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There is a dialogue surrounding improving public services by shifting to an integrated care approach.
Sharing can improve the continuum of care, care provision and coordination. We explored data-
sharing across sectors. Social services reported less technology support and sharing is limited.
Barriers and facilitators were uncovered. Increasing technology performance, and agreements and for

better serve priority populations is needed.

Data-sharing across multidisciplinary teams within the health sector has
long been a complex and persistent challenge. Even with advancements in
digital health infrastructure to support care provision, several well docu-
mented barriers continue to hinder seamless processes such as the high cost
of new technologies and training staff or patients and healthcare workers
resisting adopting new healthcare technology models".

Integration of social and health care data creates more complexity
again. Broadly, there is an argument that there exists a large mismatch in
terms of capacity and existing resources, relationships, and/or competing
priorities between health care systems and social care organisations’. Fur-
ther, there is evidence demonstrating that linking administrative social
assistance data to healthcare data is associated with potential biases (and
possible treatment/assistance errors) due to linkage errors’.

Despite, the complexity of integrating health and social care, there is
global dialogue advocating for shifting to this approach®, with data-sharing
being one of the critical enablers’. It is acknowledged that a shared long-
itudinal patient/client care record can improve the continuum of care, and
care coordination between health and social care providers while enhancing
a patient centred-approach, and building a stronger governance model*.

Some transformational and gold standard data-sharing practices have
been led by countries that adopted integrated health and social care
approaches. For example, in Finland a unified system that encompasses data
for health and social agencies has been implemented as part of a 20-year
integrated health social and health reform™"°. The technology transforma-
tion allows for Finnish citizens to browse their health information recorded

in the prescription tracking system and the patient data repository, with
cumulatively 2.8 million persons (51% of the Finnish population, and 63%
of the adults) accessing the system''. As part of the reform the Finnish
Government has established the Act for Secondary Use of Health and Social
Data to facilitate the effective and safe processing and access to personal
social and health data for steering, supervision, research, statistics and
development in social and health sectors'”. While sharing data and infor-
mation between stakeholders, across sectors remains the hallmark of a
mature and high-functioning health and social care system", whole-system
information and communication technologies (ICT) for social and health
care integration remains a challenge in most systems, including in Australia.
This can be because data sharing is a strong focus of health policy, but lags in
integrated social and health care policy are limiting progress'.

Broad programs enacted by Australian government agencies such as
the ‘My Health Record’ (a single platform to enter immunisation, billing and
primary and secondary health encounter data that can be accessed by citi-
zens and approved service providers)'”” and the ‘Person Level Integrated
Data Asset (PLIDA)’ (a combined dataset of information on health, edu-
cation, government payments, income, employment, and population
demographics (including the Census) available to access for approved
research projects)'® have been launched. However, an integrated health and
social care data unified system for day-to-day service provisions are virtually
non-existent.

It has been postulated that without a social license, namely the support
for the project from concerned groups, or stakeholders, over and above
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meeting any legal requirements’, true integration of intersectional data-
sharing practices, generation of regulations, and technological transfor-
mation will unequivocally fail*®. Developing a social license implies trans-
parent calibration of the public interest as well as being co-produced
through an ongoing process of public engagement, dialogue, and negotia-
tion. Neither passive public acceptance nor closed discussions with select
community representatives indicate the existence or form of a social license
for integrated data collection, share and use®.

For day-to-day health care service provision, the state health system in
New South Wales (NSW) (NSW Health) currently uses nine electronic
medical record systems (EMR), six patient administration systems (PAS)
and five pathology laboratory information systems (LIMS)". For the local
social care sector, information technology support and programs used in
different organisations remain unreported with the exception of the aged
care sector”’. These demonstrate how heterogeneous, emergent, and frag-
mented the data landscape is that our local systems are working with.

Against this complex backdrop, it is important to map how health and
social care systems can share and use the data they collect to inform practice
between the different stakeholders involved in service provision - which is
currently underexplored - and whether their data-sharing practices will
better support the health and social needs of individuals experiencing
adversity. This study seeks to describe and understand (1) the uptake of
data-sharing practices (changes or innovating policies) in health and social
care systems, and (2) identify the main barriers, facilitators and other
emergent themes related to the integration of data systems between key
stakeholders in Metropolitan Sydney. This article is part of a larger study
that sought to map innovative policy supports for integrated health and
social care programs for minority groups experiencing adversity which is
currently underway.

Data sharing themes and barriers and facilitators themes were analysed
against the ‘Innovative Policy Supports For Integrated Health And Social
Care Programs Framework’ devised by Wodchis et al.® which is based on
substantial integrated care policy research undertaken by several teams in
high-income countries” . The framework provided common practice
indicators undertaken for true data integration. This may involve sharing
patient information and having access to the clinical records of another
group (provider/stakeholder). Other forms may include staff sharing
information about patients across the providers involved in delivering the
integrated model. Secondary uses of data include integrated programs

creating standardised reports about the progress of the programs (such as
the number of patients enrolled, usage, and statistics on key clinical or social
indicators) which are consistent with current approaches to monitoring
programs or engaging with third-party external (such as university
employees) groups to develop, undertake and maintain data and describe
key outcomes of the care program.

Methods

The study’s research team is part of a research centre (Centre for Research
Excellence in Integrated Health and Social Care) partnering with local
health districts and other key stakeholders. This allowed first in contact with
health and social care programs throughout research and services’ network.
A snowballing method was used to branch further out into other health and
social care programs and community leaders and volunteers through
common and known participants.

Recruitment and participants

The study was advertised in the health and social care service networks, by
sending an expression of interest email (EOI) to several health and social
agencies that provide health and social services in the Sydney Metropolitan
area. Program representatives were volunteers who contacted the principal
investigator (MGU) for enrolment and other information. Programs
representatives were eligible to participate if they were assisting (formally or
informally) priority populations, including culturally and linguistically
diverse (CALD) communities, or programs that have a role (funding, liai-
son, advocacy) assisting health and social care programs (e.g., Ministry of
Health).

Participants were involved in the implementation of health and social
care programs in the Sydney Metropolitan area either as administrators,
service providers or volunteers and/or community leaders. Health and social
care programs were defined broadly and not identified a priori.

Data collection and measures
Semi-structured interviews exploring innovative policy supports were
conducted online by the first author (MGUG) and lasted approximately
45 minutes each.

This analysis is part of a broader study aimed at mapping integrated
health and social care innovations with a CALD focus across Greater Sydney
using Wodchis and Collaborators’ Framework (See full details Table 1).

Table 1 | Framework based on Wodchis et al. 2020

Category® Number and item Description

Category 1: Integrated governance, oversight and
collaborations

Characterised by a unique form of governance or new collaborative partnerships between organisations in
the health and social care domains. Programs can also be reported to have had significant changes in the

governance structure of local health care systems, the extent of local collaborations required to establish and
implement the programs or both.

Category 2: Integrated health and social care workforce
and staffing requirements

Novel approaches undertaken to filling staff requirements and work roles are implemented. Broadening the
roles of health and social care providers, creating new work roles, or developing new ways of working for

existing health and social care providers. Programs with defined supportive workforce or staffing policies
with new local efforts to have health and social care providers work jointly, with or without adding any new
staffing roles or the creation of multidisciplinary team-based approaches.

Category 3: Integrated financing processes and payment
methods

Recognised changes made to financing and payment policy as necessary supports for the integrated model.
This may involve the creation of new budgets to ensure the entire cost of the health and social care services

for the target populations is achieved. Total or combined budgets are established, new envelopes of funding
for more centralised programs, and agreements to share the risk associated with delivering the integrated
care among health and social care organisations including insurance companies and private health funds

can also be mapped.

Category 4: Integrated data sharing and best usage of
those data

Novel approaches to generating required data or information technology solutions. This may involve sharing
patient information with one group (provider) to have access to the clinical records of another group

(provider). Other forms may include staff sharing information about patients across the providers involved in
delivering the integrated model. Secondary uses of data include integrated programs creating standardised
reports about the progress of the integrated care program (such as the number of patients enrolled, usage,
statistics on key clinical or social indicators) which are consistent with current approaches to monitoring
programs or programs engage third-party external (such as university employees) groups to develop,
undertake and maintain data and describe key outcomes of the integrated care program.

2All categories sourced based on Wodchis et al..
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Fig. 1 | Data Sharing Practices. Insights, facilitators and barriers for data sharing in health and social care.

Interviews were conducted from June 2023 to April 2024. Interpreters were
not required as all participants were proficient in English.

Analysis
Demographic descriptive analysis was performed using IBM SPSS Version
29. The thematic analysis and coding involved and consultation a team of
authors, who were experts in qualitative technique (several meetings were
held to endorse themes and structure of this work).
Using the interview, it was determined the CALD intake of each
program, categorised them as follows:
1. CALD-specific: programs serving only CALD clients (100%)
2. High intake: programs serving 50% or above CALD clients (open to
mainstream Australians)
3. Moderated uptake: programs serving below 50% CALD clients (open
to mainstream Australians)

The study was approved by the Ethics Review Committee (RPAH
Zone) of the Sydney Local Health District (protocol number X22-0406) and
the South Western Sydney Local Health District Human Research Ethics
Committee (2023/STE00775). All participants provided written informed
consent. All participants included in this study provided written informed
consent.

Sample
Twenty-seven participants from social (n=10) and health care (n=14)
organisations based in Metropolitan Sydney were part of the study sample.
A total of 27 interviews were conducted. Of the sample, 71 percent were
female, the mean age of participants was 50.18 (SD = 12.36). Fifty-six per-
cent of participants had 16 and above years of experience in their sector, 40
percent had a bachelor’s degree, and 36 percent had a postgraduate degree.
Forty percent of participants were service managers, and 17 percent were
staff specialists. Seventy-nine percent of participants selected English as their
preferred language.

The analysis identified several themes relevant to the Tnnovative Policy
Supports For Integrated Health And Social Care Programs Framework’

devised by Wodchis et al’. These are presented under the framework
domains outlined below. Additional themes including facilitators, barriers
to data-sharing and quality of data categories reported by participants are
also mapped. Figure. 1 presents an overview of the themes explored.

Data sharing across health and social sectors

Generally, there was a reported willingness from the social sector to share
data and it was reported that interagency individual data can be shared
across services on a need basis. Participants from social care services per-
ceived that health systems are unwilling to share individual data. Partici-
pants reported more willingness to data-sharing practices between health
and social services in emergency incidents (including public health emer-
gencies) or crises. These include domestic and legal incidents, as well as
humanitarian intake to Australia.

Interview #024 participant reported ‘Humanitarian arrivals are coor-
dinated. We had disability support, and it’s sharing with us one of her case
studies where, because we’re going to know so we get information beforehand
from Home Affairs from Settlement Service International, because there’s
going to be this person with an extreme disability or health condition. The
nurse had to then liaise, say, with Liverpool hospital the client is going to land
a Sydney Airport at this time. We need to make sure that you have a bed
available, because we don’t want them sitting in emergency department’.

During the pandemic crisis, there was an open case to expedite essential
communication of population data. Interview #027 participant reported
‘When we saw the Delta, these were going not well, what we had meetings with
the Department of Customer Service would have community sentiment
surveys, checking data, and Transport for New South Wales would have
community mobility data, who was moving where and how. And I would
have the data from overnight where our cases were, if we were seeing parti-
cular patterns, in the cases emerging’.

Data-sharing within one sector

Data from different programs within the same health-funded specialist care
providers are not widely shared. It is commonly reported that multiple
recording systems are used in the same organisation. Interview #008
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participant reported T created another database to help us fill in those
databases. They’re all different. And not everybody is funded by the same
organisation. So same funders, but everyone has different commitments. The
Department and Community and Justice bought this sort of key performance
indicators in combination with New South Wales Health’.

Similarly, services within the same Local Health District are reported
not to be able to share crucial individual data for the same client, given the
lack of incompatibility between two different systems for data recording
(e.g., Electronical Medical Records vs Titanium software).

Data-sharing for external research and evaluation

Pilot evaluation projects are undertaken predominately by university
and health systems in partnership. Data collection for research is
undertaken separately from the local individual data records, using
another platform to collect data. Ethical consent must be obtained when
reporting clinical data. Electronic medical records are not generally
used for research.

Data-sharing for technical reports for service improvement
Health-led and social-led organisations commonly reported the use of
population data for quality improvement and for funding reporting
requirements. General de-identified service data is shared and used via
service providers’ websites or other form of reporting. Data from different
service providers (e.g., GPs, primary care, and NGO service providers) are
used to detail service episodes and usage with minimal data.

Effective data collection, quality and use

Both social- and health-led organisations reported collecting culturally
sensitive data from emerging ethnic diverse communities to inform practice
is challenging. One of the main reasons is the lack of interpreters who can
assist in clinical practice and data collection from emerging ethnic com-
munities. In addition, different ethnic cultures are perceived as less open to
disclosing some sensitive information to services which can lead to
underreporting.

Participants report a lack of comprehensive longitudinal individual
data being shared across the health system (primary and secondary). There
is also the perception that there is a better quality of data for research
purposes compared to the clinical data recorded routinely.

Barriers to data-sharing

The main barriers to data sharing across sectors cited by participants are
obligations of privacy and confidentiality and lack of client consent to dis-
seminate individual data.

Interview # 016 participant reported T think that’s because of the data
security and the data sharing policies of New South Wales Health and the
various social service agencies that we’re talking about. it’s sensitive health or
social information. You can’t share that. But I think, a potential way around
that is if these services are integrated’.

Lack of infrastructure, skills, and resources (e.g., IT support or de-
identification processes) particularly in the social care sector is frequently
reported. Interview #026 participant reported ‘We don’t have a strategy for it.
So we don’t know why we really want to collect this data. So there’s no real
purpose. Apart from reporting. we don’t have the IT systems that are really
smart enough to support reasonably’.

There is a lack of interoperability within and across both health and
social systems. It has been reported that data collection is not equitable with
health and social care providers using multiple information technology
systems. Interview # 025 participant reported ‘So each branch of the of the
organisation now has a different formula and criteria for recording
their data’.

Trust in social and health sectors when handling individual data is also
a significant barrier, particularly with government-led existing systems
including ‘My Health Record’. Interview #019 participant reported Data
sharing is that it raises really big issues around how much the government
knows, and how much the government should know’.

Facilitators for data-sharing

Systems have developed emerging ways to share their existing individual
data. Both health- and social-led services reported setting up interagency
meetings with several stakeholders for emergency incidents as a way of
communicating and sharing individual sensitive data. Organisational flex-
ibility is also reported. Services are still using and accepting using fax, phone
and email to communicate (e.g., social providers and GPs). Interview #002
participant reported ‘We’ve got referral forms, hospitals, we’re still phoning
hospitals a bit old school, you still need to ring and talk to the social workers.
Some general practitioners still have fax machines.

Services and practitioners (e.g., legal aid services) are also willing to
push some individual data-sharing boundaries depending on what jur-
isdiction they are in as each jurisdiction has legislated and varying rules
around information sharing.

Forming partnerships across sectors can facilitate individual data-
sharing and using basic global platforms are reported as a facilitator, espe-
cially the use of Microsoft Excel spreadsheets for data collection and
reporting in both health and social-led organisations. Participants high-
lighted that using existing pathways for data collection and recording may
be beneficial. ‘My Health Record’ was originally created to remediate indi-
vidual clinical data collection and reporting; however, this platform has not
succeeded, mainly due to the lack of public trust even across health-led
systems of primary and secondary care which is in line with global evidence.

Innovative ways of capturing data have also emerged from interviews.
These included the development of the Centre for Health Record Linkage
(CHeReL), and Integrated Care Progress and Outcomes dashboard which
currently captures real-time clinical data which are both governed by the
health sector.

Reflections

This study sought to expand understanding about the uptake of data-
sharing practices (changes or innovating policies) across health and social
care systems and the barriers and facilitators of data integration of services in
the most populous city in Australia, Sydney Metropolitan. Specifically,
existing system-level data-sharing practices across sectors and within sec-
tors, as well as research driven and funding driven data-sharing patters and
quality of data in a priority population context, were analysed and mapped.

While our local systems collect a large volume of service data from
public social and health services, data rarely reaches the desks of clinicians
and service managers. Our study highlights the heterogeneity of the data
collected, with a lack of unified information technology platform that allows
for data-sharing across health and social care systems. In line with existing
evidence®, minimum data standards for sharing information in a systematic
way while allowing innovation are not incentivised and supported at
local level.

While there are some innovations in capturing social population-base
data'®, our study demonstrates there is a lack of infrastructure, strategy,
skills, and resources to collect and share data effectively in the social care
sector. There is a perception from social care providers that the data they
collect is mainly for reporting to funders with no real strategy behind it. This
may be also associated with a lack of more comprehensive understanding
and measurement of adult social care needs at a clinical and social level, and
how they are assessed and coded within variables in big databases™.

Health data recording initiatives are proliferating with different degrees
of success'*” . Some progress has been established to create more inter-
operable data systems. The introduction of ‘My Health Record’, for example,
tracks client health service usage, but has experienced the lack of trust from
the Australian public”” regarding how government agencies collect, share,
protect or exploit their personal data™***".

This demonstrates that barriers to data sharing remain even at same
sector level (e.g., primary to secondary health care) and are even more
underdeveloped in cross-sectoral settings (e.g., social system to health sys-
tem). While our study uncovered conditions that were conducive to data
sharing under special circumstances pandemic, domestic violence incidents,
and for humanitarian entrants, our real-time day-to-day integrated social
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and health data-sharing practices are limited. The key component is the
understanding that data-sharing will involve a transformation of systems,
consisting of structures and processes, and that may include at times con-
flicting agendas™. Policy-makers, planners, and implementers need to work
toward achieving and continuously maintaining stakeholder alignment;
only in this context can successful technological solutions be developed™.

A single architecture is unlikely to fulfill all requirements simulta-
neously i.e., be real-time, dynamic, event-level data centred on the client and
development of stable, curated repositories of longitudinal health/social
records for integrated care, research and planning. Hence, there is now a
need to identify potential architectural components and designs and map
their benefits, costs and trade-offs”. From the policy lens, strengthening and
harmonising the legal and policy frameworks that facilitate the integration
of health and social care data is fundamental. It has been postulated that
building a social license to ensuring that data integration operates as a public
good'** could be the way forward. By leveraging data and technology, sector
partners have an opportunity to improve the efficiency, effectiveness, and
sustainability of efforts that address health and social needs as a regular
component of service delivery™.

Several limitations of this study should be noted. While we aimed to
conduct a throughout mapping study that encompasses all the services in
Sydney Metropolitan, we acknowledge not all services working with priority
populations participated given the voluntary nature of the study.

The strengths of this study include capturing the voices of key stake-
holders, namely priority community representatives (leaders and volun-
teers), health and social care decision makers and staff regarding the state
and depth of social and health care integration, including data-sharing
practices and its local knowledge and evidence that is lacking from the
literature.

A shift of organisational culture and a suitable model of data of
monetisation that incentivises data-sharing could be fundamental for
changing future data-sharing practices™. Specifically, addressing and
recognising the inherent tension from the key health and social care sta-
keholders are a way forward. It has been postulated employing techniques to
facilitate data integration such as involving stakeholders at an appropriate
time and inviting external stakeholders and routinising site visits with those
stakeholders involved in the integration”.

In Australia, the key cultural elements that need to be addressed are
cross-sectorial readiness, misinformation about data sharing and the lack of
understanding of current legal requirements by health and social care
professionals. A way of moving forward includes a revision of current data-
sharing policies in health and social care, and analysing the existing gaps and
misalignments to tailor a framework for better serve priority populations.

As a first step, a future line of research should focus on mapping the
misinformation landscape locally, identifying common myths or mis-
understandings among health and social care professionals as well as
assessing legal literacy amongst both sectors, and its impact on data-sharing
behaviours.

Data availability
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