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1
Conduct a rapid review of the literature 

targeted at identifying existing models of 

communities of care and strategies that have 

been used to support their development.

2
Explore knowledge, attitudes and perceptions 

about end of life and palliative care amongst 

the palliative care workforce in Tasmania.

3
Gather feedback from the palliative workforce 

about their contributions, knowledge, attitudes 

and perceptions towards the development of 

sustainable communities of care in Tasmania.

4 
Identify actionable strategies that can support 

the palliative care workforce development 

and build communities of care.

Executive Summary

This research was funded by Palliative Care 

Tasmania (PCT), on behalf of the Department 

of Health, as part of the Strengthening 

Communities of Care project. The project aimed 

to identify strategies for the Department of 

Health and other key stakeholders to grow 

and support sustainable communities of care 

amongst the current palliative care workforce 

(paid and unpaid- henceforth referred to as the 

palliative care workforce) in Tasmania. 

The project had four objectives:

Surveys and consultations with palliative 

care providers, volunteers, family caregivers 

and friends of people living with a limiting 

condition, along with a rapid review of the 

literature informed the recommendations 

contained within this report.

This study found a lack of understanding 

about a public health approach to palliative 

care and little familiarity with the concept of 

communities of care.  Indeed, most of the 

study participants described care networks 

as comprising predominantly health service 

providers, with little mention of contributions 

from more informal/social relationships. 

However, a key aspect of a public health 

approach to palliative care recognises 

the essential nature of social support and 

relationships to human wellbeing (Pesut et 

al. 2018; Sallow et al 2022). This approach also 

requires partnerships between governments, 

communities and services to build social capital 

to support those who have palliative care needs 

(Pesut et al. 2018; World Health Organisation 

2018). A public health approach to palliative 

care underpins the concept of communities of 

care. Therefore, the promotion of community 

responsibility in caring for people who are living 

with and dying from life limiting illnesses is at 

the core of this project. Communities of care 

provide one avenue to build this social capital 

by promoting connections between individuals 

with life limiting illness, their family/carers1, the 

broader community and health care providers. 
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Based on the findings of this study, a 
‘community of care’ can be understood as a 

network of connections around the individual 

with a life limiting illness and their family/

carer(s) that are fundamental to supporting 

their needs. A community of care is comprised 

by core components: the person who has the 

life limiting illness and their family/carer(s) 

(center of the community), a primary (inner) 

web of informal/social relationships that provide 

practical everyday support to the person with 

the life limiting condition and their family/

carer(s), and an outer web of formal service 

providers and support services that are 

accessed when needed (Figure 1, see below). 

A ‘community of care’ 
can be understood as a 
network of connections 
around the individual 
with a life limiting illness 
and their family/carer(s) 
that are fundamental to 
supporting their needs.
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Figure 1 | Community of care

1 Family/carer(s) are considered here as informal support people who may or may not be related (e.g., friend, partner) to the person with a life limiting 
illness but are responsible for providing primary support and care.
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By valuing both lay and professional care 

equally, palliative care becomes the business of 

the whole community and no longer the sole 

remit of health care providers. 

The development of community-based 

coordinator/connector roles to drive the 

development of communities of care in 

Tasmania emerged as a necessary strategy to 

address some of the barriers currently limiting 

the development of more responsive care 

networks.  These coordinators/connectors 

are not service providers but are members of 

the community who can work in partnership 

with the person who has a life limiting 

condition their family/carer(s) to support the 

development of a community of care.  The 

implementation of these coordinator/connector 

roles in partnership with agencies that can 

support their development, through training 

and mentoring, will increase the sustainability 

and feasibility of such roles. Moreover, co-

designing these roles in partnership with 

local communities has been recognised in the 

literature as essential to building social capital 

and meeting the local needs of communities 

around the provision of palliative care. 

Developing communities of care and building 

community capacity to deliver a more social 

approach to palliative care will assist in 

promoting the normalisation of death and 

dying within the Tasmanian community. 

This study found that conversations about 

death, dying and palliative care are frequently 

avoided, and stigma exists around the 

term palliative care. Action to develop of 

communities of care can foster more open 

discourse and has the potential to bring death 

and the care of people who are dying back 

into the public domain where they can be 

understood as shared human experiences 

rather than events to be avoided.

The following recommendations are made 

based on the study findings.

Recommendations:

1
Raise community awareness about the core 

components of a community of care as part of 

a broader whole- of-community approach to 

palliative care.

2
Establish coordinator/connector roles to 

support the development of communities of 

care across the state.

3
Palliative care Tasmania provide leadership 

in co-designing community coordinator/

connector roles in consultation with 

key stakeholders to support/promote 

communities of care.  

Developing communities of care and 

building community capacity to deliver 

a more social approach to palliative care 

will assist in promoting the normalisation 

of death and dying within the Tasmanian 

community. 
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Background

In 2017 the Tasmanian Government’s 

Tasmanian Palliative Care Policy Framework 

2017–21 (DHHS 2017) set out a strategic vision 

and directions for palliative care in the state for 

the proceeding four years. Central to this vision 

was the development of the palliative care 

workforce. The focus on workforce extended 

beyond the traditional paid workforce to focus 

on a “whole of community approach” (DHHS 

2017, p.4), which aims to build capacity and 

capability amongst members of the formal and 

informal workforce to support people dying 

from life limiting conditions.  Palliative Care 

Tasmania (PCT) worked with the Tasmanian 

Department of Health (DoH), along with other 

stakeholders, to develop the Government’s 

Strengthening Communities of Care: A Strategy 

to Build the Capacity and Capability of all 

Tasmanians in Palliative Care 2018-21 (the SCCS) 

(DoH 2018). A key focus of the SCCS (DoH 2018), 

is the development of communities of care:

The concept of communities of care 

acknowledges the role and value of both the 

informal and formal networks of care that 

exist in our communities. Communities of 

care include not just those who make up the 

paid palliative care workforce such as primary, 

specialist or community care providers, but 

also families, volunteers, carers and community 

support networks. Together, these people make 

up our community of care (DoH 2018, p.4).

There is growing recognition of the need 

to move towards community capacity 

building in the provision of palliative care 

(Horsfall et al., 2012). However, to date there 

has been little research exploring how the 

current palliative care workforce (paid 

and unpaid) might adopt a communities 

of care approach and what resources may 

be required to support this. As such, there 

is a knowledge gap about what the most 

effective strategies will be to support the 

community to achieve this goal. 

This project aimed to identify strategies for 

Palliative Care Tasmania, the Department of 

Health and other key stakeholders to grow 

and support sustainable Communities of Care 

amongst the current palliative care workforce 

in Tasmania. 

The project objectives were:  

1
Conduct a rapid review of the literature 

targeted at identifying existing models of 

Communities of Care and strategies that have 

been used to support their development.

2
Explore knowledge, attitudes and perceptions 

about palliative care amongst the palliative 

care workforce in Tasmania.

3
Gather feedback from the palliative workforce 

about their contributions, knowledge, attitudes 

and perceptions towards the development of 

sustainable communities of care in Tasmania.

4 
Identify actionable strategies that can 

support the development of the paliative care 

workforce and build commiunities of care.
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Study Design

This project used a triangulated/convergent mixed methods design. 

Qualitative (QUAL) and Quantitative (QUANT) data were collected (Figure 2, see below)

Rapid 
Literature review 

(QUAL)

Online 
Surveys 
(QUANT)

Workshops 
and Interviews 

(QUAL)

Data Analysis

Interpretation 
and Recommendations

Figure 2 | Mixed methods design

Project Participants

Members of the Tasmanian palliative care 

workforce (paid and unpaid) were invited to 

complete an online survey and/or take part in 

a co-design workshops or interviews. Project 

information and letters of invitation were sent 

out to key stakeholder organisational via PCT. 

The project was also promoted via social media 

and the PCT website. Potential participants 

were directed to a website/email address which 

had links to the online survey, and registration 

for the workshops/interviews. The project was 

approved by the University of Tasmania Human 

Research Ethics Committee (ID: 26179). 
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Data Collection and Analysis

Key considerations – data collection and project timelines

The project timeline (See Appendix 1) was amended from 1st July 2021 - 29th February 2022 (8 months), 

to enable additional data collection into March, with final reporting to be completed by the end           
of April 20222. 

Rapid Review of the Literature                              

A rapid review of the literature was conducted 

by the project team. The following question 

guided the review: What literature exists about 

‘communities of care’ and strategies that have 

been used to support their development to 

enhance palliative care delivery? 

Rapid reviews are defined as “a form of 
knowledge synthesis in which components of 

the systematic review process are simplified 
or omitted to produce information in a timely 

manner” (Tricco et al., 2015 p.2). The following 

process was followed for this review: 

The inclusion criteria were formulated 

according to the PICo format (Problem, 

Interest, Context). The ‘Problem’ was defined as 
palliative care/Communities of Care.  

2 This amendment was due to a lower than expected response rate to the surveys and workshops/interviews, which was likely related the busy 
pre-Christmas period when data collection commenced, and the impact of COVID in early 2022 and the short project time frame. These circumstances 
necessitated additional awareness raising activities by PCT to support ongoing participant recruitment.  

‘Interest’ was defined as models or frameworks 
that support the development of Communities 

of Care. ‘Context’ was defined as any setting 
where palliative care is provided to people 

with life limiting conditions and eligible 

population types, or groupings included within 

the review. (Table 1, see page 10) outlines 

concepts according to the PICo and associated 

key words searched, MeSH (Medical Subject 

Headings) terms and extenders applied during 

searches. The review period was December 

2017 to December 2021. Literature was included 

if it addressed the phenomena of interest – 

communities of care or models of communities 

of care and strategies to support their 

development. International primary research, 

review articles, editorials, and commentary were 

included if published in the last five years. 
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Papers that could not be accessed in English 

or did not address the phenomena of interest 

were excluded. Five electronic databases 

(CINAHL /PubMed / PsychInfo /Web of Science) 

were searched as well as hand-searching of 

reference lists of included studies. 

All identified citations (n=1269) were collated 
and uploaded to an EndNote library. Studies 
that met the inclusion criteria were retrieved 
in full and their citation details imported into 

the Covidence data extraction tool (licence 
number 73933).  

Titles and abstracts of each citation were 

then screened against the inclusion criteria by 
two independent reviewers from the project 
team. The remaining full text copy of studies 
were read in full and assessed against the 
inclusion criteria. Full text studies that did not 
meet the inclusion criteria were excluded and 
data was extracted from the remaining studies. 

The reasons for exclusion are included in a 
Preferred Reporting Items for Systematic 

Reviews and Meta-Analyses (PRISMA) flow 
diagram (Figure 3, see page 13).  

Table 1 | Rapid Review search terms 

Concept 1 
(Palliative care)

Concept 2 
(Communities of care)

Concept 3 
(Strategies)

 I Palliative care.

 I Community Palliative Care 

 I Community Palliative Service

 I Palliative Community-based Care 

 I Pallia* 

 I End of life care 

 I End-of-life care. 

 I Death and Dying. 

 I Terminal Care.  

 I Hospice and Palliative Care Nursing

 I Palliative Medicine 

 I Palliative Supportive Care

 I Communities network

 I Commun* that care 

 I Commun*-that-care 

 I Whole-of-community 

 I Caring network/s 

 I Compassionate communities 

 I Community-led support/service 

 I Whole community that care 

 I Informal Networks 

      OR

 I Social Networks 

 I Develop*

 I Build*

 I Strateg*

 I Model

 I Evaluat*

K
e

y
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o
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Online survey 

Anonymous online surveys were administered 

to members of the Tasmanian Palliative care 

workforce. Depending on the demographic 

information provided by participants, different 

surveys were available. All participants were 

asked questions about their age, gender, role 

in delivery of palliative care (paid/unpaid), 

access to previous education, and current 

understandings about palliative care provision. 

Appendix 2 outlines the tool which were 

administered to different participant cohorts. 

Survey data was analyzed using descriptive 

statistics in Statistical Package for Social 

Sciences (SPSS) Version 27.
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Workshops and stakeholder interviews

Three workshops were held in as a combination 

of via face-to-face and online formats3. 

These workshops were available to service 

providers involved in the delivery of palliative 

care, as well as unpaid carers, volunteers, 

friends and other support people involved in 

the delivery of palliative care across hospital, 

community, disability and aged care settings.

 
Each workshop lasted approximately 1-1.5 hours 

in length and were designed to capture:

 I Participants’ current contributions to the   

delivery of palliative care in their respective 

settings, 

 I The networks that participants are part 

of and the value of these networks – this 

will include a mapping activity where 

participants will draw maps (either 

individually or in groups) of relationships 

with others involved in the delivery 

palliative care (Appendix 3, Workshop 

Schedule). 

Table 2 outlines the composition of workshop 

participants. Participants who could not attend 

the workshops or preferred to speak one-to-

one with a researcher took part in an online 

interview. 

These interviews followed a similar format to 

the workshops (See Appendix 3 for interview 

guide). Online stakeholder interviews were held 

with six participants (Table 3, see below). 

3 Workshops were transitioned to an online format due to impacts of raising COVID-19 number in Tasmania.

Workshop 1 (W1)               Face-to-face Hobart

5 participants 

 I Social worker (SW)

 I Hospice volunteers x2 (Vol)

 I Family caregiver (FC)

 I Pharmacist (Pharm)

Workshop 2 (W2)                     Online – Burnie

2 participants 

 I Service providers from Specialist 

Palliative Care Services x2  (SP-PCS)

Workshop 3 (W3)         Online – multiple sites

4 participants 

 I Social worker (SW)

 I Pharmacist (Pharm)

 I Community care manager (CCM)

 I Cancer Council (CC)

Table 2 | Workshop Participants

Interview 1  I Service provider, funeral industry (SP-F,Int)

Interview 2  I Family carer (FC1, Int)

Interview 3  I Service provider, Dept of Health (SP-DoH,Int)

Interview 4  I Service provider, Registered Nurse/Nurse Educator) (SP-RN, Int)

Interview 5  I General Practitioner (SP-GP, Int)

Interview 6  I Family carer, (FC2, Int)

Table 3 | Interview Participants
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Findings

Rapid Review

Summary of key findings: 

 I No literature specifically referred to the concept of “Communities of Care”.

 I Compassionate communities, care networks or informal care networks were reported in the 

literature.

 I Key characteristics of caring networks/compassionate communities:  

 I Creates capacity to bring formal and informal caregivers together,

 I Mobilises informal care networks,

 I Improves ability to provide a range of supports from medical and emotional care, support 

for day-to-day living,

 I  Can be tailored to an individual and family needs and flexible in delivery of support,

 I Focus on strengthening social capital around the person and their family to acknowledge a 

whole-of-community approach. 

 I Strategies for building caring networks:

 I Presence of a key contact person/coordinator who can mobilise and work with/navigate the 

network,

 I Education/training for key contact person/coordinator and resources that enable 

connections to services,

 I A participatory implementation framework that is adaptable to the community context and 

flexible to individuals’ needs,

 I Awareness raising and education for broader community members to build capacity to 

engage in caring networks.



13DEVELOPING AND GROWING COMMUNITIES OF CARE IN TASMANIA

The rapid review identified 1269 records across 
the chosen databases. Duplicates (n =277) 
were manually removed, following the title 

and abstract screening 12 articles that met 

were eligible for full text review. There were 

one protocol paper (Aoun et al. 2020) , three 

discussion papers (Frydrych, Goydys, Wysocka 

& Pasierski 2019; Rosenberg et al. 2018, Abel 

2018);  eight papers that reported on research 

(Wegleitner & Schuchter 2018; Wegleitner, 

Schuchter & Prieth 2018; Abel et al. 2018; Pesut 

et al. 2017; Pesut et al. 2018; Flores et al. 2018; 

Horsfall 2018; Daddow & Stanley 2021). 

Of the papers reporting on research study 

settings included Australia (Horsfall 2018; 

Daddow & Stanley 2021), Austria (Wegleitner & 

Schuchter 2018; Wegleitner, Schuchter & Prieth 

2018), Canada (Pesut et al. 2018; Pesut et al 2017), 

United Kindgdom (Abel et al. 2018) and Spain 

and Latin America (Flores et al. 2018). The list 

of included papers are referenced in Appendix 

4. The PRISMA diagram (Figure 3, see below) 

describes the screening process of this rapid 

review. 

Records identified from CINAHL 
(n = 201), PsychInfo (n = 124), 

Web of Science (n = 693), 

Pubmed (n = 251):

Total n =1269

Figure 3 | PRISMA diagram of the rapid review
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Records screened (n =992)

Reports sought for retrieval (n =81) 

Reports assessed for eligibility (n =18)

Studies included in review (n =12)

Records removed before screening:

Duplicate records removed (n =277)

Records excluded (n =911)

Reports excluded (n=63) with reasons:

 I 40 Irrelevant interventions
 I 12 Irrelevant outcomes
 I 4 Paediatric population
 I 4 Ineligible study design

 I 3 Ineligible patients population 

Reports excluded (n= 6 ):

 I Conference abstract (n = 4)
 I Not phenomena of interest (n = 2)
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How can communities of care be understood 

or defined?
No literature specifically referred to the concept 
of “Communities of Care”. Seven papers 

were located that referred to the concept of 

compassionate communities (Aoun et al. 

2020; Wegleitner & Schuchter 2018; Wegleitner, 

Schuchter & Prieth 2017; Abel et al. 2018;  Pesut 

et al. 2018; Flores et al. 2018; Frydrych, Goydys, 

Wysocka & Pasierski 2019) and three papers 

reported on a similar concept of informal care 

networks (Rosenberg et al. 2018; Horsfall 2018; 

Daddow & Stanley 2021).  For the purposes 

of this review, we will refer to the various 

explanations and descriptions offered for 

compassionate communities and informal 

care networks as the concept overlapped 

significantly with communities of care. 
Compassionate communities are founded 

on a public health approach to palliative care 

(Aoun et al. 2020; Wegleitner & Schuchter 

2018; Wegleitner, Schuchter & Prieth 2017; 

Abel et al. 2018;  Pesut et al. 2018; Flores et al. 

2018; Frydrych, Goydys, Wysocka & Pasierski 

2019). Consistent with this approach such 

communities recognise that sickness and 

health, death and loss are a natural part of life, 

and that care is not only a task for health and 

social services but is a community responsibility 

(Aoun et al. 2020).

Key characteristics of caring networks/

compassionate communities

A number of distinguishing characteristics were 

reported across the literature for communities 

of care. Importantly, these communities are 

focused on the creation and mobilisation 

of internal and external support networks 

around a person living with life limiting illness 

and their family carers (Flores et al. 2018). 

These communities are formed by family 

and community members/social networks 

alongside professionals (Horsfall 2018; Pesut et 

la. 2017). 

Practical and social support is provided by 

members ranging from support for day-

to-day living, through to accessing more 

formal services. Horsfall (2018) provides a 

useful example of how to conceptualise a 

community of care with respect to inner and 

outer networks of people who provide care. The 

caring network around the person with the 

life limiting condition comprises the primary 

carer(s), usually a family member(s) providing 

hands on care; the inner network such as 

extended family and close friends who provide 

moral support and practical assistance and 

the outer network which comprises members 

with more peripheral involvement and episodic 

involvement such as friends, pastoral care 

workers, other formal service providers, and 

support groups (Horsfall 2018). Such networks 

of people who participate in a communal 

caring effort based on reciprocity and trust 

can also build death literacy and community 

capacity around the delivery of palliative care. 

The support and care that is delivered via 

compassionate communities can be tailored to 

individual and family needs, based on intimate 

understanding shared by network members 

(Wegleitner, Schuchter & Prieth 2017; Frydrych, 

Goydys, Wysocka & Pasierski 2019). Furthermore, 

Rosenberg et al (2018 pg. 367) highlight that 

informal care networks have within them 

existing wisdom and competence of those 

informal carers. While formal service providers 

have an important role to play in supporting the 

provision of palliative care, within the context of 

compassionate communities, formal providers 

need to work in partnership other informal 

members to co-design palliative and end-of-

life care (Anoun et al. 2020) and acknowledge 

these inherent skills and “supplement these 

with their own practice wisdom and resources” 

(Rosenberg et al. 2018, pg. 367).
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Strategies for building caring networks

Key strategies emerge from the literature to 

support and build caring networks. A number 

of articles highlight the importance of having 

a key contact person who can coordinate and 

navigate the support network – these people 

were referred to as “community connectors”; 

“volunteer navigators”, “Community promoter” 

(Abel et al. 2018; Aoun et al. 2018; Pesut 

et al. 2018; Frydrych et al. 2019). This key 

contact person is not a service provider but a 

community member, such a volunteer or a lay 

person who is trained and supported to take 

on this role (Abel et al. 2018; Aoun et al. 2018; 

Pesut et al. 2018; Frydrych et al. 2019). They 

work in partnership with the person living with 

a life limiting condition and their family carer 

to help mobilise informal support networks, 

based on individual need, and find and facilitate 
access to resources and formal support services 

(Pesut et al. 2017; Flores et al. 2018; Anoun et al. 

2018). These key people were also reported as 

important to bridging fragmentation amongst 

formal service providers (Pesut et al. 2018). 

A key function of this role is to mobilise and 

strengthen the social web/inner circle (family, 

neighbours, friends and others) around the 

person receiving end of life care while also 

having the skills to align social and health care 

services (Flores et al. 2018). 

Importantly, this key contact person can relieve 

the primary carer burden of initiating and 

coordinating the network of care. Education/

training and mentoring for key contact 

person/coordinator was identified as critical 
strategy to support the development of this 

role (Aoun et al. 2018; Flores et al. 2018), as was 

broader awareness raising to build capacity 

of community members to engage in caring 

networks (Flores et al, 2018).

More broadly, participatory approaches to 

the development of communities of care was 

also identified as a key strategy to building 
these caring networks in the community 

in partnership with agencies such as local 

governments or other key service providers 

(Wegleitner & Schuchter 2018; Flores et al. 2018). 

Such approaches have been recognised for 

their ability to build community engagement 

to develop a broader culture and awareness of 

“citizen-led care” in alignment a public health 

approach to palliative care (Wegleitner & 

Schuchter 2018). Participatory approaches can 

also support the co-production of knowledge 

between community members and ensure 

that implementation of caring communities is 

flexible and tailored to meet the local needs of 
communities. 
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Findings

Online Survey

Summary of key findings: 

 I A total of 148 respondents completed the online surveys.

 I Less than half (40%) of the respondents had been involved in bereavement care or in care from 

the point of diagnosis through the end of life (45%).

 I Twenty-five per cent (25%) of unpaid carers/friends and 23% of volunteers did not correctly 
identify the definition of palliative care and tended to equate it with terminal care. 

 I Over half of the respondent had heard of the term “communities of care”, however few provided  

clear descriptions of what this term actually meant.

 I Seventy-eight per cent (78%) of respondents considered themselves as part of a care network, 

and the most common members of these networks were health and medical professionals, 

friends/family and specialist volunteers/community support services.

 I Members of the broader community not associated with health or medical care were generally 

nor identified as members in a caring network.

 I Overall, paid professionals had a good knowledge of palliative care and held positive attitudes 

towards talking about death and dying.  

 I Unpaid carers, volunteers and spiritual care professionals also demonstrated good general 

knowledge about palliative care with each question being correctly by ≥ 80% of respondents.

 I Survey data suggests that the compatibility between active treatment and palliative care was 

not well understood.
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Demographics 

A total of 148 participants responded to the 

online survey. The profile of survey respondents 
is shown in Appendix 5 (Table 1). The roles of 

participants in the delivery of palliative care 

were diverse.  The largest group comprised 

registered nurses (32%), followed by volunteers 

(16%) and unpaid caregiver or friend (13%) and 

allied health professionals (8%). Twenty-three 

(16%) respondents identified themselves as 
“other”. Almost half (47%) of the sample had 

been involved or associated with palliative 

care for more than 5 years, while 20% has been 

involved for 3-5 years. Respondents identified 
a diversity of ways that they had learnt about 

palliative care a majority (89%) of respondents 

had attended some type of short course, while 

over half reported on the job training (55%) and 

learning through interacting with other health 

professionals (53%). 

Involvement in the provision of palliative care 

A large proportion of respondents (70%) 

indicated that they have been involved with 

the provision of palliative care at various points 

in the illness, dependent on the needs of the 

person receiving care. It is interesting to note 

that 45% of the sample indicated that they 

had been involved from the point of diagnosis 

throughout the end of life. Only 41% of the 

sample has been present during bereavement. 

(Appendix 5, Table 2) 

Understandings of Palliative care

The vast majority (88%) of respondents were 

able to identify the correct definition of 
palliative care (Appendix 5, Table 2). However, 

10% of respondents indicated that palliative 

care was an approach taken when nothing 

else could be done for the person with a 

serious, life-threatening illness and involves 

the withdrawal of active treatment. Of these 

14 respondents who considered that palliative 

care was equivalent to terminal care, five were 
unpaid carers, four were volunteers, three 

were personal care assistants and one was a 

pharmacist. Over 80% of respondents identified 
that palliative care is appropriate for people 

with non-malignant conditions (heart failure, 

COPD, Motor Neuron Disease, Dementia, 

chronic renal disease). However, considerably 

fewer respondents (62%) considered palliative 

care to be appropriate for people undergoing 

frailty due to old age.

45% of participants 
indicated that they had 
been involved in the 
provision of palliative 
care from the point of 
diagnosis throughout 
the end of life. 
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Networks of care and Communities of Care

Over three quarters (78%) of the respondents 

considered themselves to be part of a care 

network and according to these respondents 

the most common members of the care 

network comprised health and medical 

professionals, palliative care volunteers, friends/

family and specialist community support 

services:

 I Health care staff (Nurses, doctors, personal 

carers) – 93%

 I medical specialists and specialist palliative 

care services – 89%

 I Allied health (psychology, social workers, 

physiotherapist, occupational therapist, 

dietician)- 88%

 I Pharmacists – 79%

 I Palliative care volunteers – 79%

 I Friends/neighbours – 74%

 I Specialist community support services (eg. 

Canteen, MND Tas, Dementia Australia)- 72%

 I Family – 81%

It is interesting to note that members of the 

broader community, not directly involved with 

the provision of health and medical or other 

disease specific services were less commonly 
identified as network members – these included 
faith groups, local business, community clubs 

and funeral service professionals. Fifty-seven 

per cent (57%) of respondents had heard of 

the term ‘Communities of Care’ – however 

respondent answers to what they thought a 

community of care actually was suggested that 

this was not a well-known concept. 
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Knowledge and attitudes towards of 

Palliative Care and death and dying

The Palliative Care Quiz was used to test the 

knowledge of paid professionals (nurses, 

doctors, allied health professionals and 

pharmacists) about palliative care. More 

than 80% of paid professionals understood 

that palliative care was an approach to care 

relevant for people undergoing progressive 

deterioration (Q1) (Appendix 5, Table 4). 

However, it is interesting to note that 12% of 

these participants were unable to identify that 

the philosophy of palliative care is compatible 

with aggressive treatment (Q12). In particular, 

81% (35/43) of the Registered Nurse respondents 

considered that these approaches were not 

compatible. The instrument was designed 

to identify misconceptions about palliative 

care (Ross et al., 1996). These results show 

similar responses to ‘difficult’ items such that 
participants do not agree that palliative care 

can be provided in the context of burdensome 

treatments or be provided in conjunction 

with disease-modifying therapies within 

the care continuum (Radbruch et al., 2020). 

Questions where respondents performed 

less well were generally related to pain (Q20) 

and pain management (Q2, Q3, Q13,Q16) 

and understanding end of life changes in 

consciousness (Q6). 

The two tools used to evaluate knowledge of 

palliative care and death and dying attitudes by 

paid professionals constitute Tool 2.1 Palliative 

Care Providers (Eager et al., 2004). Paid 

professionals held positive attitudes towards 

palliative care (see Appendix 5, Table 5) and 

were comfortable talking about death and 

dying (Appendix 5, Table 6). Almost everyone 

– 97% - disagreed that end-of-life discussions 

should be deferred while curative treatment 

options were in progress (Q8). 

The most ambivalent item (Q 12) related to 

end-of-life decision making and whose role this 

should be with 23% (n=15) neither agreeing or 
disagreeing that this should be the person’s 

primary care provider.

Those respondents who were unpaid family/

friends, volunteers, pastoral care providers, 

spiritual care providers completed the Palliative 

Care Knowledge Scale (PaCKS) (Kozlov et 

al., 2017). This instrument was developed to 

understand an individual’s gaps in knowledge 

about palliative care and combat potential 

barriers to access and use of palliative care 

services (Kozlov et al., 2017).  These non-health 

professionals demonstrated a good knowledge 

of palliative care, with more than 80% of 

respondents answering the questions correctly 

(see Appendix 5, Table 8). On items that related 

to the more holistic goals of palliative care (Q1, 

Q2, Q10 and Q12) respondents had a slightly 

higher know/incorrect response rates (³ 13%) 

and on Q11 which refers to the compatibility of 

palliative and active/curative treatment 14% of 

respondents care either did not know or were 

unsure

Finally, The PANA_Knowledge and PANA_

Attitudes questionnaires (Karacsony, 2018) were 

administered to those participants identifying 

as a personal care workers. There were only 7 

eligible participants and, of these, 6 responded 

to all items in the questionnaire. Given this low 

response rate, we have not included the data in 

this report. The reason why so few personal care 

workers responded to this survey should be 

considered given the care they provide to older 

people residing in residential aged care and 

home care services. This is an area for future 

investigation. 
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Findings

Workshops and Interviews

Summary of key findings: 

 I Care networks were described as predominantly comprising formal service providers.

 I Palliative care was discussed mostly in relation to service provision with limited reference to 

more social approaches to care.

 I The concept of a community of care was not well known and the terminology of care networks 

(primarily formal) held considerably more resonance with participants. 

 I There was limited acknowledgment of caring networks as emerging from social/informal 

connections. 

 I A lack of open communication about death, dying and palliative care was identified as a key 
barrier to more integrated approach to palliative and a need to normalise such communication 

was highlighted.

 I Resourcing, service fragmentation and siloing of services were identified as key barriers to more 
integrated palliative care.

 I Participants identified a need for a central person to liaise with clients and coordinate care. 

 I Enhancing public awareness about contemporary palliative care, reframing of language around 

palliative care to reduce stigma and the establishment of community champions were identified 
as key strategies to enhance network development and promote more integrated palliative care.
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Palliative care networks understood 

as formal services

Service provider participants described 

varying configurations of care networks (or 
communities of care) that predominately 

comprised formal service providers in addition to 

family caregivers. For example, one participant 

who had worked as a community nurse and 

with specialist palliative care services explained 

that in her experience, care networks essentially 

comprised of health care professionals:

let’s start with the Community … most 

support that they’ll (the person with a life 

limiting illness) will get will be from their 

GP and the Community nursing…if there 

are issues, serious kind of issues, the 

specialist pall care service will be called 

in … (SP-RN, Int)

On [the Specialist palliative care unit] … 

we’ve got the Multidisciplinary team, so 

if somebody [with a life limiting illness] 

is going out into the community … there 

will be [a] my age care referral that could 

be you know, whatever other multi-

disciplinary type services requires … it’s 

still very much that traditional model 

(SP-RN, Int) 

One pharmacy participant felt that connections 

between service providers and community 

pharmacists only occurred in an ad hoc 

manner. This was seen as a missed opportunity 

because: [the pharmacist] would be seeing 

a person in their community for the last 20 

yeas [and] …they get to know [their] family and 

friends (SP-Pharm,W2).

The two family carers interviewed were not 

familiar with the term of ‘communities of 

care’, one (FC2, Int) stating that they had not 

heard the term, while the other (FC1,Int) noted 

experience with a circles of care model for 

people with disability.

When asked about caring networks around 

their family member with a life limiting 

condition both participants explained these in 

terms of formal service providers. With respect 

to the care of her father FC1 stated: 

[our family] worked closely with a GP, the 

geriatric specialist, the community nurses 

whilst he was at home, the pharmacist 

(FC1, Int) 

Participants were also asked to provide 

feedback on the Communities of Care diagram 

(DoH 2018) as another method to understand 

current or future care networks currently 

exist.  Formal service providers again featured 

as predominant players with identification of 
additional service providers who could be more 

explicitly acknowledged in care networks. These 

included:

 I Funeral/burial services,

 I Death doulas, 

 I Non-Government organizations such as 

Carer’s Tas, Cancer Council

 I Community pharmacist,

 I Legal practitioners,

 I Post-death and bereavement support 

services

 I Transport services

 I Local councils,

 I Hospice services

 I Rapid response team(s)

 I Residential aged care providers

 I GP Assist

 I Mental health services
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Informal care networks

While not mentioned in relation to care 

networks participants did raise the importance 

of informal networks and the potential for 

social capital in care networks. For example one 

participant stated:

Other people might need much more of 

that kind of volunteer… or… community 

member support.. some might be 

connected into the local neighbourhood 

house that might be far more important 

… So it really does depend. (SP-DoH, Int)

… I don’t think there’s one perfect model 

for every person. But I think in principle, 

it is, again, about having all of the 

necessary supports, you know … working 

together in a coordinated way that there 

is a lot of mutual respect across that 

circle of support, that it’s not just a case 

of, you know, the nurses or the doctors 

being seen as the most important part, 

you know, that everybody has [a role], is 

important.  (SP-DoH, Int)

Another participant who worked in the 

funeral industry also advocated for informal 

connections to be recognised and valued as a 

way of developing more seamless palliative care:

… help the people that help them get 

their hair cut. They’re the key people 

that will help. The people that clean 

the house, the people that the people 

that aren’t anything to do with health, 

or palliative care, they the key people, 

they’ve already got a rapport with them, 

… So those people need to be recognised 

… given a space and time to engage 

with that person. And they don’t have to 

change wounds that they just need to 

talk (SP-F, Int)

Barriers to more integrated palliative care

Key barriers to more integrated provision of 

palliative care emerged across three thematic 

categories: 1) communication about death 

dying and palliative care, 2) knowledge about 

available services and service fragmentation, 

and 3) resourcing. 

Communication about death, 

dying and palliative care 

Participants (service providers and family 

members) identified a lack of open 

communication about death, dying and 

palliative care as a key barrier to establishing 

relationships between clients, care providers 

and other community members that could 

support decision making and planning around 

palliative care. According to one participant 

who worked in the funeral industry, discussions 

about death and dying, in her opinion 

continued to be a taboo activity. She stated: 

I am astounded again and again how little 

confidence people have (dealing with and 
talking about death and dying) (SP-Fun, Int). 

Other participants raised concerns about the 

ability of service providers to actually engage 

in sensitive communication about death and 

dying. For example, a community social worker 

explained:  

[I] find in my area that people [with a life 
limiting illness] really want to talk about 

death and dying, but nobody [referring 

to service providers] will talk about it with 

them in a way that’s comfortable for 

them, isn’t scary … and just will have the 

conversation with their own time and 

space. (SP-SW,Int)
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One of the family caregivers highlighted that 

it can be the patient who is reluctant to talk 

about death and dying and resistant to receive 

support from any services. This situation is then 

exacerbated by the reluctance of some service 

providers to engage in open communication on 

the subject:

 

… even the palliative care physician did 

not use the word “dying”, you know, 

she said to my mother, “oh you’re very 

tired”. I was the one that had to explain 

to my mother when she was in the bed 

at home close to death, that the nurses 

that were coming [were] palliative 

care nurse my father couldn’t even tell 

her that. Right, nobody told her when 

she was taken from their home by 

ambulance (to hospital) that she would 

never be coming back, [that] she’s going 

to die. (FC2, Int)

One service provider identified that 
communication barriers occur when people 

who have a life limiting illness associate 

palliative care with end stages of a disease or 

dying. She explained: 

You’ve got a lot of people that don’t want 

to know you [as a palliative care service 

provider] … [they say] “I don’t need pall 

care, I’m not dying … I’m not interested in 

hearing from you people” (SP-RN,Int)

Raising similar concerns about community 

understanding about palliative care, a GP 

participant who worked in rural Tasmania also 

identified this as a key barrier to providing 
responsive and timely palliative care. He 

explained: 

... a general a lack of really understanding 

of what palliative really means that 

again a lot of people need to … you know, 

… it’s [palliative care]not terminal care … 

palliative care we can start in the very 

early stage for symptom care, it doesn’t 

have to be death and dying (SP-GP,Int) 

Participants accounts suggest that the 

general reluctance to talk about issues 

associated with death, dying and palliative 

care can undermine the development of 

care networks and care processes that are 

timely and responsive. 
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Understanding available services 

and service fragmentation

Understanding the complexity of services that 

a person with a life limiting condition and their 

family member can access was identified by 
a number of participants as a challenge for 

service providers in the field.  One stakeholder 
identified the difficulties with remaining 
abreast of what is available, in an ever-changing 

system. She stated:

there are so many service providers, I 

can’t keep up with them anymore … I 

used to know who was out there and I’ve 

got no idea now because there’s new 

ones, all the time (SP-RN, Int)

Stakeholders across the workshops and 

interviews also raised similar concerns when 

they explained the need for some type 

of information resource that could assist 

community members to find information 
about providers of general palliative care. One 

participant suggested that this could take 

the form of a really good website that people 

can search (SP-CC, W2). This participant also 

highlighted that there is a wealth of information 

about services for family caregivers but that 

this can be difficult to navigate. One family 
caregiver explained how she found the breadth 

of services was ‘too overwhelming’ and in her 

opinion, ‘too disconnected for someone without 

the skills of networking and speaking on the 

phone and knowing who to speak to and using 

the right language’ (FC1, Int). 
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Participants in the North and North-West of 

the state explained that turnover also impacted 

on the ability of providers to understand the 

array of available services to people requiring 

palliative care. One participant referred to 

the loss of corporate knowledge (SP-CP, W2) 

as a key driver of service fragmentation, and 

explained:

… a lot of the social workers up here. 

… they’ve lasted six months, and 

particularly during COVID … but they 

can’t get their head around everything 

[the different services] … been a real 

barrier … In the networks that were 

built up where people have been in 

the position for a few years, they run 

really, really well and really easily, but 

the fluidity of referrals doesn’t seem to 
happen for a good six months, when 

someone new sets into the position 

(SP-CC, W2)

Reflecting on the issue of service 
fragmentation, another participant explained 

that the siloing of services is a key barrier to 

more integrated palliative care. She explained:

So I think that that’s a key barrier …“my 

scope is x, and that’s the beginning and 

end of it. And I don’t even bother to talk 

about where my scope ends and how I 

might link in with the next person or the 

next service … that’s the end of it. And 

then you got to figure out how to get 
from me to the next bit that you need”, 

you know, there’s no actual connection, 

there’s no flow. As such, it’s just, it’s 
these short, sharp chunks … services or 

interventions that happen with no real 

kind of connection … (SP-DoH, Int)

 

Another service provider explained the 

implications of this siloing and consequent 

lack of communication/coordination between 

providers when she explained how transition 

from hospital to home could be a series of 

disconnected events:

... if they’re [the person with a life limiting 

illness] diagnosed in hospital … they’ll 

[the hospital] send somebody home and 

the GP will then get the letter you know 

weeks later, and then the GP might 

not even know what information was 

given to that patient, how much of that 

information they actually took in ever that 

information they actually talking in yeah 

and then they might feel uncomfortable 

about bringing it [the diagnosis] up 

in a conversation so it’s kind of tricky 

isn’t it depends on how comfortably 

they [the GP] sit with conversation and 

communication. (SP-RN, Int)

For family caregivers this fragmentation in care 

meant that services did not communicate well 

to share client information and the burden 

of this then fell to the family. One participant 

explained this as:  Oh, look, it’s the repeating 

the same messages, you know, when the 

systems don’t talk to each other (FC1, Int).  
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Resourcing

Adequate resourcing was another key barrier 

identified by service providers to more 
integrated and responsive palliative care in the 

community.  One of the GP participants who 

practices in a rural location explained that there 

is a big gap with the capacity of palliative care 

services and community care services to meet 

the needs of clients in the area. He explained 

that as a sole practitioner with limited support 

the provision of palliative care to people in their 

homes was challenging. He explained:

 

So the palliative outreach team is there 

… but they have a limited [capacity] … I 

have very limited support of palliative 

care services and if that’s improved I can 

do even better but I need that support 

from the palliative services in Tasmania. 

(SP-GP, Int)

Rural service providers cited resourcing as an 

issue which they felt was exacerbated by a local 

cultural expectation that people will die at 

home. 

 

… probably one of the big disadvantages 

that we face here is having limited 

support services, both from a medical 

point of view, but also psychosocial. 

…, [some services] only visit … once a 

month … unfortunately the councillors 

are fully booked in the region and at the 

moment they are only coming … every 

second week. So certainly, there is those 

limitations of services ... one of the other 

big ones] that we face are [finding] GPs 
that will do home visits … (SP-PCS, W1)

Accordingly, when services are not aligned 

to the community’s needs this can cause 

additional distress to people living with a life 

limiting illness and can mean that already 

stretched specialist palliative care services are 

required assist when more appropriate health 

services are not available. For example, he 

explained:

Quite often that’s where we [SPC] will step 

in, at that kind of that level of distress, 

because the patient is saying, “I don’t 

have a GP that can come to my house 

anymore. But I need to take all this 

analgesia and it’s a three trip to go to the 

[ ] from my house to the clinic, and it’s 

actually quite distressing” (SP-PCS, W1)

The lack of after-hours palliative care support 

was raised as an issue across the state.  One 

participant in Hobart stated that with the 

abandonment of the after  hours on call 

palliative care service, people in the community 

with a life limiting illness no longer had access 

to specialist support after 10pm on weeknights 

and 4pm on weekends. She explained that if an 

emergency situation arises then the person or 

their family are required to call GP-Assist:

“this has created quite a bit of [angst], 

obviously the GP wouldn’t know 

them from bar soap so there’s a bit 

of information … and the COMRRS 

(Community Rapid Response Service) 

consequently get called out quite a bit to 

deal with palliative care emergencies … if 

it’s something that they think they could 

keep the patient at home for, like the 

subcut site …  they will go out and do that 

but they’ve got a mileage range, they 

can only go … 30 kilometers or something 

from their base, they’re not allowed to go 

further than that. (SP-RN, Int)
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This participant explained that if a person lived 

geographically outside of the 30km radius and 

was unable to get appropriate assistance via 

a call to GP-Assist then their only other option 

would be to call an ambulance. The participant 

highlighted this as “a huge gap” in terms of the 

provision of accessible and responsive palliative 

care. 

Strategies to develop communities of care 

and more integrated palliative

Participants identified a number of strategies 
that could support the development of care 

networks and result in more integrated 

approaches to palliative care. Two overarching 

themes were identified: 1) awareness raising 
about palliative care and the language use, 

2) care coordination and community-led 

initiatives.

Raising awareness about palliative care 

and more “public-friendly language”

There was unequivocal support amongst 

participants about the importance of 

enhancing public awareness about the breadth 

and scope of contemporary palliative care. 

Reflecting on the misperceptions held within 
his community about palliative care, one 

participant stated: awareness of the palliative 

[is] the most important [strategy], in my 

personal view (SP-GP, Int). 

Other participants highlighted awareness 

raising and educational strategies such as 

a comprehensive website that community 

members could visit. One participant described 

this as a ‘broader directory of knowledge 

where people can go as a … source of 

knowledge [about palliative care]. (SP-DOH, 

Int). Other participants also suggested being 

able to engage online with professionals to 

ask questions and seek answer to questions 

about palliative care or other aspects of service 

provision.  

As another awareness raising strategy a 

participant (SP-CC, W3) highlighted was the 

annual Palliative Care Tasmania Symposium. 

This participant explained that such a forum 

was extremely useful to keep up to date with 

movements in the palliative care field and 

suggested that similar events which targeted 

the broader community is could also positively 

raise the profile of palliative care. 

The importance of service providers 

normalizing conversations about death and 

dying was also highlighted as an important 

strategy creating a foundation for discussions 

about palliative care and ensuring that people 

with a life limiting condition were not isolated 

from a supportive community:

I think it’s just that long term stuff, … in 

terms of normalising death and dying, 

normalising that whole thing about, you 

know, it’s not something that we need 

to close the door on, you know, go, Oh, 

you just go home and go and be sick 

somewhere. (SP-DoH, Int)

... it’s about how you have that 

conversation respectfully, you know, if 

somebody is raising the conversation, 

then I think they’re giving you permission 

to go like, okay, so what are your wishes? 

Or, you know, what would you like to see 

happen? (SP-DoH, Int)



28 UNIVERSITY OF TASMANIA |  PALLIATIVE CARE TASMANIA

Strategies that focused on removing the 

stigma from conversations about death, dying 

and palliative care were also discussed. Some 

participants argued that broader community 

acceptance of palliative care required further 

awareness raising that focused on a “more 

positive light”, more than just terminal care or 

end of life care, so that it was not received with 

what she described as ‘fear and doom’ (SP-SW, 

W3). A change in language was felt may assist 

people to “feel safe and okay to get in contact 

with them [palliative care services] much 

earlier than a lot of people do” (SP-SW, W3).  

[I] read a really interesting was an 

American article … talking about ... [a 

service] stopped calling themselves 

palliative care when they [clients] were 

early in the disease and started to call 

themselves … a different term … which 

didn’t suggest end of life but it suggested 

… “supportive care”. (SP-RN, Int)

The current language around family caregivers 

as part of the “unpaid palliative care workforce” 

was also raised by one of the service providers 

as potential issue.  This participant explained 

that the terminology had not been favorably 

received in their community and that this 

language risked alienating family members:   

… and I know a lot of their recent 

language has been around this 

workforce of carers and families. 

That’s not necessarily gone down well 

for our community or our team. By … 

referencing them [family carers] as 

part of the workforce … [this language] 

depersonalises their role as a family …

using this terminology like they are the 

unpaid workforce, hasn’t necessarily sat 

well in our region (SP-PCS, Int)

Care coordination and community-led 

initiatives 

There was unequivocal support amongst 

service providers and family caregivers that 

strategies to improve care coordination 

were necessary to provide more integrated 

approaches to palliative care. Family caregivers 

spoke largely of the need for support to 

navigate services and the need for continuity 

in their relationships with service providers. The 

presence of a care navigator or coordinator who 

could mobilise support based on the needs 

of the individual with the life limiting illness 

and their family was also highlighted by a 

number of participants. For example, one of the 

community care providers explained: 

I can say that fragmentation might 

occur in the industry, but when the 

clients find us, then we have a whole 
team that looks at that and the case 

managers will be involved and the 

case managers then make referrals 

and find the services that that client 
needs … clients might have difficulty 
navigating to use, but once we get hold 

of them … that journey is managed by 

us pretty well because we’re we’ve got 

connections and feeler out, and we 

connect the dots yeah. (SP-Comm, Int)
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Another participant highlighted the 

importance of case management as a strategy 

to support clients and their families, especially 

in the absence of broader social networks:  

I would be considered as a case 

management role ... A lot of the people 

I work with are very confused by the 

My Aged Care system, not really sure 

how they can get the best out of other 

support … I kind of take the lead ... 

particularly for people who are quite 

unwell … or don’t have family or friends 

and are quite vulnerable. (SP-SW, W3) 

What was evident from the account of most 

participants is that care coordination was 

essentially service provider lead. It is interesting 

to note however, that two participants spoke 

of community-led initiatives which supported 

people more on an informal basis.   

The GP participant explained that in his 

community there were community champions 

involved in supporting people who were 

receiving palliative care in his local community. 

He explained that this community-led initiative 

assisted people with a life limiting illness in 

a variety of ways from visiting them at home 

or hospital, supporting care coordination and 

assisting with providing care. These community 

champions were described as “connectors” 

who could fill current service gaps and also 
providing social and emotional support through 

everyday activities such as visits and bringing 

pets to visit the person with the life limiting 

illness.  When this participant was asked about 

what strategy he would put forward to build a 

communities of care or enhance care networks 

he responded with a focus on building the pool 

of community champions in his community 

and developing these roles rather than 

centralising more formal care arrangements:

I want to see … more Community 

champions involvement is a rather 

than centralisation [formal care 

arraignments] … I will say that you need 

to do training as well as people can’t 

come in straight away, the palliative 

concept is different to the general health 

care concept … that I will I would love to 

see in the future. (SP-GP, Int)

Similarly, another participant spoke of the need 

for members within the community who had 

requisite skills to reach out to people with a life 

limiting condition and their family and provide 

information and informal support as a means 

to assisting them to understand their options 

around palliative care. She explained that such a 

community member could provide the following  

[they could ] say “these are your options” 

this is what goes [at end of life] … or 

even before death … they spend time in 

saying “these are your options”... and just 

give information and people will trust 

someone if that’s their actual role, “I’m 

the giver of information, you do you for 

the best of your family and your beliefs,” 

but there’s just not that transition person 

[at present] (SP-F, Int1)

The above findings suggest that formal and 
informal care networks have important roles 

in supporting the person with a life limiting 

condition and their family members. This 

collective approach to caring where service 

providers and community members are equally 

involved in care provision, needs to be facilitated 

by some type of coordinator or connector. It 

will also need to be scaffolded by enhanced 

public awareness about the breadth and scope 

of contemporary palliative care and strategies 

that normalise and promote open conversation 

about death and dying.
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Conclusions and Recommendations

The final section of this report will address the research objectives 
and provide a series of recommendations.  

The rapid review found that the terminology 

of ‘communities of care’ was absent in the 

published literature, although “compassionate 

communities”, “informal care networks” and 

“webs of care” were concepts that overlapped 

significantly with communities of care. Existing 
models of compassionate communities 

were identified which resonated with the 
communities of care concept. These models 

largely reported on the importance of a key 

contact person/coordinator (also referred to as 

community connectors/community promoter/

volunteer navigators) who can mobilise informal 

and formal networks in partnership with 

the person who has a life limiting condition 

and family. The literature revealed that such 

community members, with appropriate 

knowledge of contemporary palliative care are 

key drivers for assisting the development of 

caring networks (Abel et al. 2018; Aoun et al.2018; 

Pesut et al.2018; Frydrych et al. 2019).   

Other key strategies to develop caring 

networks or communities of care also 

included:  

 I Community education and awareness 

raising,

 I Implementation protocols that enabled 

key the contact person/coordinator to 

engage in scheduled visits, identify unmet 

needs and mobilise formal and informal 

supports, 

 I Education, mentorship and resource 

development to support key contact 

person/coordinator to connect clients and 

families with external services, and 

 I Participatory approaches to setting up 

and codesigning local support networks 

that meet the need of individuals and 

their families. 

Objective 1 | Conduct a rapid review of the literature targeted at identifying existing models of 

Communities of Care and strategies that have been used to support their development.
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Objective 2 | Explore knowledge, attitudes and 

perceptions about palliative care amongst the 

palliative care workforce in Tasmania.

The exploration of knowledge, attitudes and 

perceptions about palliative care amongst 

the palliative care workforce in Tasmania 

found that a majority of survey respondents 

correctly identified the definition of palliative 
care, and showed positive attitudes towards 

palliative care based on the data collection 

instruments used. However, survey data 

also highlighted that understandings about 

palliative care as terminal or end-of-life care 

were more prevalent amongst family/unpaid 

carers, friends and volunteers. Moreover, the 

majority of paid professionals were unable to 

identify that the philosophy of palliative care 

can be compatible with active treatment.   

Additionally, qualitative data revealed limited 

acknowledgment amongst participants about 

distinguishing features of the public health 

approach to palliative care, namely, palliative 

care as having shifted from a focus on simply 

the provision of services to a more social 

approach that promotes connections between 

individuals with life limiting illness, carers 

and communities. Stigma associated with 

communication about death and dying was 

also raised by participants as a barrier to people 

having more open discussions about palliative 

care and accessing it in a timely manner. 

Participants also shared perceptions that access 

to coordinated palliative care was an issue. Care 

coordination was described as being carried 

out largely by formal service providers (e.g. 

specialist palliative care services, community 

social workers). However, system issues such as 

staff turnover and resourcing shortages often 

meant that gaps emerged in coordination at 

both at a service provider and individual client 

level.  

Objective 3 | Gather feedback from the 

palliative care workforce about their 

contributions, knowledge, attitudes and 

perceptions towards the development of 

sustainable ‘communities of care’ in Tasmania.

The majority of respondents considered 

themselves part of care networks although 

the responses indicated that the concept of 

communities of care was not a well-known, 

a finding also supported by our rapid review 
findings. Participant accounts suggest that 

care networks in Tasmania predominantly 

comprised formal service providers, with only 

limited acknowledgment of caring networks 

as emerging from social/informal connections. 

There is a need for greater community 

awareness about the core components of 

a community of care and the role of such 

networks in supporting a community 

approach to palliative care. With this enhanced 

understanding palliative care can be 

understood not only the task of formal service 

providers but is also a community responsibility. 

Ultimately, the establishment of communities 

of care will also contribute to building social 

capital and community capacity around a 

public health approach to palliative care.



32 UNIVERSITY OF TASMANIA |  PALLIATIVE CARE TASMANIA

Objective 4 | Identify actionable strategies/recommendations that can support the development 

of the palliative care workforce and build communities of care.

1
Raise community awareness about the core 

components of a community of care as part of 

a broader whole- of-community approach to 

palliative care

Communities of care are a key foundation to 

a broader public health approach to palliative 

care, which recognises the importance of a 

whole-of-community approach to meet the 

needs of people with life limiting illness and 

their family/carer(s). This study’s findings 
highlight the need to raise community 

awareness about the core components of a 

‘community of care’. These core components 

include: 

 I The person who has the life limiting illness 

and their family (center of the community), 

supported by a primary (inner) web of 

informal/social relationships that provide 

practical everyday support to the person 

with the life limiting condition and their 

caregiver(s), and an outer web of formal 

service providers who are accessed as 

needed.

Awareness raising about the role of 

communities of care needs to address the 

importance of socially oriented caring networks 

as a means to operationalising a public health 

approach to palliative care in the community. 

The recently launched Pallihub website 

provides an ideal platform for educational 

resources and promotion/awareness raising 

strategies. 

2
Establish coordinator/connector roles to 

support the development of communities of 

care across the state.

A coordinator/connector is a community 

member who can work in partnership with the 

person who has a life limiting illness and their 

family/carer(s) to identify and mobilise informal 

supports and facilitate connections with formal 

service providers. The establishment of these 

roles will also contribute to building social 

capital and community capacity around a 

public health approach to palliative care. The 

value of coordinator/connector roles is that 

they can support the person affected by the 

life limiting illness and their family/carer(s) 

to better understand what they need from 

their local community and social network. 

This role can support the growth of naturally 

occurring supportive networks around the 

person and their family/carer(s) as a priority, 

as well recognising when formal services may 

be needed as care needs change. Community 

coordinator/connector roles can work in 

collaboration with palliative care services, 

General Practitioners and other community 

care providers to access people with a life 

limiting condition and their family members/

carer(s). 
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3 
Palliative Care Tasmania provide leadership 

in co-designing community coordinator/

connector roles in consultation with 

key stakeholders to support/promote 

communities of care.  

With community coordinator/connector roles 

being central to facilitating the establishment 

of communities of care for people living with a 

life limiting condition, any such role should be 

co-designed in partnership with stakeholders 

from to the local context. This is important 

given some of the barriers reported in this study 

about palliative care provision in regional and 

rural areas of the state.  Palliative Care Tasmania 

can play a central role in the education, 

preparation and mentoring of these roles to 

ensure their effectiveness and sustainability. 
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