Digital Health: Changing the Way Healthcare is Conceptualised and Delivered
E. Cummings et al. (Eds.)
© 2019 The authors and IOS Press.

This article is published online with Open Access by 10S Press and distributed under the terms

of the Creative Commons Attribution Non-Commercial License 4.0 (CC BY-NC 4.0).
doi:10.3233/SHTI190780

Mind the Gap: Information Sharing

101

Between Health, Mental Health and Social

Care Services

Timothy KARIOTIS !, Megan PRICTOR®, Kathleen GRAY® and Shanton CHANG?

@ School of Computing and Information Systems, The University of Melbourne,

Victoria, Australia

b Melbourne Law School, The University of Melbourne
¢ Health and Biomedical Informatics Centre, The University of Melbourne

Abstract. Information sharing is key to integrated, collaborative, and continuous
care. People with a lived experience of mental illness may access several services
across the health, mental health and social care sectors, which creates challenges for
information sharing. The health informatics community has traditionally not
prioritised social care informatics. However, with the growing role of social care in
the lives of people with complex health conditions, now is the time when we must
consider the articulation between health informatics and social care informatics in
Australia. This paper reports the results of a qualitative study to understand the
current context of information sharing between health, mental health and social care
services. Interviews and focus groups with nine clinicians, caseworkers and support
workers were undertaken. Thematic analysis supported the development of several
themes. These include the growing role of social care services, the importance of
trust and the challenge created by the complexity of conditions people can present
with when accessing social care services. To ensure the growing range of social care
services do not get left behind with the increasing digitisation of the Australian
health system, the health informatics community should prioritise the inclusion of

social care informatics in its scope of practice.
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Introduction

Since the deinstitutionalisation of mental health care, there has been a growing range of
services in the community targeted at providing recovery orientated support to people
living with mental illness [1,2]. In addition, there are a number of services, such as
housing and homelessness services, employment services, and welfare services that may
play a key role in a person’s health [3]. In this paper, we differentiate between health
services (e.g. physical and mental health services) and social care services (e.g. disability
support and homelessness services). People with a lived experience of complex mental
illness may access a wide range of health and social care services [1]. It is well recognised

! Corresponding Author: School of Computing and Information Systems, The University of Melbourne,

Parkville, VIC, 3010, Australia; E-mail: timothy kariotis@unimelb.edu.au



102 T. Kariotis et al. / Mind the Gap

in Australia that the mental health system is highly fragmented, with one key issue being
a poor level of information sharing between physical health and mental health services
[4]. What is less well understood is how information sharing occurs between health
services that provide treatment, and the large range of social care services that provide
support in the community.

1. Mental Health Services in Australia

Australia’s mental health system is complex and fragmented [5,6]. The Australian
Institute of Health and Welfare [3] describes the mental health system as containing three
spheres, as outlined in Table 1. There is limited evidence on the relationship between
health services and social care services in Australia. However, 2002 [6] and 2014 [3]
reports into mental health services provided anecdotal evidence of a lack of linkages
between health and social care services, resulting in sub-optimal use of resources and
poor experiences of care.

Table 1. Mental Health Services in Australia [3]

Type of Service Examples

Medicare subsidies services General Practitioners
Psychiatrists
Psychologists + allied health

Specialised Mental Health Care Settings Public and private hospitals
Community mental health care

Support Services Disability support services
Homelessness support services
Community mental health programs

In the field of health informatics, it is well established that there is a gap in the knowledge
base regarding social care services [7,8]. However, with the increasing role that social
care services play in the lives of people with complex conditions, and the move towards
more integrated services [1], it could make sense for the well-established health
informatics community to consider integrating social care informatics into its scope of
practice.

2. Research Aims

This research aims to explore information sharing between health and social care services
in Australia, specifically in the provision of care to people with a lived experience of
mental illness, and to establish the key issues that will need to be considered when trying
to improve information sharing between them. The key research question being answered
is: how does information sharing currently occur between health and social care services
in Australia? The answer may inform the Australian health informatics community of
directions for future research and practice.
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3. Method

Nine participants from across health and social care were recruited (Table 2). Participants
were recruited through contacting services identified through government and service
provider websites, and advertisements shared through key bodies (e.g. Primary Health
Networks). All participants were interviewed either individually or in a focus group.
Interviews were semi-structured based around themes of collaboration, information
shared and needed, barriers and enablers, and privacy and consent. These themes have
been developed by the first author in previous research [9]. All interviews were recorded,
transcribed and thematically analysed by the first author within NVivo ver. 12 (QSR
International, Melbourne, Victoria, Australia). The Braun and Clarke [10] thematic
analysis method was used, which consists of six steps including familiarisation with data,
initial code generation, searching for themes, reviewing themes, naming themes and
reporting themes. Human research ethics approval was obtained from the University of
Melbourne.

Table 2. Participant details

Participant Participant Type (Clinical/non-Clinical) State
Number

P1 Social Care (housing) VIC
P2 Health + social care (homelessness) WA
P3 Social Care (disability support) NSwW
P4 Social Care (disability support) VIC
P5 Social Care (homelessness) WA
P6 Health (mental health) VIC
P7 Health (primary health care) TAS
P8 Health (primary health care) TAS
P9 Health (mental health) VIC

4. Results

Four main themes were developed during the thematic analysis; these are outlined in
Table 3, with example quotes. Each theme is discussed in more detail below.

Table 3. Themes and example quotes

Theme Quote Example

a.  Changing “...I've sent through a request for information with consent, the legal team from the
Landscape of  hospital has rung me and asked me what type of research I'm doing, and they
Care refused to give it to me...I think they saw that it wasn't health....” P3

b. Trust& “...if they’re in the inpatient psych I would assess that the doctors are acting in

Relationships  their best interest and will try and cooperate with planning, giving information that
would help plan a discharge...” P1

c.  Complexity “I sat down with her and showed her the form, and she was like 'why are all these
things on here I don't remember doing this' and I was just like, you just did it
yesterday, but she's on drugs and mental health and...she hadn't even really
remembered that she'd done this form” P2

d. Typeof “...we will use GPs...to support...housing applications...you need to do a bit of
Information coaching. I would actually dot point what we need in a letter...” P4
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“it's a pejorative description and say there are issues around the misinterpretation of
something if it's read by a non-clinical person” P8

4.1. Changing Landscape of Care

The shift towards a greater role for social care services poses a challenge for 'traditional'
health services in understanding the role of these services, and their information needs.
Three of the four social care participants raised this theme in their interviews. This issue
appeared especially pertinent for community managed organisations, many of which
have names which do not always reflect the services they provide. Participants who were
working in social care services tended to be clinicians, but they expressed that they were
treated differently by health services when they sought information as a social care
service, compared to if they were working in a health service. The concept of power is a
meta-theme that crosses all themes, in that the medical model appears to take precedence
over the recovery model that underpins support services.

“There's definitely a hierarchy in place that they'll use the medical
model...above all else.” P5

4.2. Trust and Relationships

Trust and interpersonal relationships are a major component of information sharing and
were raised by eight of the participants. Service providers were more likely to share
information with people in other services they knew. However, participants outlined that
many services in the social care sector are under-resourced and have high turn-over of
staff, which can impact the building of trusting relationships.

“...it comes down to who to trust, doesn’t it? Trust...a mutual appreciation
of each other's roles and to what extent can you share information.” P6

4.3. Complexity

Social care services, such as homelessness services, tend to operate as open doors
services, meaning people in a crisis with complex needs can walk in rather than needing
an appointment or referral. These situations pose challenges for services to access
information about people. The challenges are exacerbated because social care services
tend to be excluded from the information sharing processes in health care, such as
treatment plans. This issue was raised by two social care participants who work in high-
profile services which people know they can access in a crisis. However, this issue was
also acknowledged by three of the health service participants. There also appears to be a
number of people within the social care sector, who may have no way to share
information with the health sector, as the quote below outlines.

“So...the community driver might be worried about something, they don't
necessarily have a way of feeding that back when they're worried.” P8

4.4. Type of Information

The information collected and needed in health services may be different from the
information collected and needed in social care services. This theme emerged from
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discussions with all participants about their information needs. However, though the
information collected on a day-to-day basis is different, there appears to be a shared need
for information related to risk management, early warning signs and medication
management.

“...there's information that could be shared...it might be helpful for a
housing organisation to know...when the early warning signs are...so there's an
opportunity for people to intervene early...” P6

5. Discussion and Conclusion

The results from this study point to a trust and understanding gap between health and
social care services. These gaps have an impact on information sharing between services,
which may impact the quality and experience of care [1]. These findings are reflective
of evidence that collaboration and information sharing tend to be underpinned by
established relationships between clinicians [11,12]. There have been efforts in Australia
to improve relationships between different parts of the health system, one example being
the Mental Health Professional Networks, which linked physical health and mental
health clinicians [13]. These types of programs could also include opportunities for
different service providers to develop a shared understanding of each other’s information
needs [8].

In addition to issues regarding trust and relationships, there are also issues around
the type of information and culture towards information in health compared to social care
services. Many support services do not provide health services or treatments, but rather
recovery-orientated supports [14]. Information collected in a support service may relate
more to the social, rather than the biomedical aspects of a person’s life. However, it
appears all services need information related to risk management, early warning signs,
and medication management. With the digitisation of the health system, it will be critical
to address how social care services will articulate with information sharing processes
such as shared health summaries in My Health Record. Part of this understanding will
involve mapping out the shared information needs and identifying ontologies and
standards that can cross both health and social care services [8].

Health services in Australia, to some extent, have implemented information
technology to improve information collection and sharing [15]. However, this does not
extend to all health services, for example, allied health [16]. When it comes to the social
care sector, it appears that though many have implemented information technology, it
does not always meet the needs of staff [17]. A 2013 survey of community services found
that the main area in which they needed support was information technology [18].
Technology is also one of several issues identified by Whiteford et al. [19] in a systematic
qualitative review, as a barrier to system-level intersectoral linkages.

The findings of this study as they relate to the Australian context are limited by the
breadth of jurisdictions, and types of service providers included. The findings do provide
a unique insight into the growing role of social care services and should pave the way
for future research into how information sharing could be facilitated to support the care
of those with complex needs.

In light of the growing role of the social care sector in the provision of care to those
with complex conditions, health informatics in Australia should consider its role in
contributing to the development of an Australian social care informatics movement. The
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findings from this study outline several key themes that health informaticians looking to
further this cause should consider in developing a way forward to improve information
sharing across the broad range of services people access.
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