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Abstract
Objective: To evaluate the acceptability and effectiveness of a small community- 
based hospice on the end- of- life experiences of patients and families.
Methods: Mixed- methods study.
Design: Patient admission data were used to assess utilisation of the hospice. 
Open- ended interviews with hospice patients and their families/carers were used 
to understand the emotional effects of the service.
Setting: A small palliative end- of- life hospice in a rural town in NSW, Australia, 
during a 12- month trial period that began in March 2019. Data were collected in 
October– November 2019.
Participants: Patients, families and carers who used the hospice during the trial 
period, as well as staff working at the hospice.
Main outcome measure(s): Quantitative measures included the number of 
patients admitted to the hospice, the average length of stay and the overall oc-
cupancy rate of the hospice. Quantitative interviews were used to explore the ex-
periences of patients and families who used the hospice, and whether the hospice 
met their end- of- life needs.
Results: During the trial, 58 patients were admitted to the hospice. The major-
ity of admissions were less than 7 days. Two patients and nine family members 
were interviewed about their experiences, and six staff completed interviews. 
Experiences were consistently positive, with the community setting of the hospice 
contributing to a peaceful and home- like end- of- life experience. Interviewees de-
scribed meaningful relationships with staff, a pleasant physical environment and 
the comprehensive care provided were key elements of this experience.
Conclusion: This model, embedding end- of- life care within a residential aged 
care facility, facilitated a positive end- of- life experience for residents of this re-
gional community. The development of local models to meet local needs is 
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1  |  INTRODUCTION

Quality End of Life Care (EoLC) is where the dying person 
can: (1) be cared for and die in their place of choice; (2) 
have access to care and services; and (3) maintain connec-
tion to family and meaning.1,2 In Australia, approximately 
one- third of people reside in rural or remote areas. Rural 
areas are typically characterised by an older age profile 
and poorer health outcomes, including higher rates of 
chronic illness, higher death rates, and a lower life expec-
tancy, which are typically exacerbated by poorer access to 
services.3

There are recognised gaps in the provision of EoLC to 
rural and remote residents. While approximately 30% of 
those who die in Australia receive specialist palliative care 
at some point in their journey, those from regional, rural 
and Indigenous populations undergo worse end- of- life 
care, characterised by ‘poor access, relocation and hard-
ship’4 and barriers to specialised support services.5– 8 More 
patients overall would choose to die at or near home than 
do, and fewer rural than urban patients die at (or near) 
home.9– 14

When family members are engaged as informal provid-
ers of palliative care this responsibility can result in neg-
ative consequences to their well- being.15 Approximately 
half of informal carers report that caring for a loved 
one nearing the end of life was worse, or much worse, 
than they expected.16 A systematic review of rural EoLC 
found that family members take on a disproportionate 
amount of care- giving due to less access to services and 
to information.4

While all agree that a range of support is necessary, 
and the State Plan prescribes coordinated, responsive 
care,17 many rural and remote areas of NSW have no ac-
cess to specialist palliative care physicians or services.18,19 
The rate per 100 000 of Medicare- subsidised palliative 
medicine services in outer regional areas is only half 
that in major cities, with even lower rates of provision 
in remote and very remote areas.20 Most people who die 
will be cared for by non- specialists,21 with community- 
based professionals and families taking the burden of 
care.22 Australian rural GPs have a central role in EoLC 
and despite the challenges they face, some rural/regional 
communities report closer doctor– patient relationships 
and better care integration.23 However, the availability of 

designated beds with dedicated staff to support the dying 
person in rural regions of Australia is limited. Admission 
to a formally designated hospice will usually mean the 
rural patient has to leave their region, community and 
family.24

Perceptions about the desired place for death though 
can differ between patient and carer and do differ over 
time.25 The Australian Productivity Commission cau-
tioned about death at home as a performance measure, a 
better goal being ‘helping people to stay at home for lon-
ger’ regardless of where ‘people spend the last few days 
of life, when pain and care needs can be greatest’.26 A 
study of place of death in the Snowy Monaro region of 
NSW concluded: ‘While there may be a need to support 
an increase in home deaths, local rural hospitals and res-
idential aged- care facilities must not be overlooked as a 
substitute for inpatient hospices’.24

essential to enabling people nearing the end of life to remain in their location of 
choice, and ensure that their needs are met at this vulnerable time.

K E Y W O R D S

community- based, hospice, nurse- led, palliative care, rural

What is already known on the subject:
• Research consistently shows that a majority of 

people would like to die at home while only 
14% currently do so

• The process of dying is institutionalised and 
medicalised

• Families particularly in rural and remote areas 
feel unsupported in realising the final wishes of 
their loved one

What this paper adds:
• A trial of a small hospice in a rural town was ef-

fective in creating a homelike, calm end- of- life 
environment which gave patients autonomy 
and relieved carer burden

• This model provides an opportunity for patients 
at the end of life, and their families, to be sup-
ported in a homelike setting without having to 
leave their community or remain in a some-
times stressful home environment

• Challenges were related to fluctuating admis-
sion rates and difficulties predicting the final 
days of life
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Rural end- of- life care has been identified as a prior-
ity for research27 and systematic reviews28,29 have re-
vealed a focus on identifying problems with the delivery 
of care, rather than evaluating strategies to improve ser-
vices. Recently, a community- based Victorian palliative 
and end- of- life service were comprehensively assessed 
for sustainability— defined as acceptability, affordability 
and adaptability— with serious challenges identified.30,31 
Thus, building on the identified need to study models of 
end- of- life care for rural patients, this paper examines an 
implementation trial of a new Palliative End of Life Care 
service, providing a residential facility with four dedi-
cated beds (attached to but separate from an established 
residential aged care facility), in a regional town in NSW, 
Australia.

2  |  METHODS

2.1 | Setting

Members of this NSW inland regional community of ap-
proximately 40 000 people lobbied for a ‘hospice’. The 
Local Health District (LHD) implemented The Palliative 
End of Life Service (PELS) in March 2019 and provided 
funding to the residential aged care facility to imple-
ment and evaluate a 12- month trial of PELS that began 
in March 2019. Data were collected in October– November 
2019. There was no cost to the patient under this model. 
In the LHD, end- of- life and palliative care are primarily 
provided by patients' own local GPs. There is also a small 
community palliative care service of nurses, medical offic-
ers, etc., operating out of the local base hospital. This team 
supports patients within the immediate community and 
neighbouring townships, the furthest of which is located 
approximately 130 kilometres from the base hospital. The 
team can provide equipment to support home palliative 
care, syringe drivers for morphine, etc., but these services 
are limited to homes within the immediate region.

2.2 | Characteristics of the end- of- life 
service trialled

A residential aged care provider was selected to establish 
and run the PELS (after a competitive tender process). The 
four- bed service is housed within an established residen-
tial aged care facility. Rooms are fully furnished and in-
clude a patient bed, wardrobe, bedside table and lamp and 
multiple comfortable chairs for family members, includ-
ing a chair that reclines into a single bed for family mem-
bers who wish to sleep in the patient's room. These rooms 

are also fully equipped with necessary medical equipment 
and supplies. Each has a private bathroom with handrails 
and an accessible shower. Many of the furnishings and 
artwork in the patient rooms were donated by the local 
community, reflecting the strong community support for 
the service. Each of the rooms has direct views and ac-
cess to outdoor areas, which include a garden developed 
through fundraising by local community groups.

The service includes several communal areas for the 
families of patients. There is a fully equipped kitchen and 
dining area, a sofa bed for family members who may wish 
to sleep at the facility, and a communal lounge room, with 
multiple comfortable lounges and occasional chairs, and 
a large flat- screen television for family members to use. 
Families also have access to other facilities including laun-
dry services and a hairdresser.

2.3 | Service provision

Patients are able to be referred to the service by their GP, 
the community palliative care service, or a member of 
their inpatient team, when they are clinically assessed as 
being in their final 14 days of life and deemed by a mem-
ber of their clinical team to be suitable for the services 
offered by the facility. Once the referral has been made, 
patients can then be admitted to the service directly from 
the community, or inpatients may be transferred from the 
local hospital.

Palliative End of Life Service is funded to have a regis-
tered nurse on- site 24 h a day, as well as support staff during 
the day and is supported by the local community palliative 
care service. The patient's GP is responsible for day- to- day 
medical management, including charting and adminis-
tering medications, medical reviews and on- call availabil-
ity. Where a patient is admitted without a nominated GP 
able to manage their admission, support is provided by the 
Palliative Care Service Medical Officer from the commu-
nity palliative care service who acts as the ‘GP of last resort’. 
The model also specifies that, where required, the local 
hospital will provide expert medical and nursing consulta-
tion advice including face- to- face visits if needed.

2.4 | Post- service 
implementation evaluation

2.4.1 | Ethics

Approval for all components of this mixed- methods post- 
service implementation study was obtained from the 
Greater Western Human Research Ethics Committee (Ref 
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ETH12484). All participants were provided with an infor-
mation sheet and gave written informed consent.

2.4.2 | Participants and data collection

This study took a mixed- methods approach. The data 
collection period was from October to November 2019, 
6 months' post- service implementation.

Qualitative data were collected from convenience 
sampling, with PELS service staff approaching patients 
and family members to determine their interest in par-
ticipating in the study. Patients or families who were 
considered too physically unwell or emotionally dis-
tressed were not approached. The qualitative interviews 
were conducted by two female social workers employed 
by the LHD, who had extensive experience talking to 
vulnerable families. The social workers were indepen-
dent of both the PELS and the research team, however 
expressed an interest in the topic as a reason for taking 
part. They were involved in data collection only; data 
analysis was undertaken by the research team. They 
phoned the service weekly to inquire whether there 
were any patients or families interested in taking part in 
an interview, and if so, arranged a time suitable for par-
ticipants to complete an interview. Patients were fully 
informed about the purpose of the study, and provided 
written consent before commencing their interview. 
Interviews were undertaken with all appropriate and in-
terested patients and families during the data collection 
period. As patients were admitted to the PELS for a short 
period before their death, and interviews were brief, it 
was not possible for interviewers to establish a relation-
ship with participants prior to or during their interview.

Palliative End of Life Service staff were informed 
about the evaluation by their manager, and staff who in-
dicated interest in participating met with a member of the 
research team (TH) to learn more about the study, read 
the information sheet, provide consent and complete an 
interview.

Interviews with families and staff were audio- recorded, 
with the exception of one family interview (two fam-
ily members) where the family did not consent to audio 
recording; in this case, extensive notes were taken. To 
maintain rapport, patient interviews were not recorded, 
but extensive notes including direct quotes were taken by 
the interviewers. Nobody other than the interviewer and 
participants was present for the interviews. Recorded in-
terviews were transcribed verbatim by a member of the 
research team (TH).

Quantitative data for the evaluation were provided 
by electronic health records within the LHD and the 

palliative care team. Descriptive data included admis-
sions, occupancy rates and average length of stay at the 
service.

2.5 | Data analysis

Quantitative data for this study were categorised as 
follows:

1. Demographics (age and sex)
2. Occupancy rates (proportion of available beds that 

were occupied)
3. Length of stay (number of days patients remained in 

the service)
The interview transcripts and notes were deductively 

coded guided by the interview schedule (Table  1). Data 
were analysed using thematic analysis. The two researchers 
who undertook the analysis firstly strengthened their famil-
iarity with the data through re- reading, listening to audio- 
recordings and reviewing notes made during or following the 
interviews. The researchers conducted an initial independent 
coding exercise to identify recurring themes. Themes were 
consolidated through discussion between the two researchers.

T A B L E  1  Interview schedules for patients, families and staff

Patient and family interview guide

How did you/your family member come to be staying at the 
hospice?

What did you expect staying in a hospice would be like and 
has this experience fitted with your initial expectations? If 
further prompts are needed for this question: is there anything 
you were worried about, or surprised by, either pleasantly or 
unpleasantly?

What kind of environment were you/your family member being 
cared in for prior to entering the hospice; and in what ways, 
positive or negative, does the experience of being in the 
hospice vary from the environment you were in previously?

Is there anything that would improve your hospice experience?

Have you noticed any benefits or drawbacks to you/your family 
members arising from you/your family member being cared 
for in the hospice?

What do you think about the physical environment of the 
hospice; how does it make you feel and is there anything you 
would change about it?

Staff interview guide

What, if any, benefits have you observed for patients and their 
families who use this service?

What, if any, drawbacks have you observed for patients and 
their families who use this service?

Do you have any suggestions for improvements that would 
improve the patient/family experience?
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3  |  RESULTS

3.1 | End- of- life care service 
demographics

There were 58 admissions to the service during the trial 
period (March– November), representing 51 patients. 
Several patients had two admissions as they became well 
enough to go home for a short period before returning. 
During this period, 59% of patients were male and 41% 
were female, with an overall average age of 76 years. Due 
to privacy considerations, no more detail can be provided.

3.2 | Occupancy rates

Occupancy rates fluctuated during the trial period, with 
the lowest rate of 15% in August and the highest rate of 
73% in October, and an overall average occupancy rate of 
43% for the period of study. However, the occupancy data 
were affected by two patients who had extended lengths 
of stay at the service in October– November. When those 
months are excluded, the overall occupancy rate was 35%.

3.3 | Length of stay

The average length of stay at the service during the trial 
period was 9.3 days, including five admissions that ex-
ceeded 21 days. This is similar to the average length of stay 
in inpatient palliative care services across NSW (10.3 days) 
and nationally (10.2 days) (Australian Institute of Health 
and Welfare, 2019). Table  2 shows the patient length of 
stay at the service for the trial period.

3.4 | PELS impacts on patients, 
families and staff

3.4.1 | Patient and family interview outcomes

In total, two patients, and nine family members of patients 
were interviewed while they were residing at the service. 
The nine family members represented five families; there 
were one to two family members present at each inter-
view, and they were generally children or partners of the 
patient. The majority of patients who were interviewed 
(or whose families were interviewed) had been primar-
ily cared for at home, with increasing hospital admissions 
prior to their transfer to PELS; in most cases, patients had 
been transferred to PELS directly from the hospital follow-
ing an admission.

The duration of interviews ranged from 7 to 18 min. 
The key themes from the interviews with patients and 
family members are described in further details below. 
While the number of participants interviewed was based 
on those who were eligible during the data collection pe-
riod, analysis of transcripts indicated that data saturation 
was reached.

Patients and family members contrasted PELs with 
previous experiences
Patient and family experiences were largely positive, with 
one patient (P2) stating that they had ‘not one complaint’ 
about the service, that they ‘wouldn't change anything’, 
and that they were ‘pleasantly surprised’ with the service. 
This patient also reported that the service provided ‘eve-
rything you could ask for’. One family member (F6) said 
that ‘it's only been 2 days, but so far I don't think any of 
us could think of anything we would change’. Another 
family member (F3) stated that “I would recommend it to 
anyone who is in the same situation.”

The period of home care was described as demanding 
due to the relentless nature of providing care and over an 
uncertain timeframe and its effects on family relationships:

I've actually taken leave from work to be 
mum's primary career. We're getting into the 
fifth month, which has been very stressful to 
a degree on myself and my brother… 

[F2]

Additionally, some families were providing these views 
on a background of considerable previous lived experience:

We did go through the palliative system 
18 months ago with my mother, and it was a 
problem… mum was in hospital for 6 weeks 
… and they basically said ‘you need to find 
her an old aged home because she can't stay 
here any longer at the hospital’ … And we've 
had some bad run- ins with old aged homes 

T A B L E  2  Length of stay at the palliative end- of- life service, 
n = 58

Length of stay 
(days)

Number 
of patient 
admissions

Percentage of 
admissions

1– 7 36 62%

8– 14 13 22%

15– 21 4 7%

Greater than 21 5 9%
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in the past with grandfathers and stuff like 
that… 

[F3]

18 months ago when we were looking [for 
services for another palliative family mem-
ber], there wasn't a facility. So we're just super 
grateful that there is now, and it's only new 
but it's wonderful. 

[F4]

Overall impacts on patients and families
The perceived atmosphere of the service was associated 
with multiple benefits for both patients and family mem-
bers. In some circumstances these were noted as broad 
improvements in well- being for the family as a result of 
short- term respite provided and flexibility, whereas in 
other instances participants highlighted specific improve-
ments to the patient's previous situation. For example 
one family member expressed the relief of having his wife 
admitted to the service as she had previously been resid-
ing at home with her young children. The patient and her 
husband did not want the children becoming distressed 
watching their mother in pain and being admitted to the 
service had alleviated this concern.

A beneficial effect on some patients' general well- being 
was noted by one family member:

Mum actually likes it here, she's found it quite 
uplifting to talk to other people, other than 
us. You've got other people to talk to when 
you have your meals. 

[F2]

I think she [the patient] has picked up a lit-
tle bit [since being admitted to the service], 
because at home she was becoming a bit 
stressed. It takes that family pressure aspect 
away from it. 

[F2]

Similarly, patients also spoke about the benefits that the 
service had offered to their family members, with one pa-
tient saying that it had eased their family's distress because 
“they know I'm being cared for.” [P1] Another patient de-
scribed how “it has given them respite…gave them a break.” 
[P2].

Multiple family members mentioned the comprehen-
sive care and social support provided:

It's an isolating experience with someone 
going through something like this at home, 
for both that person and the carer. So when 

you come to somewhere like this, there's 
people going through the same process. So, I 
think really it's well set up. 

[F2]

With the level of care here, if [a family 
member] had to leave to just have a break, 
he knew that his dad was in good care here 
with the staff. Whereas in other cases, he's 
hesitated to have a break and go home be-
cause he's worried about the care that will 
be given while he's away only for a brief 
moment, whereas that hasn't been an issue 
here. 

[F3]

This has been a godsend because it's unrealis-
tic to think that you can do it all the time [care 
for a family member full- time at home]. 

[F2]

The flexibility for families provided by PELS was greatly 
appreciated:

Just the flexibility here to be able to come 
and go as you please for family members. 
Like with hospitals, obviously you have to be 
within the visiting hours and stuff like that. 
And if you've got a family member who is 
very restless, which happens towards the end 
of their life, and visiting hours are up, and 
you're basically told you've got to leave, that's 
very hard to deal with. 

[F3]

The access is very easy, the staff are very 
friendly. Even when they do have the lockout 
at the front door after 6pm, it's not an issue 
for you to buzz the bell, and they come and 
welcome you in. 

[F5]

You can come and go as you can fit into work, 
before or after work. You can visit any time. 

[F2]

Relationship with staff
Many family members spoke about the positive relation-
ship that they had built with the staff at the service, and 
the positive effect that this had had on their experience.

As soon as we came to [the service], all the 
staff were very welcoming and you could 
tell that they were very caring. The 6 days or 



588 |   HANDLEY et al.

so that we've been here, I can't fault them. 
They're absolutely perfect, I would recom-
mend them to anyone that is going through 
the same situation. 

[F3]

The nursing staff is incredible, they're so at-
tentive, and they're very caring. Which is 
what a family wants to see when they've got a 
loved one at the end of their life. 

[F3]

I was pleasantly surprised by just by how at-
tentive the staff are, not only to my father but 
to me and my brother, and other family mem-
bers. It's not just a matter of coming in and 
going “how's your dad?” and having a bit of a 
once- over and walking out. They're then “how 
are you?” And they want to know how the 
family is and how the family are coping with it. 

[F3]

Several families mentioned their appreciation that their 
regular GP could continue to provide care, particularly in 
cases where families had an ongoing, positive relationship 
with their GP. One family described that their family mem-
ber (the patient) had been ‘greatly relieved’ that his own GP 
could continue to provide his care in the service, and that 
the family felt more comfortable with a doctor who knew 
the patient's history and could identify changes in the pa-
tient's wellbeing.

Physical environment of the service
Both patients and families highlighted the positive physi-
cal environment at the service, and the benefits that this 
has provided. One family member stated: ‘the facilities are 
excellent’, while another said ‘I didn't imagine it would be 
this good’.

Several patients and family members spoke about the 
autonomy allowed and encouragement to voice personal 
wishes, stating:

I wouldn't change anything, I'm pleasantly 
surprised with it. It's good to be able to go out-
side to have a cigarette. The fresh air in the 
room from the opening door. There is every-
thing in the room that I need. 

[P2]

We can bring the little dog to visit 
[F8]

Anything you want is in the room already. 
The people working here are always asking 
me if there's anything we want. Everything 
you need is already here. 

[F5]

Other family members spoke of the facility more broadly, 
and the resources and atmosphere outside of the patient 
rooms in the broader building and surrounds:

It's great when the kids come, they're young 
and after about 10 min they're pulling their 
hair out. So they can come out and hang in 
here [the communal room] which is a nice 
touch to have somewhere else to go. 

[F4]

I think the facilities they have here for fami-
lies, that make families feel very comfortable 
and welcome to be here, are fantastic. 

[F7]

I like the way the facility is set up in here with 
the large windows and the sliding doors so they 
can look out into a bit of a garden scene. It's less 
clinical, a bit more homely and very calming. 

[F3]

Like home
The final theme is an integrating one. The comprehen-
sive care provided, the flexibility, the caring staff and the 
physical environment created, made patients and families 
describe it as ‘an extension of home’. [P1] Patients and 
families shared perceptions of feeling settled and con-
tented: ‘I think it has a settling effect. What you thought 
you had as a problem wasn't really a problem’. [P1].

Families described a positive and welcoming environ-
ment, and that this had settled their anxieties about hav-
ing their family member admitted.

As soon as we got here, I thought ‘we've made 
the right decision.’ 

[F6]

It was a pleasant surprise. Simply a pleasant sur-
prise to know that something like this existed. 
It immediately created a better sense of calm-
ness under the circumstances, immediately. 

[F7]

My experience here has been like being 
treated like family, not like a patient. 

[F5]
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It's nice. This place is like a familiar place, 
and all the people working are very helpful. 
It looks like your own house. On the first day, 
they said to me ‘anything you want, just tell 
me, and we'll provide it for you.’ I wasn't ex-
pecting it to be like that. 

[F5]

The décor is really nice, it sort of has the feel 
of being at home. Not quite, but a much less 
clinical environment. All of that creates a 
more relaxing and comfortable atmosphere 
to go through something like this. 

[F7]

I think the homely atmosphere of the place is 
really good. 

[F2]

Suggestions for improvement
No negative experiences were reported from participat-
ing patients or families. Many suggested there was a 
need for more information about and promotion of the 
service. The majority of patients had received informa-
tion about the service from their doctors or nurse man-
agers, but had not been aware that the service existed 
until they were asked if they would like to transfer. One 
family member stated: ‘I didn't know about it prior to 
a few weeks ago’, [F3] while another said ‘the doctor 
came up 2 days ago and explained to me all about this… 
I didn't know it existed’. [F6]. Another family member 
described how he was initially hesitant to admit his fa-
ther into the service, and changed his mind only when 
provided with more detailed information from his fam-
ily GP:

I said ‘I'm not putting Dad in some old aged 
facility that's rundown and the staff aren't 
caring, I'm not having a part of that.’ And 
he [the GP] said ‘no, this is a different show. 
This is actually trialling four palliative beds.’ 
Once we had that sort of information we were 
happy to move Dad here. 

[F3]

3.4.2 | Staff interview outcomes

Six members of staff from the service completed inter-
views, with staff professions including care service em-
ployee, registered nurse, kitchen staff and homemaker. 
Staff discussed their understanding of how the service 
has affected the experiences of patients and families. Two 

central themes emerged from the data, which are de-
scribed in detail below.

Perceived patient experience
Staff reported that the perceived experience of patients 
and families at the service was consistently positive.

All the families… they tell us ‘you're mar-
vellous. We don't know how you do it.’ And 
they're happy because the rooms are beauti-
ful. And they're comfortable and they feel like 
they're at home. 

[S1]

Most of the families are 100% over the moon 
with the service provided, the facility, all that. 

[S3]

It is good for the family. We're support for the 
family, we listen to them. It's much more ap-
propriate and kind; it's personal. 

[S4]

Furthermore, staff also indicated that patients and 
families seemed comfortable in the service, as evidenced 
by the fact that patients did not hesitate to tell staff their 
needs.

If something is an issue then they're very 
vocal about that, nothing goes on (that they 
don't tell staff about) 

[S2]

The palliative care RNs … they come regu-
larly and interview the patients and the fam-
ilies, and they're always very well voiced. 
Communication is very good. 

[S4]

Need for more awareness about end- of- life services
Similar to the family members, the staff mentioned that 
more promotion might be needed to increase occupancy 
rates, as awareness of the service is low both among staff 
at the hospital, and among members of the community:

We need more exposure of what the service is. 
More public awareness. The average person, 
you tell them where you work and I say the 
front bit (of the building) is the end of life and 
they'll say ‘oh I didn't know that was here.’ 

[S3]
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I feel like we need more exposure… At the 
hospital they were admitting someone from 
the ward to here, and the guys on the ward 
didn't even know the process. So I feel like 
on the hospital side of things we're a little bit 
unknown because they're not sure how to 
get to here. But then on the community side 
of things, they're not really aware… I think 
there's a couple of gaps on both sides. 

[S2]

4  |  DISCUSSION

The aim of this evaluation was to examine the impact of 
a community- based end- of- life facility in a regional town, 
where the majority of end- of- life care had previously been 
provided in a hospital setting. The final days of life have 
been previously reported as a time when patients' symp-
toms are often uncontrolled and the support needs of 
families may not be met,32 suggesting that the introduc-
tion of this service will have considerable benefits for the 
community.

Although the service was well received by patients and 
families, the occupancy rates for the duration of the trial 
were overall low, which may be a result of the perception 
expressed by both families and staff that greater promo-
tion of the service was needed. It is not uncommon for 
occupancy rates to fluctuate in end- of- life services, and 
therefore the lower rates observed in some months were 
not unexpected. It is possible that occupancy rates for the 
PELS will improve over time as local awareness of the 
service increases. However, this does reflect a challenge 
for ongoing resourcing for this type of service in smaller 
regional areas. It has been suggested that an average occu-
pancy rate for a hospice in Australia is 85%,33 although it 
is important to consider that this will vary greatly due to 
the demographic and remoteness profiles of communities, 
levels of demand and different approaches to planning 
and delivering services between states and territories.34 
The use of residential aged care staff and the co- location 
and support provide an example of an ‘adaptable model’ 
as advocated by Spelten for sustainability of quality EOLC 
in rural regions.31

Interviews with patients, families and staff reflect the 
value of the service in contributing to a positive end- of- 
life experience. Families spoke about advantages of the 
PELS over caring at home, in that it relieved some of their 
stress and isolation. Previous research has reported that 
caring for a patient in a home- based setting is often very 
stressful for family members, resulting in both physical 
and emotional burdens associated with the responsibility 

of providing physical care.35– 37 PELS alleviated this, and 
patients and families were, therefore, able to spend their 
final days together without concern about the physical as-
pects of the patient's care.

Themes emerging from staff interviews largely re-
flected the findings from patient and family interviews. 
Similarly to patients and families, staff reported that pa-
tient experiences at the service appeared to be positive, 
and that where possible all patient needs were met to 
contribute to a positive end- of- life experience. They also 
echoed the findings from the quantitative analysis that the 
service was underutilised, expressing that this may be be-
cause awareness of the service was poor. Staff suggested 
from their interactions with both patients and families 
and employees of the local health service, that there is 
room to improve promotion of the service, which might 
increase referrals. It has been noted in previous research 
that an underuse of end- of- life services in rural areas is 
not uncommon, with strategies such as education for local 
health workers on available end- of- life care options and 
the use of palliative care case managers being suggested 
as potential options to improve uptake.38

This study has several limitations. Patients were ini-
tially informed about the study by PELS staff, who used 
their clinical judgement to assess whether patients were 
in a sufficient physical and emotional state to participate. 
This meant that patient participant numbers were small, 
and it is also possible that the full scope of patient views 
was not represented. Second, we did not interview pa-
tients, families, or staff from the area's other end- of- life 
services (which include the local hospital and supported 
at- home care), and therefore cannot conclude whether the 
positive views expressed towards the PELS are unique to 
this model of care. Lastly, our evaluation was conducted 
reasonably early within a relatively short- term trial; it is 
possible that some issues raised, such as low occupancy 
rates, may have changed over time as awareness of the 
PELS increased within the community.

This small new residential rural unit dedicated to end- 
of- life care managed physically and socially to create the 
feel of home, and was greatly valued by residents and their 
families. Promotion with community and practitioners is 
needed to ensure reasonable occupancy levels and that 
dying patients and their families were aware of this option 
available to support end- of- life care. Evaluations such as 
this will assist decision makers in determining how best 
to invest to improve end- of- life care in rural regions, being 
mindful that approaches should be tailored to the needs 
and existing resources of communities (such as residen-
tial aged care facilities). This evaluation demonstrates the 
value to a rural setting of the addition of a hospice model 
of care.
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