admissions.”

As in the previous two clusters, social workers were the professionals who most often shared data from
the social care sector. In the healthcare sector, a greater range of professionals were identified as being
involved in data-sharing, with professionals from community, primary, and secondary care contributing
to transitional care. In Shaw et al.,”> multidisciplinary team meetings were the sole method of data-
sharing. While multidisciplinary team meetings were used to share data in all studies apart from Sutton”®
and Care Quality Commission®® in this cluster, they were used in conjunction with other methods of
data-sharing, including paper-based, telephone, e-mail and electronic systems. One study specifically
evaluated the introduction of a new electronic system to replace a paper-based process.'*

In the theme of Relationships, the need for appropriate forums for data-sharing to be set up or
supported at an organisational level was identified as facilitating data-sharing within the subtheme

of interorganisational relationships. As in the integrated case management cluster, various methods
were suggested as enabling professionals to share data. These included shared electronic records?381.82
and more informal opportunities to relay information face-to-face, often using paper notes, allowing
emphasis to be placed on important points.'*2® Multidisciplinary team meetings were also important in
certain contexts.”*7282 However, the presence of professional hierarchies, particularly power differentials
between occupations, was a significant barrier in this cluster of studies. While multidisciplinary team
meetings could be places where hierarchies were reduced through the renegotiation of differences, this
was not always the case; sometimes ‘participants described difficulties of getting their voice heard and
making a contribution to care planning, because of underlying professional hierarchies’®? This could

be due to the distinctions being made between medical and social needs,® or pressures to expedite
discharge from hospital.?? It was also the case for other methods of data-sharing, for example discharge
summaries and other established records systems,?! as the information in these was not accessible to
all professionals: ‘each [agency] has their own system, and you have to know what they each need, and
when they need it’ (study participant).?®

Another factor which was identified in other clusters, but discussed by many studies in this cluster, was
the connection between professional hierarchies and perceptions of different types of knowledge.®?
Generally, medical knowledge was considered more valuable than socio-psycho-experiential knowledge,
despite the fact that ‘some participants . . . clearly described its importance and role in facilitating
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diagnosis, treatment decisions and discharge planning’.’! This affected the dynamics of multidisciplinary
team meetings and data-sharing (e.g. the contents of discharge summaries).”*#! A related factor, specific
to this cluster, was the different value occupational groups placed on planning transitional care,®?
reflecting their different priorities, for example tolerance of risk’273# or prevention of re-admissions:”38184

People working in primary and social care expressed strong views about the way in which staff in hospitals
focused on what they needed to do and did not pay sufficient attention to others. Hospital staff said the
same about primary and social care providers.*®

This meant information regarding discharge was often not relayed appropriately to social care and
community teams, particularly care home staff.187383 The lack of a common language could be a
problem,? with the development of shared understanding,’® including knowledge of processes and ways
of working?34?7273 and the specific needs of geriatric patients,”! suggested to facilitate data-sharing.
Additionally, individuals could provide ‘translation’, particularly those in dedicated roles, for example
discharge co-ordinators who could ‘retrieve and transmit’ data as necessary.182371

There were several factors common to previous clusters identified in the theme of Relationships.
Mistrust and fear - whether between professionals,”*#! for example because ‘social workers were not
aware of common information-sharing protocols®’ or at an interorganisational level 8 for example due to
‘inter-agency mistrust and a blame culture, relating to authority to access information and confidentiality
rules’®? or historically poor relationships between hospitals and care homes’® - prevented data-sharing.
At the interprofessional level, a lack of relationships could stop professionals from sharing data;” for
example, ‘Ward staff and social workers do not know each other very well and therefore might be less
willing to trust each other’s decisions [professional assessments]’.”* Having appropriate forums for
data-sharing gave professionals the opportunity to build relationships which facilitated data-sharing.?372
Studies discussed how this led to trust and respect, as emphasised by studies in the integrated case
management cluster, but also discussed the need to ‘acknowledge their [relationships’] emotional

nature, attending to the personal connections and conflicts that occur in the course of professional work
such as integrated care’”? Conflict could arise as a result of differences in opinion regarding patient care,
but relationship-building meant this could be resolved’? and reduced the presence of a fear culture,
particularly in social care.®’

Various influencing factors identified in the theme of Processes and procedures related to differences
in working practices between different groups of professionals. This was largely due to the greater
involvement of healthcare professionals working in hospitals in this cluster. Time could be a barrier,
whether this was due to low staffing and shiftwork in hospitals,”* misaligned working practices
between hospital professionals and social care,?#* or the time needed to implement new data-sharing
initiatives,”? for example to read guidance, attend training, and set up new systems.?*¢? Additionally,
improved data-sharing was seen by some professionals as increasing their workload by adding
paperwork and admin.¢%7?

Some factors that influenced the success of new data-sharing initiatives in the previous two clusters
were also identified in the Processes and procedures theme in this cluster. These concerned the role of
individuals acting as ‘change agents’ or ‘boundary spanners’, with particular individuals encouraging
buy-in to new initiatives from other professionals.?*72 The second related to the importance of
relationship-building above policy or structural change in the successful implementation of data-
sharing.”>”® However, the wider landscape was still important, with a new electronic system trialled

in one study considered to need revision to meet the requirements of the Care Act 2014 if it was
reinstated,'* and a lack of protocols to support data-sharing suggested to be a barrier for professionals.®’
The need to develop workarounds during the implementation of new initiatives - for example due to
professionals’ technical competence? or clunky electronic systems!* - could lead to problems with
data-sharing. Having separate electronic systems was also found to complicate communication in some
cases,®! meaning multiple methods were needed to facilitate data-sharing.
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As in previous evidence clusters, accessibility, in terms of the ability different methods of data-sharing
gave professionals to connect with one another, was a subtheme within Technology and infrastructure.
Being unable to contact other professionals directly could be a problem,®* whereas face-to-face
methods, such as colocation®” and multidisciplinary team meetings,”? usually supported data-sharing.
However, they could still be barriers to data-sharing, for example when meetings were held at times
unsuitable for community professionals.?® The inaccessibility of electronic systems was a barrier,14¢%71.8284
as was the existence of multiple systems, most of them specialist, alongside paper records and informal
communication, creating complexity as mentioned above.?*# Medical information, in connection to
being seen as more valuable, was more likely to be recorded than information relevant for social care.”*

As there was overlap between the clusters, many influencing factors run across the integrated case
management and transitions from hospital to home clusters in the theme of Technology. These

include the ability of electronic systems to facilitate data-sharing, as they can be updated over

time,** due to their accuracy and security, and as electronic systems gave professionals the ability

to access information easily’* and to track referrals reliably in near real time, unlike paper records.*
The time-consuming nature of using unsuitable record systems, whether paper or electronic, was a
barrier,423677184 and sometimes arose due to professionals’ lack of technical competence.?® The way
that information was collected, for example through ‘formulaic assessment processes’®® and the format
in which it was presented, could be a barrier to the provision of adequate information.14236%7384 This
was the case both for health care, for example ‘community hospitals, community care teams and social
care agencies requested the completion of different forms, care summaries or telephone questionnaires,
causing confusion and frustration amongst ward staff’#? and for social care,’® for example ‘community
health and social care workers described how it was usual for care plans, devised by hospital staff, to
neglect important information related to ongoing needs’®® However, both electronic and paper records
could allow the flow of more standardised information.?

Care homes

There were six studies in the care homes cluster, one published in two papers;?*7? other studies?36471.76:83
also mentioned care homes but provided too little detail to be included here. The studies were relatively
recent, with one published in 2012, one in 2016, and the other three between 2018 and 2020. Studies
in this cluster defined their populations as care home residents'®’8 or focused on residents with specific
needs: people during periods of acute illness,”® people with dementia and palliative care needs,”” and
residents receiving end-of-life care.?*74+7? The latter four studies are discussed again in relation to
palliative care. Data were collected for various reasons: mainly to support person-centred care, but also
to share information with internal staff and external professionals, to manage workforce and budget, and
to record and evidence care for regulatory bodies.”®

Some studies focused on actual interventions, for example: training to improve end-of-life care;”* the
implementation of IPOS-Dem, a brief comprehensive assessment tool for care home residents with
dementia and palliative care needs ‘. .. for use in routine care by care home staff without a nursing
qualification’;”” and improving transitions from hospital.”® Standing?>7? explored attitudes towards the
potential of Electronic Palliative Care Coordination System (EPaCCS) solutions to improve information-
sharing in end-of-life care, while Shenkin”® investigated care home managers’ views and experiences of
collecting, using and sharing data to inform the development of a care home data platform. As might
be expected in this cluster, care home staff were the professionals most likely to be involved in data-
sharing, rather than social workers as in other clusters. Fewer healthcare staff were discussed as being
involved in data-sharing in this cluster; those who were tended to be GPs or district nurses.

While interprofessional relationships and attitudes’® were identified as a common factor in the theme
of Relationships in all clusters, professional hierarchies were particularly significant in relation to care
homes,”* as care staff were viewed as lower status by other professionals.”” This had an impact on
collaboration even between top-level staff, such as GPs and home managers,’* and had a negative
impact on data-sharing even when care homes and health organisations had a shared vision of care
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[e.g. gold standards framework (GSF)] for palliative care.” Despite the fact that care assistants usually
have better knowledge of residents’ day-to-day lives and preferences,’”””” these hierarchies mean their
knowledge has often been ignored and not included in the data collection process.”*”® An additional
problem related to the influence of knowledge on data-sharing, as there was a lack of understanding
regarding care home priorities and ways of working among healthcare professionals. For example, in
the case of discharge from hospital:'872 ‘they [care home staff] needed notice and particular information
to receive an older person into their care safely. Hospital staff were not always aware of this’*® This
contributed to the lack of success of an initiative to improve data-sharing in one study.”®

Training was identified as a factor that influenced data-sharing in the theme of Processes and procedures.
While training was discussed in some other clusters, for example joint assessment, it was significant in
the care home cluster.”>7* This finding may relate to the levels of qualification held by most care home
staff and poor understanding of terminology, with subjective assessments and variable definitions also
contributing to the need for training.”® Training made nursing home staff more confident in contacting
other healthcare professionals, sharing information, and contributing to decision-making [e.g. the
advance care planning (ACP) process].”

Several factors related to ways of working were identified as specific to the care home cluster, including
‘... shift work, high healthcare staff turnover, time limitations, differing expectations, and lack of shared
documentation’”” preventing the sharing of data with healthcare professionals.?*73777? Standardisation,
such as through the use of measurement tools like IPOS-Dem,”” and programmes, such as the GSF

for Care Homes,”* were perceived as having the potential to address these issues and lead to general
improvement of communication with healthcare staff.”” Time was an issue for care home staff, in that
they found data collection time-consuming so it was often done retrospectively.” It was also a problem
for healthcare professionals, with care home staff feeling ‘there was uncertainty as to whether GPs
would have time to read documents’.””

Within the theme of Technology and infrastructure, a significant factor perceived to influence data-
sharing was the inaccessibility, or inability, of systems or processes to share data:”3>78 ‘Although care
homes possessed valuable information that is wanted, and needed, by other services, systems did not
facilitate a two-way exchange of information, in and out of the care home'’”? Interoperable electronic
systems were rarely present,’®”? but a larger issue was poor use of other methods and channels of
communication by care home staff and healthcare professionals. Transitions from hospital to home, or
vice versa, were identified as a particular problem, with care home residents arriving at hospital with
little medical information,”® and care home staff rarely provided with information which was important in
providing care, for example changes in medication, when residents were discharged.®”3

A factor unique to this cluster related to the types of data being collected and the implications for
providing person-centred care. Shenkin’® identified 15 core data items routinely collected by care homes
through a range of different tools and assessment protocols, with very little harmonisation. Additionally,
a ‘reactive approach to identifying and responding to risk and complex needs’*® meant that people at
risk were normally identified by an external health professional. Managers stressed that a care home
data platform should have a ‘. . . context built in to ensure appropriate analysis and interpretation’,’®

and expressed concerns about a task-oriented tick-box culture and focus on clinical data leading

to important information about a resident not being recorded. The need ‘. . . to construct a holistic
understanding of a resident’s changing needs'”® and encourage a cultural shift from task-oriented to
person-centred care was also recognised in other studies,’”””? with the need to build a ‘picture of the
person’.’” Related to the type of data collected was the reality of data collection: data accuracy was a
problem, with inconsistencies and human error due to illegible writing and spelling on paper records, and
the fact that for some care workers English was not their first language.””78
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Palliative care

Six studies, published between 2008 and 2020, were included in the palliative care cluster. In terms

of population, three included patients in care homes,?*74777% one of which specifically addressed the
needs of patients with dementia;”” the rest had a more general scope.'?7>7¢ Palliative care requires a
close collaboration between multiple health and social care providers, patients and their families ‘. . . to
ensure care is coherent and aligned with patient preferences’’”” Data-sharing plays a crucial role in

this process as the quality of care often depends on various professionals being able to access reliable
and up-to-date information generated by other stakeholders in a timely manner, for example when
paramedics make decisions about attempting a cardiopulmonary resuscitation. Over the past 20 years,
there have been a series of policy initiatives to improve collaboration and co-ordination between
different care providers, with the patients and their families placed at the heart of this process. Notable
examples in the UK include the implementation of the GSF, a programme aimed at facilitating primary
palliative care and later extended to care homes;”*’> and EPaCCS -

an umbrella term covering a number of different electronic solutions that aim to capture patient wishes
and preferred place of death and improve coordination of care in real time, through enabling the sharing
of information across health and social care services.?!

Two studies investigated the implementation of the GSF in primary care”® and in care homes;’* one
study investigated IPOS-Dem, a brief comprehensive assessment tool for use in care homes;”” one study
focused on the implementation of EPaCCS;'? and the other two studies (one of which was reported in
two papers) explored the views and experiences of different stakeholders in relation to current palliative
care provision and future implementation of EPaCCS.227¢7? Participants in the studies were care home
staff, social workers, hospital doctors, GPs, out-of-hours services, paramedics, district and specialist
nurses, patients and their families, and other supporting professionals (e.g. managers, coroner).

For palliative care, the number of different health and social care services that needed to collaborate
was greater than in other clusters; this was identified as a factor influencing data-sharing within

the theme of Relationships. The implementation of EPaCCS, for example, would involve nine key
service types and hundreds of individual settings and teams ‘. . . GP practices, emergency telephone
lines, ambulance services, GP out-of-hours services, hospitals, community nursing teams, specialist
palliative care services, hospices and care homes’’¢ while out-of-hours services were more likely

to be involved than in other clusters.?:74767? As in previous clusters, data-sharing through direct
interprofessional communication was positively influenced by ‘. . . a variety of processes aimed at
formalising communication . . ..7* In this cluster, policy initiatives’#7> such as the GSF were key to the
initiation of this process, although preference for, and effectiveness of, specific forms of verbal data-
sharing depended on local arrangements, practical considerations and interprofessional relationships.
Multidisciplinary team meetings in primary care ‘. .. were generally valued, and were felt to provide a
formal channel of communication for sharing knowledge, discussing treatment, and keeping colleagues
informed 7> offering time for professionals to gain a better understanding of each other’s role and
informational interdependency. They were particularly appreciated by district nurses as they allowed
them access to busy GPs, made them feel appreciated and part of a multidisciplinary team.” In addition,
formal meetings enabled a review of all palliative care patients, irrespective of their most recent
contact, meaning that ‘all practice staff became aware of patients receiving palliative care, encouraging
a multidisciplinary approach to management’.”> Informal communication also played an important role
in co-ordinating care’* and was particularly valued by GPs as it allowed district nurses who ‘. . . were
recognised as often being better informed about patients’ day-to-day condition...”> to ‘... alert the GP
when a patient is deteriorating and might require greater attention’”®

An additional factor unique to this cluster concerned the potential for implementation of data-sharing
initiatives to be a ‘. . . barrier for change’”’ by reinforcing interprofessional hierarchies. For EPaCCS,
Standing concluded that ‘. . . if different health and social care professional groups were to be afforded
varying access and editing rights . . . this new system could be seen as a reflection on the value of a
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profession, reinforcing professional boundaries and hierarchies’. For instance, ‘. . . lack of access to the
new system could mark a loss to the professional jurisdiction of care home staff, further downgrading
their occupational knowledge and competence’!

As in the integrated case management cluster, patient perceptions were identified as a factor influencing
data-sharing. However, in this case they were a challenge to data-sharing, as perceptions of EPaCCS

as ‘death registers’ presented a significant obstacle to their uptake.’® Patient-held ACP documents,
intended to help paramedics and out-of-hours services to make decisions such as resuscitation and
hospital admission, were supposed to be kept ‘visible' in the patient’s home (e.g. on the mantlepiece).
Similarly to EPaCCS, this was problematic from the patients’ and families’ point of view as they perceived
them as a constant reminder of the patient’s imminent death.?*

Within the theme of Processes and procedures, policy was particularly important in the palliative care
cluster. Palliative care needed national support and strong leadership, with policy initiatives such as the
ones described above playing an important role in creating a context for interprofessional collaboration
and supporting the systemic nature of palliative care provision.”*7¢ While the legal context influenced
data-sharing in other clusters, there were particular challenges related to IG in the palliative care cluster:
‘The IG documents.. . . [listed in the paper] ... add up to 629 pages, yet they do not address many of the
IG issues associated with an EPaCCS’7¢ which meant that ‘. . . rules need to be ‘bent’ or controversially
interpreted so that EPaCCS projects are not obstructed or abandoned, while the lawfulness of decisions
is ensured within broader legal and governance frameworks'.”¢

Further factors related to implementation were identified in this theme. Teams starting EPaCCS

could find themselves transforming systems and cultures, with projects becoming ‘... complex, long-
term, resource hungry initiatives that need to uncover and optimise existing care pathways, change
workflows, patterns of collaboration and culture, educate health professionals and break new ground

in data-sharing’’¢ Tapping into congruent initiatives (e.g. Direct Enhanced Service for avoiding hospital
admissions) and expanding the concept of EPaCCS (e.g. towards ‘Urgent Care Plans’ for all patients with
complex needs) could help.”¢ Gaining clinician commitment to data-sharing for end-of-life care was also
key,'??17? through appealing to the core values of users (improvement of patient care rather than cost
savings) and extensive information provision and awareness-raising activities.”®

In the theme of Technology and infrastructure, different methods of data-sharing interacted in specific
ways with other elements of the system and had important implications for the success or failure of

the process. One method for improving palliative care delivery recommended in the GSF was the use

of patient-held paper-based records. Such records are routinely produced,’® for example as part of the
ACP, which is the process of discussing and documenting the treatment preferences of patients with

a palliative diagnosis, and might include a written summary of care preferences and a Do Not Attempt
Cardiopulmonary Resuscitation order.?*”? As in other clusters, there was a move away from paper
records, and patient-held ACP documentation was found to be ineffective, at least in terms of enabling
paramedics and out-of-hours services to make adequate decisions.? Electronic data-sharing, in the
form of EPaCCS, was seen as a potential or actual improvement on the current arrangements, but not

a solution to all challenges related to the provision of well-co-ordinated multidisciplinary end-of-life
care.'??17¢ For all types of record, paramedics attending end-of-life calls shared that the usefulness was
limited by the ‘. .. time taken to access, level of detail, and accuracy’,*” which meant they often ‘. .. felt
that in such situations [lack of up-to-date information] they had no choice but to admit the patient’,?
and ‘... fear of litigation meant [they] often “err on the side of caution™.'?” They expected that EPaCCS
would improve ‘. .. their decision-making (in terms of speed and quality), supporting them to arrange
community-based care more frequently, and improving their confidence in managing the care of patients
nearing end of life'?

However, actual and potential technical and practical issues of EPaCCS were discussed,’¢ such as the
reliability of mobile devices and electronic systems.*” EPaCCS will only be useful if the information
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on the system is accurate and up to date. Yet the responsibility for updating the system is not equally
distributed across all users. Paramedics and out-of-hours services were ‘information-poor’ users with
virtually no responsibilities for updating patient records; GPs and nurses, on the other hand, were
‘information-rich’ users.??2! The responsibility for keeping the records up to date would fall mostly on
them, explaining some of the resistance that GPs showed in engaging with yet another electronic record
system which is not fully interoperable with the existing ones and will require duplication of tasks.?%7?

Another factor was the divergent information needs of different users.?*”? EPaCCS should be designed
considering the specific information that different health and social care professionals require as well

as the format in which data are stored and the speed of retrieval: [. . . An electronic record] would be
beneficial [for paramedics], but you've got to have the time to access it, and technical competency

and ability to actually drag the data out .. . (study participant).? Additionally, the use of prespecified
measures could empower staff. For example, collecting individual patient data using prespecified GSF
forms and validated assessment tools, such as IPOS-Dem, empowered care home staff to be more
confident when seeking advice and communicating information about residents to health and social care
professionals.”7”
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Chapter 5 Discussion

Summary of findings

Twenty-four studies were included in the review. Most studies focused on populations of older people
with complex needs, for example people with multimorbidity; some included specific populations,

such as people with dementia, end-of-life patients or people living in care homes. Social workers were
the professionals most often involved in data-sharing from the social care sector, while healthcare
professionals included nurses, doctors and occupational therapists, among others. Data-sharing tended
to occur using multiple methods; in most cases, data were drawn from paper-based or local electronic
systems, while shared electronic systems were less common and generally limited to pilot projects

and initiatives.

The framework used to synthesise the studies comprised four overarching themes: Goals, Relationships,
Processes and procedures, and Technology and infrastructure. Within Goals, we identified five purposes of
data-sharing: joint (health and social care) assessment; integrated case management; transitions from
hospital to home; care homes; and palliative care. Studies were grouped into five clusters based on these
purposes of data-sharing. Within the other three themes, some of the factors perceived to influence
effective data-sharing were more general and applied across these clusters of studies (e.g. the impact of
professional hierarchies), while others were context-specific (e.g. patients’ and families’ perceptions of
EPaCCS as a ‘death register’).

In relation to our original objectives, which were to identify factors that could potentially influence
effective data-sharing between health and social care (1) organisations and (2) individuals and (3) in
relation to new data-sharing initiatives, we found that evidence in included studies was interlinked.
Effective and seamless data-sharing between individual health and social care professionals depended
on intraorganisational factors - for example policies and protocols, resources (e.g. means and allocated
time), organisational culture - and interorganisational arrangements (agreements, channels of
communication and technology) which, in their turn, were mediated by macro-level factors (e.g. policy
initiatives, legislation, funding). On the other hand, the success of interorganisational arrangements for
data-sharing, such as shared electronic records, was highly dependent on the behaviour of individual
health and social care professionals as determined by their needs, perceptions, knowledge and skills.
For instance, failure to allocate time for uploading data on a shared database led to higher-priority
tasks taking precedence and poor and inconsistent quality of records. When the needs, knowledge
and perceptions of (different groups of) database users were not considered during the development
process, they were reluctant to engage with the system. The reasons included finding it unhelpful to
their day-to-day tasks; not having the necessary knowledge and skills to use it effectively; not being
encouraged and enabled to do so or because they couldn'’t ‘see the bigger picture’ (i.e. the importance
of the information they shared to other decision-makers and the overall impact on patients). Data-
sharing initiatives that failed to appreciate the complexity and systemic nature of the process or were
too vulnerable to contextual factors, such as short-lived policy programmes and funding, struggled to
achieve their goals and lead to sustainable changes in practice.

Overarching factors perceived to influence data-sharing

Within the theme of Relationships, good interprofessional relationships were identified as essential

to effective data-sharing, with evidence from studies in all clusters. The existence of professional
hierarchies contributed to less effective data-sharing, whereas forms of data-sharing which allowed
hierarchies to be challenged and professionals to develop trust and respect for one another (e.g.
multidisciplinary team meetings) had the potential to foster effective data-sharing. Without addressing
the quality of interprofessional relationships, interventions and technological solutions are likely to
replicate existing problems leading to ineffective data-sharing.
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In Processes and procedures, the creation of a policy context was identified as an important

subtheme. This referred both to the need for formal agreements (e.g. regarding data governance and
confidentiality) to enable data-sharing across institutional and professional boundaries and to the need
for a shared interorganisational vision regarding the provision of care. Interorganisational relationships
were also a factor perceived to influence effective data-sharing, by contributing to the translation, or
operationalisation, of formal agreements into aligned processes and practices that allowed data-sharing
across institutional boundaries. This included providing the required resources, helping professionals

to understand new practice (e.g. through protocols or training), and embedding new process in day-
to-day practice.

Finally, two main factors relating to Technology and infrastructure were perceived as influencing effective
data-sharing across all clusters. Firstly, technology should be seen as a tool which has the potential to
improve data-sharing alongside other processes and conditions, rather than as a stand-alone solution

to all data-sharing problems. Successful development and implementation of such tools requires
stakeholder involvement and consideration of how professionals interact with the technology and

with each other. Secondly, systems awareness: in order to share data effectively, health and social care
professionals need to understand the care delivery system as a whole. This leads to recognition of each
other’s information needs, the decisions different stakeholders make using the provided information
and the interdependence of different processes within the system, helping professionals share data in a
suitable language and format and contributing to the provision of co-ordinated care.

Context-specific factors perceived to influence data-sharing

Studies also reported various context-specific factors related to more effective data-sharing. For
instance, concerns related to data governance and confidentiality were reported across all settings, but
the lack of legal frameworks to enable data-sharing between multiple care providers was particularly
important in the context of end-of-life care, where EPaCCS connected multiple stakeholders including
patients and families. Other issues specific to end-of-life care relate to the large number of stakeholders
that need to be connected, the central role of the patient and family in all data-sharing arrangements,
and the potential that patients/families perceive EPaCCS as a ‘death register’ and are then reluctant to
engage with it.

Data-sharing between care homes and external care professionals also had its specific challenges. Care
homes ‘... were identified as a site of informational isolation, where information does not easily flow
in or out’”? Although care home staff were expected to collect information to be shared with other care
professionals, in most cases there was no reciprocal expectation. Collecting data was also a challenge
as care homes often used different assessment tools or no tools at all, staff often lacked the necessary
training and/or language skills, and data were sometimes recorded retrospectively and inconsistently.
External professionals often dismissed information provided by care home staff, most likely due to the
lower value placed on their professional status and expertise.

Data-sharing in the context of patients transitioning from hospital to community was affected by
the priority and value placed on this process by hospital and community-based professionals. These
reflect not only beliefs about one’s professional responsibilities but also the fact that both settings
are commonly stretched to capacity and under-resourced, and so thinking beyond one’s immediate
responsibilities is often a challenge.

In the context of joint assessment and integrated case management, cultural differences between
organisations and professions, and professional hierarchies, were often an issue. For instance, successful
implementation of the SAP was often challenged because needs assessment was perceived as a ‘social
work thing’ beyond the remit of healthcare professionals. Multidisciplinary team meetings could help

to overcome entrenched professional prejudices, develop trust and understanding, and lead to overall
improvements in data-sharing. However, their effectiveness depended on contextual factors, such as
leadership and team dynamics, as well as lack of staff availability and geographical proximity, which
could be barriers as they prevented attendance at meetings.
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Conceptual model of data-sharing between health and social care

From our analysis, we developed a conceptual model of data-sharing between health and social care
providers which also considers the involvement of patients/users and their informal carers. By ‘data-
sharing’ we mean the collection, coding, storing and updating of information about individual patients/
service users which is then conveyed, transmitted or made available to other care providers (or individual
care professionals belonging to other institutions) across the health/social care boundary. Such data-
sharing systems may or may not involve patients/users and their informal carers (either in terms of
holding, passing on or having access to their own data). Below we provide a brief description of the
model, which is also illustrated in Figure 3.

The overarching aim of data-sharing between health and social care providers is to enable care
co-ordination by ensuring informational continuity. The specific Goals of data-sharing and related
metrics of effectiveness will depend on the specific context in which it takes place. For instance, the aim
of EPaCCS is ‘... to capture patient wishes and preferred place of death and improve coordination of
care in real time, through enabling the sharing of information across health and social care services'?
with the most prominent measure of effect being the proportion of users who die in their preferred
place of death.”®

Various macro-, meso- and micro-level factors could have a bearing on the effectiveness and
acceptability of initiatives aiming to improve data-sharing (either alone or within a broader remit). At a
macro level, dominant policy discourses and related initiatives (e.g. integrated care) play an important
role in creating a policy and service delivery context in which health and social care providers feel
enabled and incentivised to create conditions for data-sharing at a ground level. Related to this is the
provision of resources, with the need for long-term sustainable funding mechanisms and the availability
of a legal framework that enables data-sharing. Frequent policy changes, ‘pilot fatigue’ (i.e. negativity
towards ‘yet another’ new initiative), a lack of sustainable funding and the need to create workarounds
to deal with the inadequacies of the current legislation were often identified as barriers to successful
implementation of data-sharing initiatives.

At a meso level, factors relating to the different institutional cultures and practices that health and social
care organisations have developed over the years need to be changed and aligned across organisational
boundaries. Organisations need to develop a shared vision of care provision, often in relation to a
specific setting (e.g. transition from hospital to community) or patient group (e.g. patients with palliative
care needs) and update their data-related policies and protocols to reflect this new vision. In particular,
they need policies and protocols relating to the collection, recording and sharing of information

about individual patients/users. Such changes require a systems view of the data-sharing process and
co-production involving all system users. This helps to depart from the traditional model where different
care providers are concerned only with their own informational needs while data-sharing is seen as a
subsidiary activity of little importance. Co-production could help users better understand each other’s
decision-making processes and informational needs as well as dealing with issues such as differences in
culture and language.

Another crucial factor at this level is the availability of resources to support the transition to new ways
of working and their long-term sustainability. These resources include technology and infrastructure
(e.g. interoperable or shared electronic record systems; office space and technology for team meetings
and colocation), redesigning protocols to allow sufficient time for data-sharing and providing training
and managerial support. The latter two relate not only to new data-sharing processes but to support
for a broader cultural change, in line with the shared vision of care agreed between participating
organisations at the macro level.

Co-production concerns not only the initial design of the system but also its further calibration and
development. Evidence suggests that data-sharing systems, such as shared electronic patient records,
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rarely behave or are used as expected. They may have a wide range of undesired ‘side effects’ (e.g.
encourage a ‘task-focused’ care)’® and without robust audit mechanisms in place may have disastrous
consequences.?’ Co-production could also help with another resource-related issue: the different levels
of contribution to and usage of the system by different stakeholders. ‘Information-rich’ users might be
reluctant to engage with a data-sharing system if they have to collect additional information, enter data
in multiple systems and frequently update records, without the provision of additional resources.

New technology, such as shared electronic patient records, is often seen as a silver bullet for data-
sharing. Yet, there is very little evidence that a single technology could solve all data-sharing problems,
many of which relate to human behaviour. In line with the sociotechnical theory underpinning our
analysis, the development of a data-sharing system should be guided by the joint optimisation principle,
where technology and human elements are considered together, and their interaction and ‘goodness

of fit’ determines the performance of the system as a whole.?® Different combinations of data-sharing
methods (e.g. shared records, multidisciplinary team meetings, colocation) and technological solutions
(shared electronic systems, video-conferencing etc.) could provide ‘best fit’ in different settings.

At the micro level, factors relate to the behaviour of health and social care professionals, and patients
and informal carers, reflecting their beliefs and values as well as knowledge and skills. For instance,

to be able to share data effectively, health and social care professionals need to develop a systems
awareness of the data-sharing system and the system of care provision more generally. Understanding
the decisions other professionals make and the information they need could guide them in collecting
and sharing data. Although changes in organisational culture and ways of working (meso level) are
expected to change individuals’ behaviour, this will depend on their consistency over time, the provision
of resources and leadership, and the time required for such changes to take place.

Fostering interpersonal relationships, through forums such as multidisciplinary team meetings and
colocation, is an important mediating factor that seems to have a considerable impact on the success
of data-sharing interventions. These relationships help address interprofessional barriers, such as
professional hierarchies and prejudices, and seem to play an important role in developing solutions
when the ‘official system’ is transitioning or not working as expected. They are also important for the
involvement of patients and informal carers who may have concerns about engaging with the system
and participating in the data-sharing process.

There is limited evidence of the involvement of patients/users and their informal carers in the data-
sharing process, and where evidence does exist, it is limited to specific contexts, such as palliative care.
There is no question that the involvement of service users in the development of such systems is highly
desirable. However, while having access to their health and social care records and directly contributing
information may lead to empowerment, engagement and better co-ordinated and more person-centred
care, it will also require considerable changes in current health and social care practices, to avoid misuse,
misunderstanding and undesired effects. Future research is required to identify effective system designs
and understand the implications of such involvement.

Findings in context

Data-sharing, and evidence about data-sharing, should be considered within the broader context of
health and social care integration and collaborative working. From an analysis of four international

case studies of integration in health care, Rosen et al.”® suggest that there are six processes - clinical,
organisational, informational, financial, administrative and normative - that support integration

within teams and between organisations. Among these, informational integration was identified as a
particularly challenging process.”® Furthermore, all of these processes interact, with wider literature
suggesting that a lack of integration at one level, such as the absence of an information system shared
between organisations, can restrict integration at other levels, such as the delivery of co-ordinated care
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at a clinical level.’® Within studies included in the review, and across the clusters, different forms of
data-sharing had their own advantages and disadvantages. As can be seen in the discussion of different
methods of data-sharing below, these processes were present, and their interaction contributed to the
success of different methods in different contexts.

Multidisciplinary team meetings provided a systematic method of data-sharing, with all participants
receiving the same information. They were also a forum for relationship-building (e.g. developing trust)
and made participants aware of their informational interdependence and specific information needs,
thus facilitating data-sharing. Individual relationships are particularly important in the context of data-
sharing, as power (im)balances between professions can result in individuals deciding what they think
others need to know.?* Reducing and resolving these divisions facilitate data-sharing, with an essential
component being the development of a shared language and common understanding of terms and
processes.*>' Multidisciplinary team meetings enabled health and social care professionals to present
information in a form accessible to, and usable by, other team members (e.g. by ‘translating’ professional
jargon); to provide context to the information they shared; to focus on important details and explain the
implications of specific information; and allowed team members to ask ‘data keepers’ for clarification
and further information. On the other hand, the effectiveness of multidisciplinary team meetings was
limited by a number of practical and relational factors, such as lack of time and geographical distance
(an obstacle that could now be overcome with the new information and communication technologies),
interprofessional relationships (with the presence of occupational hierarchies at the professional

level being a problem identified in other studies®¢), team dynamics and poor leadership. Also,
multidisciplinary team meetings are, by definition, costly in terms of the numbers of staff committing
time to them.

Direct communication between individual health and social care professionals (verbally or by telephone,
fax or e-mail) provided a more flexible and effective way of data-sharing, and often complemented
multidisciplinary team meetings. Similarly to the latter, it allowed care professionals to ‘negotiate’

the information they shared and received. The effectiveness of direct data-sharing depended on
relational factors, such as trust, understanding and acceptance of each other’s role, skills and expertise.
Of the processes identified above, leadership and effective governance arrangements were found

to be particularly important,” and we found that individuals acted as ‘change agents' in facilitating
data-sharing in studies included in the review. While institutional arrangements that sanctioned and
facilitated data-sharing (e.g. arrangements around confidentiality and data governance) were significant,
relationship-building was a greater facilitator. There were practical limitations to direct communication
(e.g. paramedics were often unable to get hold of the patient’s GP to check end-of-life arrangements).

Colocation facilitated direct interprofessional communication and offered similar advantages, for
example: creating an opportunity to build relationships and better understand other stakeholders’ roles
and institutional environment; offering more opportunities and time to discuss patients with each other.
At the same time, there was a risk of the colocated professionals losing their professional autonomy and
having their role misinterpreted and transformed to fit in the culture of the ‘host institution’ (e.g. social
workers colocated to GP practices felt sometimes as if they were there to serve GPs’ requests rather
than as autonomous care professionals).

There is a typical assumption that information technology will improve data-sharing, and while shared
electronic record systems were welcomed by most participants, they were not seen as a solution

to all data-sharing problems. They were perceived as helpful in co-ordinating the care of specific
patient groups (e.g. end-of-life patients) and offered various advantages, such as direct access to data
generated by multiple stakeholders; remote and mobile access (highly important for some providers,
such as ambulance and out-of-hours services); and continuous update of patient records by multiple
stakeholders including, in some cases, patients and families (e.g. end-of-life care).
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However, research included in our synthesis also provided evidence that they were challenging to
implement and even more challenging to maintain over time. Sociotechnical systems theory emphasises
the importance of the interaction between technical and social,? and the scepticism in the older
literature on electronic systems is often linked to poor design and technical problems.*¢ While the
importance of technical aspects such as interoperability, cybersecurity and access to mobile internet was
acknowledged in the included studies, they also reported on the impact of the social factors discussed
earlier, such as:

e cultural issues; for example, different levels of access and editing rights could reflect professional
hierarchies and prejudice rather than stemming from pragmatic or professional reasons

e complex data management involving multiple stakeholders updating the system and thus increasing
the risk of human error, incompleteness and failure to keep the records updated

e users’ perceptions and attitudes, such as trust in the validity and accuracy of the data

e possible misinterpretation due to limited or no contextual information and lack of an ‘interpreter’ (an
advantage of multidisciplinary team meetings and direct interprofessional communication)

e aninadequate legal framework

Our findings correspond with those of the wider literature, which suggest that when new technology is
underused or poorly embedded or implemented in a workplace, it does not result in the transformation
which is intended or assumed by policy.'*?? Influencing factors revealed by the included studies

could be mapped onto different stages and elements of the data-sharing process, again indicating the
importance of interaction between different processes, for example informational and administrative.”®
Collecting, coding and storing data to be shared with other stakeholders required understanding of their
information needs and requirements (e.g. what decisions the data will be used for, by whom, level of
detail, language, format). Data shared directly by health and social care professionals (via interpersonal
communication and multidisciplinary team meetings) are usually retrieved from each profession’s own
local paper-based or electronic record systems and have been collected, coded and stored to meet their
own information needs. External users (i.e. users from outside of the data-recording organisation) have
no direct access to such patient records and rely on those who retrieve the relevant data to present it in
a way that makes it usable, for example the presentation of information related to a service user’s health
condition by a district nurse to a social worker in a multidisciplinary team meeting. This may involve a
process of translation, clarification and contextualisation with the need, as noted above, for a shared
language. Along with accessing the information, participants also learn about each other and build
relationships, supporting the development of a shared language and understanding.

In comparison, data collected and uploaded to a shared electronic record system sometimes include
limited contextual information, and electronic systems (with standard and limited data fields) may
offer fewer opportunities for clarification, so data are therefore at higher risk of misinterpretation. For
instance, data collection may not be standardised and may involve the use of heterogenous methods
and practices, resulting in inconsistent data. For example, one study reported that assessment tools
and definitions used by care homes to collect data on their residents were highly heterogenous.”®
Another study reported different assessment protocols followed by social workers and district nurses
within the joint assessment process.’ Users of the system might be ignorant of such inconsistencies,
which will lead to further variation in practice. Information may also be recorded in such a way that

it makes it ‘unusable’ by other stakeholders (e.g. paramedics often found ACP documentation too
vague and ambiguous to help them make decisions about resuscitation or hospital admission of
end-of-life patients). Therefore, shared electronic record systems should be designed to meet the
specific information needs of all potential users, involving them in the conceptualisation, definition and
development of the system from the very start. As the system is continuously updated, with different
users contributing information, having a shared vision, systems awareness of the care provision,
understanding of each other’s information needs and learning from each other’s experience become
crucial for maintaining its function.
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Not only do different care providers have different information needs, but they also differ in terms of
usage and expected contribution to a joint records system. For instance, ambulance and out-of-hours
services considered access to EPaCCS highly beneficial when attending a patient receiving palliative
care as this could help them make an informed decision about resuscitation and hospital admission. Yet
they access such information infrequently while contributing limited or no information at all that could
benefit other users. On the other hand, ‘information-rich’ professionals, such as GPs or care home staff,
might make regular updates of a patient record, including information that will benefit mostly other
users. Again, this is different from usual practice where professionals only collect and store information
they need in a format that serves their information needs and share with others only what is available.
This ‘contribution/usage imbalance’ was one of the reasons that GPs were less enthusiastic about the
implementation of EPaCCS, especially when the system was not interoperable with the other electronic
record systems they were using (so they had to enter the same information multiple times).

Furthermore, some participants (notably GPs and care home staff) expressed concerns that ‘information
hungry’ systems requiring extensive data collection are likely to encourage a bureaucratic care culture,
and therefore distract them from focusing on patients/clients. Care home staff were concerned that
focusing on data related to specific tasks could lead to ‘task-oriented’ care, while limiting the type of
information that is collected (e.g. restricting electronic data collection to prepopulated fields rather than
contextual information on a patient’s story). Focusing on medical information could also encourage
further medicalisation and formalisation of care with less attention being paid to the patient’s quality of
life, experience and overall well-being. As the provision of person-centred care is a key aim within the
NHS,* data-sharing initiatives need to ensure they are enabling this.

Access-related issues also differed between direct interprofessional data-sharing and shared electronic
record systems. When sharing data directly (between individuals and in multidisciplinary team meetings),
health and social care professionals felt in control of what was shared and could use their professional
judgement to decide on the relevance and appropriateness of disclosing specific information. This
provided some reassurance that even when they were uncertain about the legality of such decisions,
they could justify them from an ethical point of view. Effective sharing, especially of sensitive data,
through such forums required time to gain trust and understanding of each other’s role and appreciate
the informational interdependence of care providers. Building personal relations facilitated the process
as care professionals shared data because they had a shared vision of care and were convinced that it
would help patients/clients, despite legal uncertainties or gaps in institutional policies.

In contrast, shared electronic record systems (if used without other channels of communication)
typically lack such a ‘human interface’ that could facilitate more nuanced or tailored data-sharing
across professional and institutional boundaries. This needs to be considered in their design but also in
the broader context of interprofessional and interorganisational communication by providing ways to
counteract such deficiencies. They also face challenges related to access and editing rights. Decisions
over whether to make all patient data accessible to all users or limit access and editing rights not only
create serious legal challenges’ but present ethical dilemmas to health and social care professionals
who might be uncertain about what data should and should not be uploaded to the system - especially
when the system is also accessible to patients and families. On the other hand, limiting the access

and editing rights of certain professional groups could perpetuate existing professional prejudices and
hierarchies, stymie engagement with the system and limit its effectiveness. Accessing data that have not
been ‘translated’ or summarised for specific users (e.g. social workers accessing medical data) could also
increase the risk of misinterpretation and error.

While the design of electronic systems centres on their use by professionals, the people whom these
systems are intended to benefit - the patients and their informal carers - are often forgotten. Very

few studies included patients’ and informal carers’ perceptions of data-sharing by professionals, or of
access to their own records. However, where this was investigated, patients and carers usually had a
positive attitude towards data being shared between health and social care providers, assumed this was
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already taking place and, compared to care professionals, were less concerned about confidentiality and
data protection.

Paper-based patient-held records were considered potentially helpful by patients and families but less
so by care providers. There were issues with updating the record and using it to make clinical decisions.
An example of this was paper-based ACP records which contain information about patient preferences
in relation to end-of-life care. Being placed on such a record was often seen by patients and families

as being placed on the ‘death register’; keeping the record ‘visible’ in the patient’s home was also
undesirable and perceived as a reminder of imminent death. Even when ACP documentation existed,
paramedics struggled to find it in the limited time they had, and often found the information too vague
and ambiguous to help them make a decision; confirming its validity and meaning (e.g. by calling the
patient’s GP) was rarely an option.

While paper-based patient-held records are designed mainly for the benefit of the patient/family and
have a relatively limited role in care professionals’ decision-making (e.g. whether or not to carry out
cardiopulmonary resuscitation), patient and/or carer access to a shared electronic record system raises

a whole new set of questions, for instance: which part of the record the patient should be allowed to
access and edit; in what circumstances informal carers should have access to the patient’s record; and
whether such information needs to be presented in a language that is accessible to patients and families.
Additionally, patient/carer access to relevant information in these records may have an impact on the
confidence and quality of care professionals’ decision-making.'*747” Some EPaCCS are already providing
access for patients who are able to enter their preferences about end-of-life care, but no research
investigating this issue met the criteria for inclusion in this review.

Implications/recommendations for future research

Technology is advancing rapidly, facilitating innovations which may support more widespread and more
effective data-sharing. With the NHS Long Term Plan setting out goals for the use of technology in the
NHS in England, including the use of electronic patient records systems in all care settings,* further
research is needed to ensure the successful use of different types of technology. Our findings suggest
that while shared electronic patient record systems have been in use for some time now (e.g. in palliative
care), the evidence on their implementation and use is limited and of poor quality.”® Generating better-
quality evidence that captures both objective outcomes and stakeholders’ experience could inform the
effective implementation of electronic systems more widely.

There are other uses of technology, such as holding meetings virtually, which have been driven by the
COVID-19 pandemic.”? Technology could be key to resolving some of the barriers identified in this
review, for example by allowing community professionals to attend multidisciplinary team meetings
held on hospital sites. However, more research is needed to assess whether technologies implemented
as pragmatic solutions to problems raised by the pandemic, with a focus on factors such as speed, are
also the most effective solutions to the barriers to data-sharing. For example, studies on the use of
technology in primary care have tended to focus on GPs; the experiences of other care professionals
need to be investigated as they may be different.”® Similarly, research from primary care indicates that
certain types of technology are preferred by professionals (e.g. telephone consultations), despite the
range of technologies available.”® Understanding how health and social care professionals are sharing
data post COVID-19, and why these methods are being used, including the impact of policies such as
the Digital and Data Strategy for Health and Social Care in Wales,’* could ensure that current methods
are achieving their intended outcomes and inform the development of initiatives to improve the
effectiveness of data-sharing.

Another more recent technological advancement, artificial intelligence (Al), is also likely to change the
landscape of care co-ordination and data-sharing. For instance, the option to interact with Al-powered
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databases using natural language will change the way health and social care professionals collect,
retrieve and share data, and overcome long-standing problems, such as the need for technical skills to
interact with electronic databases. Rather than being yet another digital tool, Al will soon become a
central player in the process of collecting, storing, retrieving and sharing data as well as using data to
make decisions about the person’s life. An example of this is the use of smart homes for people with
various chronic conditions, where Al can constantly collect data (monitoring) and make decisions related
to safety, well-being, medical and social care needs. Therefore, future studies looking at the role of Al

in health and social care need to consider its impact on care co-ordination and data-sharing, not only in
terms of the technical aspects of the process but also with respect to its impact on human relations.

With few studies reporting on patient experiences of different types and levels of data-sharing, this area
clearly needs further investigation. In particular, there is very little evidence on shared patient record
systems where patients and informal carers have access to and are able to update their records. Limited
data from EPaCCS projects show the complexity and challenges involved in creating and maintaining
such systems. However, further research is needed to understand the impact they might have on health
and social care practices (e.g. the way in which care professionals record and share data).

Similarly, there was a gap in the evidence regarding data-sharing between healthcare and private and
voluntary sector organisations, and a related lack of evidence from care homes. The ageing population
means that more people will need social care, or become care home residents, in the future, and

are likely to receive care from professionals employed by private or voluntary sector organisations.
Consultation with our stakeholder group also identified this as an area for which they wanted more
information. As discussed in this review, public sector health and social care organisations face
difficulties sharing data; given the additional barriers private and voluntary sector organisations face,
research is needed on successful data-sharing initiatives including these types of organisations. For
example, NHS England’s Enhanced Health in Care Homes model has been shown to result in 23%
fewer emergency admissions among care home residents in test sites.* The model mandates better
communication (including data-sharing) within the care system, so evaluation could indicate factors
involved in successful data-sharing between public and private and voluntary sector organisations.
There is also a need to explore what works and for whom - whether organisational, whole teams, or for
individual professionals or patients - to inform the design and implementation of systems that consider
equity and digital inclusion.”?

The reviewed literature suggests that data-sharing is often perceived as something that ‘comes naturally’
to care professionals and the only thing needed is motivation. However, the complexity of data-sharing,
and the various challenges and uncertainties associated with the process, indicates that preparing care
workers and supporting them in the process is of paramount importance. The scope of training should
be extended to include elements such as shared vision of care, systems awareness and legal aspects

of data-sharing. We found very little evidence on successful training and management programmes

to support the process of care co-ordination and data-sharing, but plenty of evidence that failure to
provide this is likely to lead to poor outcomes.

Last but not least is the importance of further research into the legal aspects of data-sharing. Lack

of clarity in this area was identified as a major problem across settings and levels of communication,
from the experience of care professionals to difficulties encountered by multiagency initiatives such as
EPaCCS, where ‘. .. IG rules need to be “bent” or controversially interpreted so that EPaCCS projects
are not obstructed or abandoned, while the lawfulness of decisions is ensured within broader legal and
governance frameworks'”¢
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Implications for policy and practice

Our findings indicate that no single factor or change is enough to facilitate effective data-sharing; a
combination of approaches and a systems view of the whole care management and delivery process
are needed to enable the effective sharing of information across service and professional boundaries.?
Initiatives to improve data-sharing should consider this in their design, ensuring that professionals are
able to share information in multiple ways. Additionally, while some agreement regarding governance
was necessary between health and social care organisations, the evidence in our review showed that
organisational support for relationship-building was a greater facilitator of data-sharing than formal
organisational or information systems integration. The use of methods of data-sharing that allow
relationship-building is therefore important, as is the development of knowledge and understanding,
whether of different professional roles or of processes and ways of working.

When designing new initiatives or systems, studies where staff were consulted were more likely to lead
to effective data-sharing, a finding echoed in the healthcare system more widely; for example, a report
by the Health Foundation found that although the experiences of NHS staff with the increased use of
technology during the COVID-19 pandemic were generally positive, they were particularly positive for
those who had been personally involved in implementation.?? Following from this finding, co-production
approaches may be a component in the success of new initiatives.”> Co-production means the design,
implementation and long-term management of initiatives or systems collaboratively by all those who
will use or be affected by them.?> We found that processes at interorganisational and interprofessional
levels influenced data-sharing, suggesting that co-production would need to occur at both levels. At

the organisational level, co-production might involve agreeing on the processes of collecting, storing
and sharing data. At the professional level, co-production approaches can determine what works in

the specific contexts in which teams or individuals are working,”® which for data-sharing initiatives
might regard the provision of adequate resources such as time (e.g. to learn new systems), functional
technological solutions and training. Additionally, involvement in intervention development can result in
a sense of ownership, with studies of co-production of other workplace interventions, such as to reduce
sedentary behaviour, indicating this improved acceptability and uptake.?”?¢ We found allowing time

for solutions to be developed to problems that may arise during the implementation of data-sharing
initiatives was important; a sense of ownership of the intervention might aid professionals in this
iterative process. The wider co-production literature suggests that the success of co-production can be
challenged by institutional rigidity and differing values between organisations.? These were also barriers
to data-sharing, particularly at the organisational level, so would need to be considered if co-production
approaches were used to develop data-sharing initiatives.

Limitations

We found a relatively large number of qualitative studies that met our inclusion criteria, which meant
that we used a purposive sampling approach. While studies were included on the basis of their data
richness, it is possible this approach means that we missed insights contained in some ‘thin’ studies;
for example, where they focused on settings for which we found fewer data-rich studies, such as care
homes. The ‘thin’ studies identified from our search are accessible in a list in Appendix 3. We found
several reports from the grey literature which met our inclusion criteria (both rich and thin studies);
these came from citation-chasing and, while they were also identified during our searches of the
websites of relevant organisations, we did not find any additional grey literature meeting our inclusion
criteria. Although the fact we found grey literature already included in the review while searching
websites suggests we were using suitable search terms, it is possible that some grey literature was
missed due to the limited search functions offered by organisations’ websites.

Studies tended to focus on data-sharing within the context of wider working practices or interventions,
for example integrated care programmes. While this context is part of the complex story surrounding
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data-sharing, it meant that only a small number of studies specifically investigated data-sharing.

As the included studies contained few findings explicitly about data-sharing, we had relatively little
information to include in the analysis for some factors perceived to influence effective data-sharing,
which sometimes made it difficult to draw out detailed findings. A related limitation is that we found
few studies focusing on patient and carer experiences of data-sharing that met our inclusion criteria.
While studies of the views of professionals, who are the ones sharing data, are likely to contain the
most relevant information on this topic, this evidence gap is significant, as the opinions of patients
may influence the effectiveness or implementation of data-sharing between health and social care, for
example the perception of EPaCCS as a ‘death register’.

No publication year limit was placed on studies included in the review and, surprisingly, we found no
relevant studies on data-sharing during or post the COVID-19 pandemic. As noted above, technology
and the routine use of technology has advanced rapidly and the COVID-19 pandemic has had a
significant impact on working practices, so this lack of evidence is a limitation of the review. Yet
despite the increasing priority being placed on the use of electronic systems in health and social
care,’ a key finding of the review is that technology is neither a panacea nor a simple substitute for
interpersonal data-sharing, and that multiple methods of data-sharing are needed. While the results of
earlier studies in the review may be less relevant today, they still contain information that could inform
data-sharing practices.

The methodological quality of the included studies was relatively good and similar across clusters. This
provides some reassurance that both the findings related to more general factors and those related

to cluster-specific factors are based on good-quality evidence. However, the reviewed evidence has
important limitations that need to be considered when interpreting the results. Most of the studies
failed to provide evidence of reflexivity and many had limitations or uncertainty related to adequacy
of samples and methods of data collection. For some of these studies, this might be a reporting issue
rather than a failure to adhere to the accepted standards for conducting qualitative research. Others,
however, seem to have genuine limitations which cast doubt on the validity of their findings. While we
believe that the overall conclusions of the review are valid and reflect observations that are consistent
across studies and settings, specific findings might be biased, incomplete and based on interpretations
that failed to consider the complexity of data-sharing and the full range of perspectives relevant to this
topic. Therefore, the validity of specific findings (e.g. patients’ and carers’ perceptions of palliative care
co-ordination systems as ‘death registers’) should be judged in the context of the primary studies that
report them and not taken for granted because they are included in the review and ‘make sense’.

We used framework synthesis as our method of analysis. Framework synthesis was suitable given
that our topic - data-sharing - is complex, as it allows flexibility, using both a deductive and inductive
approach to identifying themes across included studies.>® However, the construction of the initial
framework relies on existing literature and theories which can lead to limitations, as pre-existing
frameworks may contain gaps, with categories not filled by included studies, or information in
included studies not fitting into categories in the framework.”” While iterative development ensured
all information in included studies fitted into the framework, there may be gaps where we did not find
studies, for example data-sharing regarding mental health. Our consultations with stakeholders were
intended to understand whether important areas may have been missed, and if so, to document and
identify these as areas for further research.

Equality, diversity and inclusion
We used the NIHR-INCLUDE guidelines? to reflect on equality, diversity and inclusion while designing
the protocol for the review and writing the final report. Our population focus was older people, with

age being a PROGRESS-Plus characteristic'?%1! that has been identified as being associated with
discrimination.’* Few studies explored older people’s experiences of data-sharing in relation to their
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health and/or social care records (although this might be a side effect of our inclusion criteria, as
acknowledged in Limitations), or the impacts of poor or improved data-sharing, so we have identified this
as an area for further study. While not all data-sharing uses technology, both members of the public and
NHS staff aged over 55 years have been found to be more likely to report negative experiences of using
technology in the NHS.?? Technological competence of staff was discussed in one included study,?® and
the need for training was also identified within the theme of Processes and procedures. Further research
into digital inclusion of different care professionals may be needed, as it is important that staff and
patients are supported to prevent digital exclusion in the workplace.

Another equity issue highlighted by our research is the common imbalance between those care
professionals who produce and enter data into electronic record systems, and those who use the
systems and their data. There seemed to be few mechanisms for incentivising or compensating those
care professionals who might be expected to invest time in providing data for systems, yet who may not
be the primary beneficiaries of having a shared or integrated patient/user record system.

Public and patient involvement and engagement

We consulted PPIE representatives while searching for studies and developing the framework for
analysis. They shared their views of data-sharing between health and social care and their experiences,
for example, of arrangements being made for social care provision after a stay in hospital. While these
discussions made some contribution to our understanding of the topic and key issues regarding data-
sharing which informed the framework, they highlighted the challenges of discussing a topic which
focuses primarily on professional working practices with service users. PPIE representatives generally
thought that data should be shared between health and social care and provided examples of how it had
impacted them when this had been done well or had not happened. However, they were unaware of the
methods that professionals had used to share data. This raised questions in the research team around
the value of eliciting service user views on the topic, as PPIE representatives were more concerned with
whether the relevant data had been shared than the method used to do this. We acknowledge that

we were unable to involve PPIE representatives in all stages of the review, due to a lack of time and
resource; additional meetings might have enabled richer discussions.

Later consultation focused on the plain language summary of the review and ensuring that this
conveyed the findings of the review in an accessible way.
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Chapter 6 Conclusions

his review identified five clusters of studies focused on different purposes of data-sharing across

the health and social care boundary, and in relation to the care of older people: joint assessments;
integrated case management; transitions from hospital to home; care homes and palliative care. Factors
perceived to influence effective data-sharing were identified running across the clusters, within three
main themes, relating to different methods of data-sharing, and across different parts of the data-sharing
process. There were also specific factors identified within each theme.

Within Relationships, interprofessional relationships were found to be the most significant factor
influencing data-sharing, with methods of data-sharing such as multidisciplinary team meetings and
other opportunities for direct communication being particularly important in supporting them. These
forums allowed professionals to build trust and respect but also afforded knowledge and understanding
of other professionals’ roles and information needs. Professional status was often a barrier to data-
sharing, having a negative influence on data-sharing, for example, decisions being made on who is given
access to data based on their profession.

Processes and procedures supported data-sharing and were essential in the implementation of new
data-sharing initiatives. While policies and formal agreements were required, these needed to be
operationalised to facilitate data-sharing. Providing the necessary resources and embedding new ways of
working by taking into account existing working practices was an important aspect of operationalisation.

While data-sharing often relied on Technology and infrastructure, technology facilitated data-sharing most
effectively when it was considered in the context of broader interprofessional communication, that is,

as a tool, to be used to support, or in conjunction with, other methods of data-sharing. Studies indicated
a need to consider interactions, whether of professionals with technologies or of technology with the
care processes and decisions for which professionals needed it, for example, the language used to record
data in electronic record systems. Professionals’ awareness of the care delivery system as a whole was
also an important influencing factor.

We further arranged and linked these factors together in a conceptual model that could be used for
analysing and designing interventions that aim to improve data-sharing between health and social
care providers.

These findings have implications for designing and implementing initiatives to improve data-sharing
between health and social care. They suggest a need for further research given the rapid implementation
of technologies that allow data-sharing both during the COVID-19 pandemic and in response to

the NHS Long Term Plan and policy initiatives in the other UK nations to utilise digital solutions

more effectively. In terms of data-sharing initiatives, they highlight the need for initiatives which

support multiple, complementary methods of data-sharing and allow different professionals to build
relationships. Additionally, they indicate the importance of co-production to understand how data-
sharing and shared data systems can be made more effective, whether within, or by changing, current
ways of working.
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TABLE 8 Detailed eligibility criteria for inclusion in the review

Include Exclude

Population Older people, as defined by individual studies. Studies focusing on other age groups or not reporting the
Studies will be included if data-sharing relates to care or services for the above population. results for older people separately.
If the study focuses on a mixed population, will include it if the results for older people are
reported separately.
We will also include studies of populations where it is reasonable to assume that the focus is
on older people (e.g. people with dementia, multimorbidities, people in residential care homes).

Study participants Health and social care professionals, volunteers, older people, and their families and carers. Focusing on professionals within a single type of organisation,
for example within primary and secondary healthcare.
e Operating theatre teams
e Acute medicine/intensive care (unless discharge planning)
e Adult mental health services

Interventions Data-sharing, defined as: Studies not focusing on data-sharing, or investigating

e Information held by an organisation about an individual patient or client (e.g. an electronic  data-sharing within:
patient record or hand-written notes), e the same organisation, or

e Which is transferred or made available between organisations or care professionals e between different NHS/healthcare organisations for exam-
belonging to different organisations, where this is across the healthcare and social care ple between primary and secondary care, or
boundary. e between different social care organisations for example

between social workers and care home staff.

Evaluation of types of healthcare/strategies that are likely to be relevant: Informal data-sharing for example conversational sharing of

e |Integrated care knowledge about patients or their care.

e Care transitions Sharing of aggregated and anonymised data.

Interprofessional education.

Study focus Description or analysis of factors perceived as influencing effective data-sharing relating to All other outcomes.
the care of older people
OR
Description or analysis of factors perceived as influencing the successful adoption or imple-
mentation of initiatives to improve data-sharing.

Study design Qualitative studies or mixed-methods studies with a qualitative component designed to Other study designs. Qualitative surveys were excluded.
identify, explore and/or understand factors influencing effective data-sharing or the imple- Relevant systematic reviews will be excluded from the review
mentation of data-sharing improvement initiatives. but will be used to identify additional titles and will be listed

in an appendix.
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TABLE 8 Detailed eligibility criteria for inclusion in the review (continued)

Include Exclude

Context

Publication type

Studies focusing on data-sharing between UK care organisations and care professionals will
be considered first. If necessary (e.g. only a small number of relevant studies identified), this
criterion will be expanded to include studies conducted in other countries with similar health
and social care systems. This is to ensure that the results from the review are relevant to
Health and Care Research Wales who commissioned this work.

Studies of multiple countries were included if results from the UK were reported separately.

Only studies reported in English or Welsh will be included. If the number of hits exceeds our
capacity, we will restrict the inclusion to studies published in the most relevant time period,
defined after discussion with our stakeholder groups.

Both journal articles and grey literature (e.g. evaluation reports) will be included, but we will

exclude conference abstracts or similarly short publications which do not provide sufficient

information on the methods and results of the study.

Non-UK studies unless only a small number of UK studies
have been identified. The decision on whether non-UK
studies need to be included to complement the UK-based
evidence will be made through discussion with stakeholders.
If there are specific gaps in the UK evidence, we will conduct
focused searches for relevant non-UK studies.

Studies not reported in English or Welsh.
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Appendix 2 Search strategy and databases

CINAHL Ultimate

(((TI semi-structured OR AB semi-structured OR SU semi-structured) OR (TI semistructured OR AB
semistructured OR SU semistructured) OR (TI unstructured OR AB unstructured OR SU unstructured)
OR (Tl informal OR AB informal OR SU informal) OR (Tl in-depth OR AB in-depth OR SU in-depth) OR
(Tl indepth OR AB indepth OR SU indepth) OR (Tl face-to-face OR AB face-to-face OR SU face-to-face)
OR (Tl structured OR AB structured OR SU structured) OR (TI guide OR AB guide OR SU guide)) N3

((T1 discussion* OR AB discussion* OR SU discussion*) OR (TI questionnaire* OR AB questionnaire® OR
SU questionnaire®)))

OR

((T1 “focus group*” OR AB “focus group*” OR SU “focus group*”) OR (Tl qualitative OR AB qualitative
OR SU qualitative) OR (Tl ethnograph* OR AB ethnograph* OR SU ethnograph*) OR (Tl fieldwork OR
AB fieldwork OR SU fieldwork) OR (Tl “field work” OR AB “field work” OR SU “field work”) OR (Tl “key
informant*” OR AB “key informant*” OR SU “key informant*”) OR (Tl interview* OR AB interview* OR
SU interview™))

OR
(MH “Qualitative Studies+")
AND

(((T1 share* OR AB share*) OR (Tl sharing OR AB sharing) OR (Tl integrat* OR AB integrat*)) N2 (Tl data
OR AB data) OR (Tl organisat* OR AB organisat*) OR (Tl organizat* OR AB organizat*)))

OR
((Tlintegrat® OR AB integrat*) N1 ((TI care* OR AB care*) OR (TI health* OR AB health*)))
OR

(((TI interprofession* OR AB interprofession*) OR (Tl ‘inter profession*’ OR AB ‘inter profession*’) OR
(T organisat* OR AB organisat*) OR (Tl organizat* OR AB organizat*) OR (Tl interagency* OR AB
interagency*) OR (Tl agenc* OR AB agenc*)) N1 ((TI communicat® OR AB communicat*) OR (T| share*
OR AB share*) OR (Tl sharing OR AB sharing) OR (Tl integrat® OR AB integrat™)))

OR

(((TI data OR AB data) OR (Tl digital* OR AB digital*)) N1 ((TI link* OR AB link*) OR (Tl system* OR AB
system*) OR (Tl access OR AB access) OR (Tl information* OR AB information*) OR (T| exchange* OR
AB exchange™®)))

AND

AF “united kingdom” OR SU “united kingdom” OR Tl “united kingdom” OR AB “united kingdom” OR Tl
britain OR AB britain OR SU britain OR AF britain OR Tl england OR AB england OR SU england OR
AF England

Copyright © 2024 de Bell et al. This work was produced by de Bell et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction
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OR

AF wales OR SU wales OR Tl wales OR AB wales OR Tl scotland OR AB scotland OR SU scotland
OR AF scotland OR Tl “northern ireland” OR AB “northern ireland” OR SU “northern ireland” OR AF
“northern ireland”

OR

(MH “United Kingdom+") OR (MH “Great Britain+")

EMBASE search strategy
Database: EMBASE <1974 to 2023 March 21>

Search strategy:

1 exp qualitative research/ (113,853)

2 ((“semi-structured” or semistructured or unstructured or informal or “in-depth” or indepth or “face-
to-face” or structured or guide) adj3 (discussion* or questionnaire*)).tw. (49,954)

3 (focus group* or qualitative or ethnograph* or fieldwork or field work or key informant* or inter-
view* or experience®).tw. (2,512,755)

4 1or2or3(2,546,302)

5  ((share* or sharing or integrat*) adj2 (data or organisat™ or organizat*)).tw. (34,626)

6 (integrat* adj2 (care* or health*)).tw. (38,525)

7  ((interprofession® or inter profession™ or organisat™ or organizat* or interagency™ or agenc*) adj2
(communicat* or share* or sharing or integrat™)).tw. (5901)

8 ((data or digital*) adj2 (link* or system* or access or information* or exchange*)).tw. (123,953)

9  (electronic* adj2 record*).tw. (112,902)

10 (patient* adj2 record*).tw. (118,943)

11 (share* or sharing or integrat™ or access*).tw. (2,118,154)

12 90r10(217,083)

13 ((share* or sharing or integrat™ or access*) adj2 ((electronic* adj2 record*) or (patient* adj2 record™))).
tw. (3086)

14 5oréor7or8or13(197,865)

15 interdisciplinary communication/ (13,450)

16 14 0r15(210,857)

17 4 and 16 (35,185)

18 exp United Kingdom/ (459,762)

19 (national health service* or nhs*).ti,ab,in,ad. (465,861)

20 (english not ((published or publication* or translat* or written or language* or speak* or literature or
citation*) adj5 english)).ti,ab. (58,823)

21 (gb or “g.b. or britain* or (british* not “british columbia”) or uk or “u.k.” or united kingdom* or (eng-
land* not “new england”) or northern ireland* or northern irish* or scotland* or scottish* or ((wales
or “south wales”) not “new south wales”) or welsh*).ti,ab,jx,in,ad. (3,712,789)

22 (bath or “bath’s” or ((birmingham not alabama*) or (“birmingham’s” not alabama*) or bradford or

»n

“bradford’s” or brighton or “brighton’s” or bristol or “bristol’s” or carlisle* or “carlisle’s” or (cambridge

»n

not (massachusetts* or boston™ or harvard*)) or (“cambridge’s” not (massachusetts* or boston* or
harvard*)) or (canterbury not zealand*) or (“canterbury’s” not zealand*) or chelmsford or “chelms-

)N 1"

ford’s” or chester or “chester’s” or chichester or “chichester’s” or coventry or “coventry’s” or derby

)" " 1N

or “derby’s” or (durham not (carolina* or nc)) or (“durham’s” not (carolina* or nc)) or ely or “ely’s” or
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23

24

25

26
27

28

29
30

31

»n

exeter or “exeter’s” or gloucester or “gloucester’s” or hereford or “hereford’s” or hull or “hull’s” or
lancaster or “lancaster’s” or leeds* or leicester or “leicester’s” or (lincoln not nebraska*) or (“lincoln’s”
not nebraska*) or (liverpool not (new south wales* or nsw)) or (“liverpool’s” not (new south wales*

"

or nsw)) or ((london not (ontario® or ont or toronto*)) or (“london’s” not (ontario™ or ont or toronto*))
or manchester or “manchester’s” or (newcastle not (new south wales* or nsw)) or (“newcastle’s” not
(new south wales* or nsw)) or norwich or “norwich’s” or nottingham or “nottingham’s” or oxford

or “oxford’s” or peterborough or “peterborough’s” or plymouth or “plymouth’s” or portsmouth or
“portsmouth’s” or preston or “preston’s” or ripon or “ripon’s” or salford or “salford’s” or salisbury or
“salisbury’s” or sheffield or “sheffield’s” or southampton or “southampton’s” or st albans or stoke

or “stoke’s” or sunderland or “sunderland’s” or truro or “truro’s” or wakefield or “wakefield’s” or wells
or westminster or “westminster’s” or winchester or “winchester’s” or wolverhampton or “wolver-
hampton’s” or (worcester not (massachusetts* or boston* or harvard*)) or (“worcester’s” not (massa-
chusetts* or boston* or harvard™*)) or (york not (“new york*” or ny or ontario* or ont or toronto*)) or
(“york’s” not (“new york*”or ny or ontario* or ont or toronto*))))).ti,ab,in,ad. (2,893,846)

(bangor or “bangor’s” or cardiff or “cardiff’s” or newport or “newport’s” or st asaph or “st asaph’s” or
st davids or swansea or “swansea’s”).ti,ab,in,ad. (119,041)

(aberdeen or “aberdeen’s” or dundee or “dundee’s” or edinburgh or “edinburgh’s” or glasgow or
“glasgow’s” or inverness or (perth not australia*) or (“perth’s” not australia*) or stirling or “stirling’s”).
ti,ab,in,ad. (398,020)

(armagh or “armagh’s” or belfast or “belfast’s” or lisburn or “lisburn’s” or londonderry or “londonderry’s”
or derry or “derry’s” or newry or “newry’s”).ti,ab,in,ad. (55,330)

or/18-25 (4,533,426)

(exp “arctic and antarctic”/or exp oceanic regions/ or exp western hemisphere/or exp africa/ or exp
asia/) not (exp united kingdom/ or europe/) (3,484,679)

26 not 27 (4,278,686)

17 and 28 (5868)

(share* or sharing or integrat* or data or organisat™® or organizat® or care* or health* or interprofes-
sion* or inter profession* or interagency™ or agenc* or communicat* or data or digital* or link* or
system* or access or information* or exchange*).ti. (3,815,833)

29 and 30 (2725)

»n

MEDLINE search strategy

Database: Ovid MEDLINE(R) ALL <1946 to March 22, 2023>

Search strategy:

UK terms

N

exp United Kingdom/ (388,603)

(“national health service” or nhs).ti,ab,in. (260,214)

(english not ((published or publication® or translat* or written or language* or speak™ or literature or
citation*) adj5 english)).ti,ab. (48,240)

(gb or “g.b.” or britain or (british not “british columbia”) or uk or “u.k.” or united kingdom* or (eng-
land not “new england”) or northern ireland™ or nothern irish* or scotland* or scottish* or ((wales or
“south wales”) not “new south wales”) or welsh*).ti,ab,jw,in. (2,405,575)

(bath or “bath’s” or ((birmingham not alabama*) or (“birmingham’s” not alabama*) or bradford or
“bradford’s” or brighton or “brighton’s” or bristol or “bristol’s” or carlisle* or “carlisle’s” or (cambridge
not (massachusetts* or boston* or harvard*)) or (“cambridge’s” not (massachusetts® or boston* or
harvard*)) or (canterbury not zealand*) or (“canterbury’s” not zealand*) or chelmsford or “chelms-

) )

ford's” or chester or “chester’s” or chichester or “chichester’s” or coventry or “coventry’s” or derby

e »n )

or “derby’s” or (durham not (carolina* or nc)) or (“durham’s” not (carolina* or nc)) or ely or “ely’s” or
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10

11
12

13

14
15
16
17
18
19
20
21

22
23
24
25
26
27
28
29
30

31
32
33

»n

exeter or “exeter’s” or gloucester or “gloucester’s” or hereford or “hereford’s” or hull or “hull’'s” or
lancaster or “lancaster’s” or leeds* or leicester or “leicester’s” or (lincoln not nebraska*) or (“lincoln’s”
not nebraska*) or (liverpool not (new south wales* or nsw)) or (“liverpool’s” not (new south wales*

»n

or nsw)) or ((london not (ontario* or ont or toronto*)) or (“london’s” not (ontario™ or ont or toronto*))
or manchester or “manchester’s” or (newcastle not (new south wales* or nsw)) or (“newcastle’s” not
(new south wales* or nsw)) or norwich or “norwich’s” or nottingham or “nottingham’s” or oxford

or “oxford’s” or peterborough or “peterborough’s” or plymouth or “plymouth’s” or portsmouth or
“portsmouth’s” or preston or “preston’s” or ripon or “ripon’s” or salford or “salford’s” or salisbury or
“salisbury’s” or sheffield or “sheffield’s” or southampton or “southampton’s” or st albans or stoke

or “stoke’s” or sunderland or “sunderland’s” or truro or “truro’s” or wakefield or “wakefield’s” or wells
or westminster or “westminster’s” or winchester or “winchester’s” or wolverhampton or “wolver-
hampton’s” or (worcester not (massachusetts* or boston* or harvard*)) or (“worcester’s” not (massa-
chusetts® or boston* or harvard*)) or (york not (“new york*” or ny or ontario® or ont or toronto*)) or

»n

(“york’s” not (“new york™*” or ny or ontario* or ont or toronto*))))).ti,ab,in. (1,708,882)

(bangor or “bangor’s” or cardiff or “cardiff’s” or newport or “newport’s” or st asaph or “st asaph’s” or
st davids or swansea or “swansea’s”).ti,ab,in. (68,641)

(aberdeen or “aberdeen’s” or dundee or “dundee’s” or edinburgh or “edinburgh’s” or glasgow or
“glasgow’s” or inverness or (perth not australia*) or (“perth’s” not australia*) or stirling or “stirling’s”).
ti,ab,in. (251,789)

(armagh or “armagh’s” or belfast or “belfast’s” or lisburn or “lisburn’s” or londonderry or “londonderry’s’
or derry or “derry’s” or newry or “newry’s”).ti,ab,in. (32,940)
lor2or3ord4or5o0ré6or7or8(3,018,117)

(exp africa/ or exp americas/ or exp antarctic regions/ or exp arctic regions/ or exp asia/ or exp
oceania/) not (exp great britain/ or europe/) (3,295,923)

9 not 10 (2,858,092)

((“semi-structured” or semistructured or unstructured or informal or “in-depth” or indepth or “face-
to-face” or structured or guide) adj3 (discussion* or questionnaire*)).tw,kf. (36,908)

(focus group™ or qualitative or ethnograph* or fieldwork or field work or key informant™* or inter-
view*).tw,kw. (667,263)

Interviews as Topic/(66,807)

Focus Groups/(35,344)

Narration/(9993)

exp Qualitative Research/ (80,131)

12or13or14or15o0r 16 or17(718,664)

((share* or sharing or integrat*) adj2 (data or organisat™ or organizat*)).tw. (26,495)

(integrat* adj2 (care* or health*)).tw. (27,399)

((interprofession™ or inter profession* or organisat® or organizat* or interagency* or agenc*) adj2
(communicat™® or share* or sharing or integrat*)).tw. (4668)

((data or digital*) adj2 (link* or system™* or access or information* or exchange*)).tw. (86,093)
interdisciplinary communication/ (18,127)

*“Delivery of Health Care, Integrated”/(10,678)

*interprofessional relations/ (22,423)

*interdisciplinary communication/ (6687)

(electronic* adj2 record*).tw. (57,094)

(patient™ adj2 record™*).tw. (64,397)

(share* or sharing or integrat® or access*).tw. (1,659,487)

(((electronic* adj2 record*) or (patient* adj2 record*)) adj2 (share* or sharing or integrat™ or access®)).
tw. (1995)

(information adj2 (share or sharing)).tw. (8576)

19 or20 or 21 or 22 or 23 or 24 or 25 or 26 or 30 or 31 (192,839)

11 and 18 and 32 (3768)

»
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HMIC search strategy
Database: HMIC Health Management Information Consortium <1979 to January 2023>

Search strategy:

1 (focus group™* or qualitative or ethnograph* or fieldwork or field work or key informant™* or inter-
view™).tw. (25,366)

2 ((“semi-structured” or semistructured or unstructured or informal or “in-depth” or indepth or “face-
to-face” or structured or guide) adj3 (discussion* or questionnaire*)).tw. (875)

3 exp qualitative research/or mixed-methods research/ or qualitative analysis/ or qualitative tech-

niques/(1710)

1 or2or3(25,870)

((share* or sharing or integrat*) adj3 (data or organisat® or organizat*)).tw. (745)

integrat® adj2 (care* or health*)).tw. (3081)

(interprofession™ or inter profession* or organisat* or organizat* or interagency* or agenc*) adj2

communicat® or share* or sharing or integrat*)).tw. (532)

(data or digital*) adj2 (link* or system™* or access or information* or exchange*)).tw. (1709)

9  exp Access to information/(2159)

10 exp Information transfer/(2053)

11 (electronic* adj2 record*).tw. (1372)

12 (patient* adj2 record*).tw. (1564)

13 (share* or sharing or integrat* or access*).tw. (35,836)

14 11o0r12(2411)

15 ((share* or sharing or integrat* or access*) adj2 ((electronic* adj2 record™*) or (patient* adj2 record*))).
tw. (159)

16 5oréor7or8or9%orl10or15(9552)

17 4 and 16 (1001)

18 (share* or sharing or integrat* or data or organisat® or organizat™ or care* or health* or interprofes-
sion* or inter profession* or interagency™ or agenc* or communicat* or data or digital* or link* or
system™* or access or information* or exchange*).ti. (146,652)

19 17 and 18 (556)

o] N oNuon A~

SPP search strategy
Database: SPP <202210>

Search strategy:

1 (focus group™* or qualitative or ethnograph* or fieldwork or field work or key informant* or inter-
view™).tw. (43,060)
2 ((“semi-structured” or semistructured or unstructured or informal or “in-depth” or indepth or “face-
to-face” or structured or guide) adj3 (discussion* or questionnaire*)).tw. (607)
((share* or sharing or integrat*) adj3 (data or organisat® or organizat*)).tw. (936)
(integrat® adj2 (care* or health*)).tw. (3534)
5 ((interprofession™® or inter profession* or organisat* or organizat*® or interagency™* or agenc*) adj2
(
(

AW

communicat® or share* or sharing or integrat™)).tw. (811)
(data or digital*) adj2 (link* or system* or access or information* or exchange*)).tw. (1410)
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7  (electronic* adj2 record*).tw. (206)

8 (patient* adj2 record*).tw. (178)

9  (share* or sharing or integrat* or access*).tw. (60,232)

10 7 or 8 (340)

11 ((share* or sharing or integrat™ or access*) adj2 ((electronic* adj2 record*) or (patient* adj2 record™))).
tw. (27)

12 1or2(43,306)

13 4or5o0r6o0r11(5629)

14 12 and 13 (564)

PQDT search strategy

(((((T1,AB(semi-structured) OR TI,AB(semistructured) OR TI,AB(unstructured) OR TI,AB(informal) OR
TI,AB(in-depth) OR TI,AB(indepth) OR TI,AB(face-to-face) OR TI,AB(structured) OR TI,AB(guide))
NEAR/3 (TI,AB(discussion*) OR Tl,AB(questionnaire*))) OR (TI,AB((“focus group” OR “focus groups”))
OR TI,AB(qualitative) OR TI,AB(ethnograph*) OR TI,AB(fieldwork) OR TI,AB(“field work”) OR TI,AB((“key
informant” OR “key informants”)) OR TI,AB(interview*))) AND (((TI,AB(share*) OR TI,AB(sharing)

OR TI,AB(integrat*)) NEAR/2 (TI,AB(data) OR TI,AB(organisat*) OR TI,AB(organizat*))) OR
((TLAB(interprofession®) OR TI,AB((“inter professional”)) OR TI,AB(organisat*) OR TI,AB(organizat*) OR
TI,AB(interagency*) OR TI,AB(agenc*)) NEAR/2 (TI,AB(communicat*) OR TI,AB(share*) OR TI,AB(sharing)
OR TI,AB(integrat*))) OR ((Tl,AB(data) OR TI,AB(digital*)) NEAR/2 (TI,AB(link*) OR TI,AB(system*)

OR TI,AB(access) OR TI,AB(information*) OR TI,AB(exchange*))) OR (((TI,AB(electronic*) NEAR/2
TI,AB(record*)) OR (TI,AB(patient®) NEAR/2 TI,AB(record*))) NEAR/2 (TI,AB(share*)

OR TI,AB(sharing) OR TI,AB(integrat*) OR TI,AB(access*))) OR (TI,AB(information) NEAR/2 (TI,AB(share)
OR TI,AB(sharing))))) AND ulo((gb OR g.b. OR britain OR uk OR u.k. OR “united kingdom*” OR england OR
“northern ireland*” OR scotland® OR wales))) AND (title(health) OR title(social))

Web of Science (all databases listed) search strategy
# Web of Science search strategy (v0.1)

# Database: Web of Science Core Collection

# Entitlements:

- WOS.SCI: 1900 to 2023

- WOS.AHCI: 1975 to 2023
- WOS.ESCI: 2015 to 2023

- WOS.ISTP: 1990 to 2023

- WOS.SSCI: 1900 to 2023

- WOS.ISSHP: 1990 to 2023

# Searches:

1: TS=((semi-structured OR semistructured OR unstructured OR informal OR in-depth OR indepth
OR face-to-face OR structured OR guide) NEAR/3 (discussion* OR questionnaire*))

2: TS=(“focus group™” or qualitative* or enthograph* or fieldwork or “field work” or “key informant*”
or interview™)

3: #20OR#1
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10:
11:
12:
13:
14:
15:
16:
17:

18:

19:

20:

21:

22:

(Tl=((share* OR sharing OR integrat*) NEAR/2 (data OR organisat® OR organizat*)) OR AB=((share*
OR sharing OR integrat*) NEAR/2 (data OR organisat* OR organizat*))) Date Run: Wed Mar 22
2023 11:45:16 GMT+0000 (Greenwich Mean Time) Results: 101793

(Tl=(integrat® NEAR/2 (care* OR health*)) OR AB=(integrat* NEAR/2 (care* OR health*)))
(T1=((interprofession* OR “inter profession*” OR organisat* OR organizat® OR interagency*OR
agenc*) NEAR/2 (communicat® OR share* OR sharing OR integrat*)) OR AB=((interprofession* OR
“inter profession*” OR organisat* OR organizat* OR interagency* OR agenc*) NEAR/2 (communi-
cat* OR share* OR sharing OR integrat*)))

(Tl=((data OR digital*) NEAR/2 (link* OR system* OR access OR information* OR exchange*)) OR
AB=((data OR digital*) NEAR/2 (link* OR system* OR access OR information* OR exchange*)))
(TI=(electronic* NEAR/2 record*) OR AB=(electronic* NEAR/2 record*))

(TI=(patient* NEAR/2 record*) OR AB=(patient* NEAR/2 record*))

(Tl=(share* OR sharing OR integrat® OR access*) OR AB=(share* OR sharing OR integrat*OR
access™))

#8 OR #9

#10 AND #11

#12 OR #7 OR #6 OR #5 OR #4

#13 AND #3

TS=("national health service” or nhs)

OO=(“national health service” or nhs)

AB=((english not ((published or publication* or translat* or written or language* or speak™ or litera-
ture or citation*) NEAR/5 (english))))

TS=(gb or “g.b.” or britain or (british not “british columbia”) or uk or “u.k.” or united kingdom*or (eng-
land not “new england”) or northern ireland* or nothern irish* or scotland* or scottish* or ((wales or
“south wales”) not “new south wales”) or welsh*)

CU=(gb or “g.b.” or britain or (british not “british columbia”) or uk or “u.k.” or united kingdom*or (eng-
land not “new england”) or northern ireland™ or nothern irish* or scotland* or scottish* or ((wales or
“south wales”) not “new south wales”) or welsh*)

SO=(gb or “g.b.” or britain or (british not “british columbia”) or uk or “u.k.” or united kingdom*or (eng-
land not “new england”) or northern ireland* or nothern irish* or scotland* or scottish* or ((wales or
“south wales”) not “new south wales”) or welsh*)

Cl=(bath or “bath’s” or ((birmingham not alabama*) or (“birmingham’s” not alabama*) or bradford or

“bradford’s” or brighton or “brighton’s” or bristol or “bristol’s” or carlisle* or “carlisle’s” or (cambridge

1N

not (massachusetts* or boston* or harvard*)) or (“cambridge’s” not (massachusetts* or boston* or
harvard*)) or (canterbury not zealand*) or (“canterbury’s” not zealand*) or chelmsford or “chelms-
ford’s” or chester or “chester’s” or chichester or “chichester’s” or coventry or “coventry’s” or derby

»n »pn ’»n

or “derby’s” or (durham not (carolina* or nc)) or (“durham’s” not (carolina® or nc)) or ely or “ely’s” or
exeter or “exeter’s” or gloucester or “gloucester’s” or hereford or “hereford’s” or hull or “hull’s” or
lancaster or “lancaster’s” or leeds™* or leicester or “leicester’s” or (lincoln not nebraska*) or (“lincoln’s”

not nebraska*) or (liverpool not (new south wales* or nsw)) or (“liverpool’s” not (new south wales*

»n

or nsw)) or ((london not (ontario® or ont or toronto*)) or (“london’s” not (ontario™ or ont or toronto*))
or manchester or “manchester’s” or (newcastle not (new south wales* or nsw)) or (“newcastle’s” not
(new south wales™* or nsw)) or norwich or “norwich’s” or nottingham or “nottingham’s” or oxford

or “oxford’s” or peterborough or “peterborough’s” or plymouth or “plymouth’s” or portsmouth or
“portsmouth’s” or preston or “preston’s” or ripon or “ripon’s” or salford or “salford’s” or salisbury or
“salisbury’s” or sheffield or “sheffield’s” or southampton or “southampton’s” or st albans or stoke

or “stoke’s” or sunderland or “sunderland’s” or truro or “truro’s” or wakefield or “wakefield’s” or wells
or westminster or “westminster’s” or winchester or “winchester’s” or wolverhampton or “wolver-
hampton’s” or (worcester not (massachusetts* or boston* or harvard*)) or (“worcester’s” not (massa-
chusetts*or boston* or harvard®*)) or (york not (“new york*” or ny or ontario* or ont or toronto*)) or
(“york’s” not (“new york*” or ny or ontario® or ont or toronto*)))))

OO=(bath or “bath’s” or ((birmingham not alabama*) or (“birmingham’s” not alabama*) or bradford or

“bradford’s” or brighton or “brighton’s” or bristol or “bristol’s” or carlisle* or “carlisle’s” or (cambridge

”

»n
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23:

24:

25:

26:

27:

28:

29:

30:
31:
32:
33:
34:
35:

36:
37:
38:
39:
40:

not (massachusetts* or boston*® or harvard*)) or (“cambridge’s” not (massachusetts* or boston* or

)

harvard*)) or (canterbury not zealand*) or (“canterbury’s” not zealand*) or chelmsford or “chelms-
ford’s” or chester or “chester’s” or chichester or “chichester’s” or coventry or “coventry’s” or derby

»n »n 1N

or “derby’s” or (durham not (carolina* or nc)) or (“durham’s” not (carolina* or nc)) or ely or “ely’s” or

)’ n »n

exeter or “exeter’s” or gloucester or “gloucester’s” or hereford or “hereford’s” or hull or “hull’'s” or

)N

lancaster or “lancaster’s” or leeds* or leicester or “leicester’s” or (lincoln not nebraska*) or (“lincoln’s”

1"

not nebraska*) or (liverpool not (new south wales* or nsw)) or (“liverpool’s” not (new south wales*

»n

or nsw)) or ((london not (ontario* or ont or toronto*)) or (“london’s” not (ontario™ or ont or toronto*))
or manchester or “manchester’s” or (newcastle not (new south wales* or nsw)) or (“newcastle’s” not
(new south wales* or nsw)) or norwich or “norwich’s” or nottingham or “nottingham’s” or oxford

or “oxford’s” or peterborough or “peterborough’s” or plymouth or “plymouth’s” or portsmouth or

»n »n »pn

“portsmouth’s” or preston or “preston’s” or ripon or “ripon’s” or salford or “salford’s” or salisbury or

)N

“salisbury’s” or sheffield or “sheffield’s” or southampton or “southampton’s” or st albans or stoke

or “stoke’s” or sunderland or “sunderland’s” or truro or “truro’s” or wakefield or “wakefield’s” or wells
or westminster or “westminster’s” or winchester or “winchester’s” or wolverhampton or “wolver-
hampton’s” or (worcester not (massachusetts* or boston* or harvard*)) or (“worcester’s” not (massa-
chusetts® or boston* or harvard*)) or (york not (“new york*” or ny or ontario® or ont or toronto*)) or
(“york’s” not (“new york™*” or ny or ontario* or ont or toronto*)))))

Cl=(bangor or “bangor’s” or cardiff or “cardiff’s” or newport or “newport’s” or st asaph or “st asaph’s”
or st davids or swansea or “swansea’s”)

OO=(bangor or “bangor’s” or cardiff or “cardiff’'s” or newport or “newport’s” or st asaph or

“st asaph’s” or st davids or swansea or “swansea’s”)

Cl=(aberdeen or “aberdeen’s” or dundee or “dundee’s” or edinburgh or “edinburgh’s” or glasgow or
“glasgow’s” or inverness or (perth not australia*) or (“perth’s” not australia*) or stirling or “stirling’s”)
OO=(aberdeen or “aberdeen’s” or dundee or “dundee’s” or edinburgh or “edinburgh’s” or glasgow or
“glasgow’s” or inverness or (perth not australia*) or (“perth’s” not australia*) or stirling or “stirling’s”)
Cl=(armagh or “armagh’s” or belfast or “belfast’s” or lisburn or “lisburn’s” or londonderry or “london-
derry’s” or derry or “derry’s” or newry or “newry’s”)
OO=(armagh or “armagh’s” or belfast or “belfast’s” or lisburn or “lisburn’s” or londonderry or
“londonderry’s” or derry or “derry’s” or newry or “newry’s”)

#15 OR #16 OR #17 OR #18 OR #19 OR #20 OR #21 OR #22 OR #23 OR #24 OR #25 OR #26
OR #27 OR #28

#29 AND #14

TS=(health* NEAR/5 (care* or social))

#31 AND #30

TS=(older NEAR/2 (people* or person* or adult* or patient*))

TS=(elderly or senior* or aging or ageing or geriatric*)

#33 OR #34 Editions: WOS.SCI,WOS.SSCILWOS.AHCI,WOS.ESCI Date Run: ~ Wed Mar 22
2023 12:13:39 GMT+0000 (Greenwich Mean Time) Results: 4280476

#35 AND #30

#32 OR #36

TI=(share* or sharing or integrat* or data or communicat* or information*)

#38 AND #30

#39 OR #37

”n
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Appendix 4 Adapted Wallace criteria

TABLE 9 Adaptation of the Wallace criteria from the version used by Gwernan-Jones>?

Question Interpretation

1. Is the research question clear? ‘Yes' or ‘no’ based on the reviewer'’s judgement.

2. Is the study design appropriate to  ‘Yes), if the question(s) could be answered by qualitative methods; for mixed-methods
answer the question? studies, the suitability of methods was assessed separately for the qualitative and
quantitative components of the study.

3. Is the context or setting ade- ‘Yes’ or ‘no’ based on the reviewer's judgement.

quately described?

4. |s the sample adequate to e The sampling frame should be described clearly and in sufficient detail (i.e. the
explore the range of subjects and range of categories of participants/settings).

settings, and has it been drawn e The sampling strategy should be reported in sufficient detail and justified.
from an appropriate population? e Any practical limitations should be stated (e.g. failure to recruit specific catego-

ries of participants, financial/resource constraints related to sample size etc.).

5. Was the data collection ade- Description of data collection should include the whole process and setting, for

quately described? example where and when the interviews/observations took place, interview
schedule and its sources and development, recording and transcription, field notes.
This description should be methods-specific for example interviews, focus groups,

observations.
6. Was data collection rigorously Factors that might have bearing on participants behaviour have been identified and
conducted to ensure confidence in  addressed (e.g. those related to recruitment such as whether this happened through
the findings? official organisational channels, managers, etc.), confidentiality (addressed prior to

interview), setting (interviews conducted in a ‘safe space’), researcher’s relationship
to the organisation to which the participant belongs (clarified before the interview);
recording and transcription; field notes to complement and contextualise transcript.

7. Was there evidence that the data  Type of analysis is stated and the process described in sufficient detail (audit trail,

analysis was rigorously conducted including interplay between data collection and analysis); credibility/validity of
to ensure confidence in the findings is ascertained using a range of methods, such as parallel coding, peer
findings? review, reflexivity, triangulation, or member checking.

8. Are the findings substantiated by  ‘Yes), or ‘no’ based on the reviewer’s judgement; factors such as the use of quota-
the data? tions to support findings were taken into consideration.

9. Has consideration been given ‘Yes', if (any) limitations reported.
to any limitations of the methods

or data that may have affected the

results?

10. Do any claims to generalisability ~‘Yes', if claims followed logically from the data or if no claims to generalisability were
follow logically and theoretically made.
from the data?

11. Have ethical issues been ‘Yes', if an ethical approval has been granted by a legitimate institutional body or all
addressed and confidentiality relevant ethical issues have been addressed.

respected?

12. Is/are the author(s) reflexive? ‘Yes', if authors explicitly consider the impact that their subjectivity (e.g. beliefs),

behaviour (e.g. language) and context (e.g. gender) might have had on the design,
data collection and analysis, and formulation and reporting of findings. As reflexiv-
ity is difficult to ‘quantify’ any evidence of reflexivity will lead to ‘yes’.

Note
Possible answers to each question were ‘yes’, ‘no’ or ‘can’t tell’.
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