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Abstract

Objective:

To identify actions required to strengthen the delivery of person and family centred hospital-based
palliative care so that it addressed the domains of care identified as important for inpatients with palliative
care needs and their families.

Methods:

A co-design study involving a workshop with palliative care and acute hospital policy, consumer and
clinical representatives in Australia. A modified nominal group process generated a series of actions,

which were thematically analysed and refined, before being circulated to participants to gain consensus.

Results:

More than half (n=30, 58%) of the invited representatives (n=52) participated in the co-design process.
Nine actions were identified as required to strengthen inpatient palliative care provision being: 1)
evidence-informed practice and national benchmarking; 2) funding reforms; 3) securing executive level
support; 4) mandatory clinical and ancillary education; 5) fostering greater community awareness; 6)
policy reviews of care of the dying; 7) better integration of advance care planning; 8) strengthen nursing
leadership; and 9) develop communities of practice for improving palliative care.

Conclusions:

Changes to policy, practice, education and further research are required to optimise palliative care within
hospital settings, in accordance with the domains inpatients with palliative care needs and their families
consider to be important. Achieving these changes will require a whole of sector approach and significant
national and jurisdictional leadership.



Introduction

Globally, there are considerable differences in cause of death and life expectancy, due to country of
residence, socio-economic circumstances, lifestyle risks, ethnicity, gender and genetics.* Low income
countries report an overall life expectancy of 58.4 years, largely due to significant maternal and newborn
deaths and deaths from communicable diseases.! In contrast, high income countries have an overall life
expectancy of 76.9 years, with the leading causes of death due to non-communicable diseases. ? It is
projected that by 2030 the leading causes of death in high income countries will be: ischaemic heart
disease, stroke, Alzheimer’s disease and other dementias, lung cancer, lower respiratory infections,
chronic obstructive pulmonary disease, colorectal cancers, diabetes, hypertensive heart disease and

kidney disease.!

As a result of these epidemiological changes, the patterns of dying in high income countries have moved
away from sudden deaths to the bulk of deaths being expected. Seminal work by Lynn and Adamson
(2003)® has suggested that expected deaths can generally be classified as following one of three iliness
trajectories, namely: 1) a short period of evident decline (mostly cancer) where a person lives with illness,
maintaining good function, followed by a reduction in this functioning, predominantly in the last few
months of life; 2) long-term limitations with intermittent serious episodes (mostly organ failure) where a
person lives with an overall decline in function, often over several years, with irregular acute episodes that
contribute to ongoing functional decline; and 3) prolonged dwindling (mostly frailty and dementia) where
people live with long-term functional decline and progressive disability and are at ongoing risk of dying
from events such as infections, falls or fractures. Individuals following any one of these three trajectories
can incur a significant symptom burden and have a commensurate need for palliative care.* Advancing
age and an increase in non-communicable diseases combine to confer complex health care needs and
mean that an increasing proportion of people require care in the hospital setting, even if most would
prefer to be cared for at home for as long as possible.> ¢ Indeed, hospitals are an important care provider
for people in their last year of life” with benefits for palliative care reported for many such patients.®
Palliative care within this paper aligns with the definition from the World Health Organisation stating it is:
‘an approach that improves the quality of life of patients and their families facing the problems associated
with life-threatening illness, 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.? In line with this definition, this study asserts that palliative care is core business for all health
care providers and specialist palliative care refers to care provided by clinicians whose substantive role is

within palliative care.'

For the last 30 years, patients and families have consistently reported the elements required for optimal
inpatient palliative care with these being: Effective communication and shared decision making; Expert

care; Adequate environment for care; Family involvement in providing care; Financial affairs;



Maintenance of sense of self / identity; Minimising burden; Respectful and compassionate care; Trust and
confidence in clinicians and Maintenance of patient safety and prevention of harm.” 114 However,
delivering optimal, person-centred palliative care within acute, episodic care environments with varied
access to specialist palliative care service support is challenging. Poor inter-disciplinary teamwork and
limited communication combined with a lack of early identification of patients with palliative care needs all
contribute to sub-optimal palliative care provision.*>?° Translating patient and family care priorities into
actionable strategies is critical to drive the policy reforms required and enable clinicians and managers to

implement best palliative care at the ward level.

Aim: To identify actions required to strengthen the delivery of person and family centred hospital-based
palliative care so that it addressed the domains of care identified as important for inpatients with palliative

care needs and their families.

Methods

Design

A co-design study was designed to derive a range of perspectives. Co-design describes how the
experience of end users (patients and families) are used in combination with relevant stakeholders to

inform service improvements.??® This study uses the following co-design definition:°

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 (p.4).%°

A number of prospective and systematic steps were undertaken to derive information that summarised
the state of the science and questions to be posed at the workshop including: systematic reviews of
patient and family data outlining what enables optimal inpatient palliative care;' 12 and a qualitative study
to better understand published domains of importance, implications for practice and relevance for the
Australian population.** The outcomes from the meta-inference of these data?® formed the basis of the
information packs for this co-design workshop ensuring end users (patients and families) remained
central to all work achieved. This resulted in synthesised data representing what patients with palliative
care needs (n=1233) and their families (n=3818) outlined as important for optimal hospital based
palliative care?® (exploring the care pathway and capturing experiences) to enable those present at the
workshop (clinicians, policy experts, researchers and consumer representatives) to co-design strategies

to improve care experience based on this understanding.
Participants

Palliative care consumer representatives, identified professional leaders in hospital palliative care (either

clinical or policy focused) or an identified academic leader working in palliative care research. Clinical



leaders from medical, nursing and allied health professions were all eligible to participate. This study used
the term ‘palliative care consumer’ to describe a person with palliative care experience (patient or family)
supporting organisations in their work related to palliative care. Consumers were invited from two
research centres focused on palliative care, one from a University setting and the other from a
translational research network. Both these research centres enable meaningful consumer engagement

through recruitment and training of palliative care consumers to support quality research.
Setting

In this study, ‘hospital’ is defined as all acute inpatient care excluding psychiatric, hospice or inpatient
specialist palliative care, and alcohol and drug treatment centres. This study was undertaken in Australia
where universal health coverage is available as well as considerable policy support for palliative care at
national and jurisdictional levels. In addition to this policy environment, hospital care is governed by a

national safety and quality accreditation system.

The co-design workshop (four hours) was held at an Australian University XXX (blinded for review) and
facilitated by a member of the research team (C.V) who was supported by group facilitators who were

external to the research team appointed within each working group.
Recruitment

Purposive sampling was used to identify eligible participants, given the need to ensure all participants
were knowledgeable experts, to competently and efficiently inform study outcomes.?” This sampling
approach also enabled recruitment reflective of all stakeholder groups eligible to participate. Each person
was invited via email with two reminders, after which refusal was assumed. Interested participants were
sent a participant information sheet with signed consent forms collected prior to workshop

commencement.
Data collection

A modified nominal group process,?® 2 involving the following steps was used: an introductory
presentation to frame the research context; individual idea generation; group discussion about generated
ideas; group clarification of issues; group consensus on actions; workshop discussion and feedback; final

pitch for a high priority action to ensure all ideas were captured; workshop conclusion (Figure 1).2°
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Figure 1: An overview of the modified nominal group process used

To facilitate the modified nominal group process, each participant was provided with an information pack
detailing key domains of importance for optimal inpatient palliative care.'* 214 Each participant was
assigned to one of four groups designed to be reflective of all perspectives participating (medical, nursing,
allied health, policy, academic and consumer). Three questions were provided to guide thinking and

discussions:
1. If these practice points were working well — how would you know / what would it look like?
2. What needs to be in place to enable this to happen?
3. What policy changes are needed (if any) to make sure this happens?

The workshop was audio-recorded and notes taken. All collected data was analysed without any
hierarchical assumptions being made. Theming completed following the workshop was circulated by

email to all participants to enable their review and comment by a designated date.
Reflexive account

The co-design method adopted, inclusive of modified nominal group?® 2° techniques, enhanced
participation of all workshop attendees equally. An additional check was ensured by the appointing a
priori of a group facilitator for each small group, drawn from the invited workshop participants, external to

the research team.
Data analysis

The development of actions occurred through thematic analysis of collected data before circulating
workshop outcomes to participants for feedback and relevant modifications. Thematic analysis was
guided by the approach outlined by Thomas and Harden® and included: 1) line by line coding (CV); 2)
descriptive theme development (CV, TL and JP); and 3) analytical theme generation (CV, TL and JP).3% 3!



Analytical themes were presented as actions. Line by line coding occurred with the data collected on
butchers’ paper and data packs from each participating group. Where linkages within concepts were
evident, these were grouped into broad descriptive themes (‘actions’) and discussed by the research
team for consensus. These actions were circulated to participants (both those who attended and those
who were unable to attend the workshop) for review and comment. Consensus was defined as response
by a given date, with a non-response assumed to be agreement with circulated content. Where a
response was obtained that required amendment to the first draft circulated, this was attended to and
recirculated to the group accordingly. Where no further comments for review were obtained by a given
date (with reminders provided) agreement with the final circulated content was assumed.

Ethics approval

Ethical approval was granted by St Vincent’'s Hospital Sydney, Human Research Ethics Committee Ref.
No. 2019/ETHO03307 in October 2019.

Findings

Participants

Key Australian palliative care and acute hospital policy, consumer, medicine, nursing or allied health
representatives were identified and invited (n=52), with 30 (58%) attending. Of those who were unable to
attend (n=22) all contributed to the co-design process online. Details about the participant sample are

provided in Table 1.

Table 1: Overview of the sample who attended the workshop and/or participated in targeted online
feedback



Participant Attended (n=30)  Apologies sent - included in online

communications (n=22)

Senior medical palliative care clinicians 5 3
Senior nursing palliative care clinicians 6 2
Senior palliative care allied health 2 4
representatives

NSW state level policy experts 6 6
National policy experts 3 7
Palliative care consumer representatives 4 0
Research team members 4 0

Participants were allocated into four inter-professional working groups (7-9 participants per group),
specifically arranged to be inclusive of a medical, nursing, allied health, state and national policy expert,
palliative care consumer and research representative. Given attendee numbers on the day, full coverage

of all participant ‘types’ was not possible. However, each group was as diverse in roles as was feasible.
Results

Nine proposed actions, each with details of the steps required within these, were developed. These
actions included: 1) evidence-informed practice and national benchmarking; 2) funding reforms; 3)
securing executive level support; 4) mandatory clinical and ancillary education; 5) fostering greater
community awareness; 6) policy reviews of care of the dying; 7) better integration of advance care
planning; 8) strengthen nursing leadership; and 9) develop communities of practice for improving
palliative care. A summary of the actions required at the macro (national), meso (organisation) and micro
(ward/unit) levels, are summarised below, with the full results detailed in Appendix 1. Some actions inform
suggested improvements at the ward level only (micro), the organisational level only (meso) or national

level only (macro) whereas some involve suggested change across multiple levels as articulated below.
Action 1: Evidence-informed practice and national benchmarking
e Macro: Policy and infrastructure

Nationally, there is a need for the development of standardised patient and family reported experience
measures, based on what is important for inpatients with palliative care needs, that can inform national

benchmarking, highlight gaps in care and identify areas for improvement. Patient and family experience



measurement is needed at two levels: 1) a higher-level focus (10-15 questions); and 2) a tool informing a
‘deeper dive’ if specific issues are identified. In addition, a predesigned pack to measure clinician and
ancillary staff experience, morale and happiness at work is required. Streamlining access to available
data was considered important, with recommendations made to: improve embedded coding for
identification of patients coded as ‘palliative’ so data retrieval from current sources becomes possible
(e.g. accessing data from inpatient experience surveys limited to people with palliative care needs); a

national minimum data set for palliative care; and facilitated access to state and national level datasets.
e Meso: Resourcing and infrastructure

A process to inform optimal inpatient palliative care based on national measurement tools and indicators
is required. Supporting senior clinical leadership at the ward level (via the nursing unit manager (‘NUM’)
role) to redesign and innovate in response to such measurement is important. That is, organisational
support, resourcing and infrastructure to enable clinicians to measure patient and family experience,
receive timely feedback and innovate in response to this before measuring again, is required. Ensuring
measurement of and response to clinician and ancillary staff experience, morale and happiness at work
data is required. Finally, developing a process for reporting on and reviewing expected deaths in hospital
within established Morbidity and Mortality meetings, including feeding this information back to the relevant

NUM, will also support evidence-informed improvement work.
¢ Micro: Implementation and innovation

Strengthening inpatient palliative care based on the routine use of patient and family reported measures
relies on local implementation of data collection and use. Ward-level nursing leadership, supported by
national measurement tools and benchmarks will enable progression towards evidence-informed practice

that is respectful of local approaches to care provision and innovations required.
Action 2: Funding reforms
e Macro: Policy

A review of the funding linked to inpatients coded as being ‘palliative’ is required. This coding should
facilitate access to services needed to maintain comfort and function. Given patients clearly describe their
wish to maintain independence where possible, facilitating rehabilitation supports is important. Finally, the
need to ensure consistency in relation to palliative care resourcing and to actively resource inpatient

palliative care beds in line with the Palliative Care Australia guidance, is highlighted.
Action 3: Securing executive level support
e Macro: Toolkit development

Development of a National Palliative Care Inpatient — Executive Engagement Toolkit (‘toolkit’) is required.

It is suggested this work could be led by a national organisation, such as the Australian Commission on
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Safety and Quality in Health Care, to engage senior leadership and create incentives. The aims of this
toolkit would be to: highlight what patients and families describe as most important for quality inpatient
palliative care; and embed that inpatient palliative care is ‘core business’ and therefore strengthening the

quality of this care, of paramount importance.
e Meso: Resourcing

Explicit resourcing to enable optimal inpatient palliative care is required. The foci of such resourcing
includes: supporting NUMs with education and opportunities to lead collaborative improvement work;
support for clinicians to spend time on reflective practices required to undertake this work; support for
driving quality improvements through the identification and navigation of barriers; and developing a
mechanism to reward excellence in care both to acknowledge the importance of hospital-based palliative

care and to enable sharing of excellent practice.
Action 4: Mandatory clinical and ancillary education

e Macro: Policy and resource development

Ensuring a defined competency level of communication skill nationally, for clinicians and ancillary staff is
required. Progressing from this, a national suite of learning resources for use both online and face-to-face
is required and could be developed by a leading palliative care academic department. In addition, the
need to co-design, with palliative care consumers, a learning package for hospital clinicians and ancillary
staff that focuses on the need for kindness, gentleness, acknowledgment of personhood and human
interaction, vital to the wellbeing of both patients and families requiring inpatient palliative care, is
highlighted.

e Meso: Policy and implementation

Organisational leadership should articulate and resource minimum requirements for effective
communication and shared decision-making competence for all clinicians and ancillary staff is required.
Implementing annual mandatory training on effective communication, supported by the suite of evidence-
based national learning resources, is essential. It is recommended that this education be disseminated at
orientation and other appropriate fora.

Action 5: Fostering greater community awareness
e Macro: Policy

Adopting the success of the advocacy campaign in paediatric health highlighting the importance of ‘the
first 1000 days’ of life was identified as an effective model,*? suggesting a campaign that promotes the
last year of life as a further critical focus for healthcare. Co-designing this campaign with consumer
representatives is critical. Avenues for promoting this campaign include: State and Federal government
health ministers; national medical, nursing and allied health organisations; media outlets; and academic

platforms.
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Action 6: Policy reviews of care of the dying
e Meso: Policy

Policy guiding the appropriate and respectful care for the recently deceased patient is required. The
practice of applying identification tags to people who have died and placing them into body bags on the
ward itself where this may cause distress to families, is questioned. It is suggested this procedure could

be done instead, after removing the person from the ward.
Action 7: Better integration of advance care planning
e Meso: Infrastructure and policy

The need for infrastructure to enable the timely capture and access to advance care planning
documentation within electronic medical record systems is essential to informing current care provision,
inclusive of documented discussions, nominated substitute decision makers and agreed resuscitation

status.
Action 8: Strengthen nursing leadership

Participants considered local hospital and ward level nursing leadership to be instrumental in enabling
system level improvements in inpatient palliative care. They recommended using a co-design process to
strengthen the NUM role to enhance palliative care provision given their ability to identify and navigate
ward/unit level priorities. Equipping and supporting leadership and the operationalisation of person-

centred care were seen to be critical.
Leadership
e Meso: Policy, resourcing and infrastructure

Leaders require support from their organisation to lead, drive and embed the profound cultural change
required to ensure respectful and compassionate care is provided to every inpatient, including those with
palliative care needs. Enabling a focus on relevant accreditation processes to embed systems and

processes to enhance the safety and quality of care for inpatients with complex needs, is required.
¢ Micro: Implementation focus

Implementing changes led by the NUM, in line with local conditions, to enable care that aligns with patient
and family identified areas of importance, is required. Supported by organisational policy, NUMs need to
focus on driving evidence-informed change to ensure: all patients and families experience respectful and
compassionate care; all clinicians and ancillary staff meet the stated minimal competence for effective
communication and shared decision-making; and a process to enable a point of ‘linkage’ for information
provision. Ensuring expert practice where nursing leaders confirm adequate skill-mix and that each
clinician is working to the top of their scope of practice and is focused on the ‘right’ work for their role is

important.
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Operationalising Person-centred care
e Macro: Resource development

The national collation of evidence-based tools that: facilitate routine and regular identification of inpatients
with palliative care needs; facilitate optimal assessment and care planning; and operationalise person-
centred care is required.

¢ Micro: Implementation focus

Implementation of the endorsed collation of tools, outlined above, is required. Ensuring the ward nursing
team have the skills to ask patients directly about how to best support their maintenance of role, identity
and meaning, and act on this information, is important. Optimising the ward environment, in line with
areas of noted importance for patients, such as a quiet area and next to a window where possible, is
another focus for ward-level nurse leadership. Nurses need to provide family members with an
opportunity to be involved in the care of inpatients with palliative care needs. Ensuring that medical ward
rounds occur at a set time, which is publicly available would facilitate more timely family input into care
discussions.

Action 9: Develop communities of practice for improving palliative care
e Macro and Meso: Policy and resourcing

The implementation of local, regional and national inpatient palliative care communities of practice that
engage ward level clinicians and specialist palliative care clinicians is important. These communities of
practice aim to support the implementation of palliative care improvements, learning from experiences

and sharing excellence.

Discussion

Findings from this co-design study yielded nine actions to enable hospitals to provide optimal inpatient
palliative care. Embedded within these actions are a series of policy, practice, education and research
recommendations at the macro, meso and micro levels. Given the complexity and diversity of palliative
care needs and hospital environments (ranging from intensive, critical and high-dependency care units
through to all ward areas and emergency departments), strengthening inpatient palliative care provision
will benefit from: executive support declaring the importance of palliative care in hospitals;*? support for
each ward to deliver care in accordance with patient and family identified areas of importance;% 1214
integrated use of evidence-based tools; and validated and standardised approaches to measure patient
and family outcomes and experiences to inform quality improvement, national benchmarking and ongoing

models of care provision.

Enabling sustained improvements in palliative care within a system focused on the bio-medical approach
looking to cure or prolong life is complex.t”: 192034 Adapting key principles from the World Health

13



Organization’s Innovative Care for Chronic Conditions Framework® may provide useful insights to guide
clinicians, hospital administrators and policy makers. While this framework has been used widely in
community settings, its components resonate strongly with the actions emerging from this study,
including: a focus on placing patients and families at the centre of care; framing reforms within the context
of a positive policy environment; the importance of a strategic reorganisation of healthcare (in this case,
the ward environment) to deliver the required changes, and ensuring a well informed and engaged
community. Addressing the changes required within each of these components would lead to

improvements in line with this co-design studies’ proposed actions (Refer Figure 2).

Positive policy environment

®  Funding reforms

e Enable evidence-informed practice ¢ National benchmarking

e Foster community awareness

e Develop hospital executive engagement toolkit ®  Education resource development:
effective communication

e Infrastructure: enable standardised
data collection

e Collate evidence-based tools that operationalise o National communities of palliative care

person-centred care practice

Hospital

Facilitate a project focused on
optimising inpatient palliative care

*  Resource nursing leadership

¢ Reviewresourcing levels to enable
optimal palliative care

¢ Implement mandatory training for
effective communication

*  Review policy guidance for the care of
the dying person

e Ensure adequate infrastructure to

integrate advance care planning into

practice

Ward

Strengthen nursing leadership to drive

profound cultural change and innovate to

enable optimal inpatient palliative care for

all those who need it

e  Operationalise person-centred care

e Supportinnovation

e Embed tools to enable evidence-informed
practice

¢ |Implement monitoring systems to inform

palliative care and improvements

All based on the domains of care
noted to be most important to
inpatients with palliative care

needs, and their families™

Inpatients and Families

Vi

Better outcomes and experiences for people with
palliative care needs

*Domains noted to be most important for optimal inpatient palliative care informed by previous research® 12 14

Figure 2: Adaptation of the Innovative Care for Chronic Conditions Framework®® to address the specific
needs for the inpatient palliative care population. Innovative care for chronic conditions: building blocks
for action: global report. Report no. 9241590173. Pruitt, S., & Epping-Jordan, J. Chapter 3, Innovations in
Care: Meeting the Challenge of Chronic Conditions, p.72 (2002). Access date - 29/04/20:

https://www.who.int/diabetes/publications/icccreport/en/ (permission granted)
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There are many examples of excellent palliative care within the hospital setting.” 1% The challenge is to
enable this experience to be possible across all wards, irrespective of location or population. Innovation at
local levels (micro), supported by executive levels (meso) and networked to others working in similar
settings is critical to reduce duplicated effort and identify the incremental changes that can contribute to
improvements over time.3": 38 To enable success, the next step in this work must be to work closely with
clinical leaders to understand their perspectives, to work together to identify key areas of concern
(informed by data where possible) and then allow their support whilst innovating to formulate solutions.*"
%9 The solutions to enabling optimal inpatient palliative care will be varied, albeit needing to be founded
within available evidence. However, to enable successful commitment to change, clinical leaders will
need to be drivers in both the discussion and implementation of changes.3® For example, one key area for
analysis and innovation is in relation to accurate identification of people who have palliative care needs in
the hospital setting. This is the first step in ensuring subsequent care planning and provision informed by
the domains of optimal palliative care.': 12 4 There are several validated tools to assist in this work but
how they will be implemented in each ward will vary. Imposing this process is neither helpful nor likely to
lead to critical thinking or sustainable change.3® “° Therefore, starting with a group of clinical leaders to
carefully consider the outcomes from this study is an important next step in progressing this work. In
addition, the question of how to drive change in line with noted areas of importance is reliant on
understanding how to measure such care to understand and evaluate change. How to do this in relation
to which tools, datasets and indicators are feasible and acceptable requires attention.*! Better
understanding data linkage opportunities is important both to inform clinical practice improvements as

well as benchmarking and collaboration opportunities.

Strengths and limitations

This study’s strength lies in its focus on patient and family perceived areas of importance for optimal
inpatient palliative care from across the globe.'* 12 1426 Working from this foundation ensures the co-
designed actions inform improvements in what matters most to those with palliative care needs. However,
these data do not sufficiently reflect views of those from minority, culturally diverse and Indigenous
communities and, therefore, it cannot be assumed that ensuing proposals would enable optimal inpatient
palliative care experiences for all. It is noteworthy that the actions were co-designed with Australian
palliative care consumers, policy experts and specialists in palliative care, rather than representatives
from other specialties relevant to the bulk of hospital palliative care. It was deemed important to first seek
advice from those with special expertise in palliative care within hospital settings to understand their
perspectives on leading change. However, it is essential to also include perspectives from the broader
hospital community in co-designing the next steps to ensure that interventions are acceptable and
feasible for implementation and testing within their contexts of work. In addition, some of these actions

15



may be transferable to settings outside of Australia but this will need careful review and consideration for
varied local/national contexts working within different health system structures. In spite of the limitations,

this is a critical step in leading system wide reforms.

Conclusion

A set of actions to inform changes to practice, policy, education and guide research are provided aimed at
strengthening palliative care within the hospital setting. Importantly, these actions were co-designed with
senior clinicians specialised in palliative care, policy experts and palliative care consumers and focused
exclusively on domains of care identified as important by inpatients with palliative care needs and their
families. The next step is to co-design interventions with hospital clinicians and administrators more
broadly to enable implementation and testing of each action within clinical practice, so improvements are

embedded and sustainable.
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