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Abstract

Background

Demand for palliative care provision within hospitals is significant and projected to increase in line with
the population ageing and an increase in non-communicable disease. However, not all Australian
inpatients with palliative care needs have access to best evidence-based quality care. Understanding how

to optimise care for this population is a global priority.
Aim
To identify how to optimise care for people with palliative care needs and their families in the Australian

hospital setting.
Methods

A three phase fully mixed sequential dominant design. The OPAL Project is informed by pragmatic
assumptions and the Innovative Care for Chronic Conditions and Person-centred Practice Frameworks.
Phase 1 focused on scoping the problem and involved a systematic review and meta-synthesis of the
needs of inpatients with palliative care needs and their families (Studies 1a and b). Phase 2 involved a
qualitative interview study with patients and families to better understand domains of importance, their
implications for practice and relevance for the Australian population (Study 2). A mid-point meta-inference
of data obtained across Studies 1a, 1b and 2 followed, to inform Phase 3 and project conclusions. Phase
3 included a global environmental scan (Study 3) and a co-design workshop (Study 4) focused on
understanding how to drive reform in relation to Australian inpatient palliative care. The end-point meta-

inference drew together all of the OPAL Project’s data to generate a series of recommendations.
Results

The OPAL Project identified that Person-centered care, Expert care and Optimal environment of care are
the three overarching categories of importance to inpatients with palliative care needs and their families.
Within each of these three categories are specific care-related domains (n=14) and a series of practice
points (n=68), that provide guidance at the macro, meso and micro levels. The end-point meta-inference
identified five key drivers for embedding the categories and domains identified in the OPAL Project,
including: recognising and valuing palliative care as core business and a priority for inpatient care;
leadership; measurement; innovation; and targeted skill development to support clinicians and ancillary

staff in their delivery of palliative care.
Conclusion

Improving inpatient palliative care requires a concerted effort to enable the implementation of strategies
aligned with the care that matters most to inpatients with palliative care needs and their families. The

OPAL Project provides a robust platform for clinicians, health administrators and policy experts to re-
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orient their inpatient palliative care policy focus, improvement indicators and skill development on what
matters most to inpatients and families with palliative care needs. System-level improvement will only
occur with discrete but interrelated work undertaken in partnership with all stakeholders, including

palliative care consumers, at the macro (national), meso (hospital) and micro (ward) levels.
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Glossary of Terms

Ancillary staff

Hospital employees who provide support to the primary purpose of the organisation, for
example: cleaners, laundry staff, kitchen staff and caterers.

Category

A grouping of importance with shared characteristics ' with this being of higher classification order
than ‘domain’ (defined below). Examples of a ‘category’ in this project include: Person-centred
care; Expert care.

Clinical Quality
Register

System that contains “data about patients with a particular kind of condition, often including
outcomes™ (page 8)

Clinician

“A healthcare provider, trained as a health professional, including registered and nonregistered
practitioners. Clinicians may provide care within a health service organisation as an employee, a
contractor or a credentialed healthcare provider, or under other working arrangements. They
include nurses, midwives, medical practitioners, allied health practitioners, technicians, scientists
and other clinicians who provide health care, and students who provide health care under
supervision.” 3 (page 69)

Co-design

The OPAL Project used the following definition for co-design: “It involves patients and staff
exploring the care pathway and the emotional journey patients experience along it, capturing
experiences, then working together to understand these experiences and improve them.” 4 (p.4)
Importantly, the OPAL Project added to this definition by also including carers alongside patients
and staff within the co-design process.

Consumer

The OPAL Project used the term ‘consumer’ to describe a person with palliative care experience
(patient or family) supporting organisations in their work related to palliative care. This project
worked with consumers from either the:

e University of Technology’s Improving Palliative, Aged and Chronic Care through
Clinical Research and Translation (IMPACCT) Centre’s Consumer Advisory Group:
https://www.uts.edu.au/impacct/consumers; or

o  NSW Translational Cancer Research Network’s Consumer Advisory Panel:
http://www.tcrn.unsw.edu.au/groups/tcrn-consumer-advisory-panel.

Domain

A distinct subset! of the aspects noted to be important for optimal care, sharing common aspects
and framed by a project ‘category’ (defined above). That is, a ‘category’ in this project is Person-
centred care with ‘domains’ of respectful and compassionate care or enabling family involvement
being subsets with greater levels of detail in relation to inpatients with palliative care needs.

End-of-life care

The period of time when a person is living with, and impaired by, a progressive and eventually
fatal condition.3 The OPAL Project used palliative care in this context as defined below.

Experience

An outline or description of an event or occurrence with which the person has had direct contact.!
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Family and
carers

“The term family includes people identified by the person as family and may include people who
are biologically related and people who joined the family through marriage or other relationships,
as well as the family of choice and friends (including pets). Carers may include family members
and other members of their community (such as close friends and neighbours) who the person
agrees to being involved in their care.” 5(p6) The OPAL Project used the term ‘family’ to
encompass all of the above.

Generalist
palliative care

Care provided to those with palliative care needs by any clinician, where their substantive work is
not within specialist palliative care.5

Hospital All acute inpatient care excluding psychiatric, hospice or inpatient specialist palliative care, and
alcohol and drug treatment centres.

Importance Being of great significance or value.!

Indicator ‘A measurable component of the standard, with explicit criteria for inclusion, exclusion, time
frame and setting’ ¢ (p79). Many publications refer to an indicator as a measure and vice versa.
The OPAL Project used indicator in line with the above definition and ‘measure’ as a verb.

Inpatient The OPAL Project used this term to refer to any patient with palliative care needs within the

‘hospital’ setting as defined above. That is, not within specialist palliative care settings but more
generic hospital environments.

Integrated model
of palliative care

The OPAL project used this term to refer to “the coordination of disparate services centred on the
needs of each individual patient and family with the aim of ensuring continuity of care”

Measure

To ascertain the size, amount, or degree of (something) by using an instrument (tool). That is, the
OPAL Project uses ‘measure’ as a verb, to measure.!

Palliative care

‘Palliative care is an approach that improves the quality of life of patients and their families facing
the problems associated with life-threatening iliness, through the prevention and relief of suffering
by means of early identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual.” The OPAL Project acknowledged the complexity
in terminology use between end-of-life care and palliative care and opted to use palliative care
(as defined here) throughout this thesis for clarity.

Palliative care
provision

The OPAL Project accords with the direction provided by Palliative Care Australia (PCA)%
whereby palliative care is core business for all health care providers. PCA refers to this type of
care that is provided by other health professionals, including general practitioners, as ‘palliative
care’ (although it is also sometimes known as ‘generalist palliative care’).5 (p.7)
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Person-centred
care

“a standard of care that ensures the patient/client is at the centre of care delivery.” (p.1)

Practice points

The OPAL Project used the term ‘practice points’ to describe details within each domain that
inform actual care provision. That is the highest order grouping was ‘category’ with this informed
by ‘domains’ and each domain was made up of practice points to inform care provision.

Qualitative Studies aimed at providing an in-depth understanding and exploration'© of the experience of
studies inpatients with palliative care needs and/or their families.
Quality The standard of something as measured against other things of a similar kind; the degree of

excellence of something.’

Quality indicator

“Quality indlicators are explicitly defined and measurable items referring to the outcomes,
processes, or structure of care.”"(p.146) Quality indicators are based on established aspects of
care that reflect good or poor quality to assist evaluation.

Quantitative Studies aimed at examining relationships amongst variables, often measured through survey
studies data.10

Satisfaction A measure of fulfilment in relation to expectations or needs."

Specialist Care provided by clinicians whose substantive role is within palliative care.5

palliative care

Standard An evidence-based process that should be undertaken or outcome to be achieved for a defined
circumstance.® This might also be called a benchmark.

Systematic “A systematic review is a review of a clearly formulated question that uses systematic

review and explicit methods to identify, select, and critically appraise relevant research, and to
collect and analyze data from the studies that are included in the review.”2 (p. 334)

Tool A method and/or instrument used to gather data to inform a quality indicator and standard. Tools

in isolation cannot be used to monitor quality, rather they must contribute to aggregated evidence
to inform the defined quality indicator.6. 13
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