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Abstract

Background: While many Aotearoa/New Zealanders are receiving excellent palliative care the Pacific populations
have limited access to available hospice and palliative care services. Little research has been conducted to identify
barriers unique to Pacific populations accessing these services. The purpose of this study was to explore key
stakeholders’ perspectives on the determinants of low access among Pacific populations to these services.

Methods: Forty-five semi-structured interviews were conducted face-to-face with hospice patients and their
families, hospice/health providers and key informants from the Auckland and Wellington region of Aotearoa/New
Zealand. The interviews were recorded and transcribed verbatim and a thematic analysis was carried out by
identifying, coding and categorising patterns in the data. Identified themes were then discussed further to
determine the relevance of the data grouped by theme.

Results: Five interrelated themes affecting access emerged: perception of hospice (often negative) through lack of
accurate information, but changing; families’ role to look after their own and sick elderly; hospice experiences;
continuity of care in the community and the need for information and communication.

Conclusion: Hospice and associated palliative care services are under-utilised and commonly misunderstood
among Pacific populations in Aotearoa/New Zealand. There is active support following appropriate information
received, hence the need for community education and culturally appropriate hospice and palliative services.
Inadequate inter-professional communication contributes to polypharmacy and inefficiency in continuity of care
across all levels. The Pacific individual is one component of a collective that is critical in major decisions in end-of-
life and life changing situations. The findings may guide policies and further research to improve Hospice and
Palliative services in Aotearoa/New Zealand.

Keywords: Hospice and palliative care, Pacific communities, Home care, Family obligations to elderly; education

* Correspondence: sfoliaki@massey.ac.nz

TAll authors contributed equally.

'Centre for Public Health Research, Massey University, Wellington Campus,
PO Box 756, Wellington 6140, New Zealand

Full list of author information is available at the end of the article

© The Author(s). 2020 Open Access This article is licensed under a Creative Commons Attribution 4.0 International License,
which permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give
appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if

changes were made. The images or other third party material in this article are included in the article's Creative Commons
licence, unless indicated otherwise in a credit line to the material. If material is not included in the article's Creative Commons
licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain
permission directly from the copyright holder. To view a copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.
The Creative Commons Public Domain Dedication waiver (http://creativecommons.org/publicdomain/zero/1.0/) applies to the
data made available in this article, unless otherwise stated in a credit line to the data.


http://crossmark.crossref.org/dialog/?doi=10.1186/s12904-020-00604-2&domain=pdf
http://orcid.org/0000-0002-3238-5940
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
mailto:s.foliaki@massey.ac.nz

Foliaki et al. BMC Palliative Care (2020) 19:100

Background

Palliative care aims to improve the quality of life of pa-
tients with life-threatening illness and their families. Al-
though its approach can vary depending on the illness,
the main objective is to prevent and relieve suffering
through early identification, impeccable assessment, and
appropriate management of pain and other dimensions
of care, including physical, psychosocial, and spiritual
needs [1]. Hospice as an institution provides palliative
care services and a philosophy of care that places equal
importance to the above dimensions. According to Hos-
pice New Zealand [2], hospices provide palliative care
specifically for people whose illness is no longer curable
and while the above dimensions of care are a priority,
equal importance is placed on cultural needs. Support is
also provided for the family before and after the death of
their loved ones. Worldwide only one in ten people who
need palliative care actually receive it; with the most com-
mon illnesses leading to adults requiring palliative care be-
ing: cardiovascular diseases (CVD), cancer, and chronic
respiratory diseases (CRD) [3]. These are also the leading
causes of mortality and morbidity among the Pacific
population in Aotearoa/New Zealand (NZ) [4], which
grew from just over 2000 in the 1940s, to more than a
quarter of a million in 2018, and now make up 8 % of the
total population. The Pacific population in NZ generally
originate from Samoa, Cook Islands, Tonga, Niuean, Fiji,
Tokelau Tuvalu and Kiribati. Common Pacific cultural
values that drive and influence Pacific people’s behaviours,
decisions, experiences and motivation for change and out-
comes include: the central role of the family, kinship, col-
lectivism, relationships, and respect [4].

Amongst the predominantly New Zealand-European
population in NZ, most deaths occur at age > 65 years
[5], with about 5% of the 65+, and 23% of the 85+ age
group living in residential care [6]. A study comparing
location of death of those aged over 65 years in twenty
one countries reported NZ has the greatest percentage
of reported deaths in residential aged care at 38% [7].
The majority of those living in residential care die whilst
in care [5], with the physical dependence of these people
having significantly increased over the past 20 years with
direct implications for greater palliative care needs. In
contrast, 44% of all deaths among Pacific populations
occur among those under the age of 65 years who are
also more likely to die at home or secondary or tertiary
care facilities [5]. This raises the importance of not only
having culturally appropriate palliative and end-of-life
care services but also ensuring services take account of
the younger age at death of Pacific populations. In
addition to Pacific populations having disability and ad-
vanced disease needing palliative care at a younger age,
Pacific populations often present late meaning a pro-
longed economic burden as well as compromising
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economic productivity due to inability to work and re-
tirement from productive work at a younger age.

Palliative care services, be these provided by either
hospice or hospital settings have strong ties to Advanced
Care Planning (ACP), with these respective providers
visiting patients in their homes [2]. ACP in NZ involves
an individual working with his/her healthcare team and
important people in his/her life to plan for one’s end-of-
life care if he/she can no longer tell them what they
want [8]. A guideline prepared for the NZ health care
workforce acknowledged the need for community aware-
ness on the roles that palliative care and ACP have in
promoting quality care at the end of life through symp-
tom management, social support, community participa-
tion, health and death education and reducing harm [9].
In an evaluation of the Advanced Care Planning
Programme in NZ, Pacific consumers valued developing
their ACPs through in-depth conversations (and prefera-
bly in their own homes) with someone they could form
a relationship with over time or with someone they had
a relationship with [10]. In addition the report found
that community meetings are effective at raising con-
sumer awareness and demand for ACP and while some
District Health Boards (DHBs) have undertaken a large
number of meetings in aged residential care facilities
and hospices, and other targeted community groups,
DHBs have engaged less with Maori and Pacific commu-
nities [10].

Palliative care has not always been responsive to indi-
genous needs. Among the limited studies on the pallia-
tive care needs among specific ethnic minorities were
studies in Australia, Canada and Hawaii which
highlighted the inadequacies of proximity, resource, his-
torical distrust and the need for culturally safe palliative
care in indigenous populations [11-14]. There have been
limited studies on the palliative care needs, experiences
and its utilisation that included some Pacific patients
and families although the focus of such studies was not
on Pacific patients. The limited studies on palliative care
that included some Pacific participants in NZ report
challenges in access and utilisation of palliative care in-
cluding: lack of awareness of the role of hospice and pal-
liative care services, language barriers and differences in
cultural norms and values [15-17]. Pacific populations
are also more likely to reside in socioeconomically de-
prived areas with worse access to a variety of health ser-
vices, including palliative care [18].

At no other time are cultural identity, practices, beliefs
and values more important than when someone’s health
is threatened or they are approaching end of life [14].
We subscribe with the consensus from international
studies that highlight inadequacies of resource and the
need for culturally safe palliative care in indigenous pop-
ulations [11-14] and the growing recognition within NZ
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of the lack of access to hospice services by Pacific and
Maori patients [19]. Failing to address cultural under-
standings of end-of-life issues can result in care or lack
of care causing unnecessary health outcomes, poor inter-
actions, communication and lack of trust in health ser-
vices. Given the above situations it is critical to explore
the needs of Pacific populations in NZ requiring hospice
and palliative care services.

This study’s overall and long term goal is to identify
strategies to improve the provision, access and use of
specialist palliative care at hospice level and to a lesser
degree the generalist palliative care at the primary care
level often in collaboration and through referrals from
the specialist palliative care services among Pacific peo-
ples in NZ. The specific objectives of the study towards
achieving the stated long term goals were: i) to deter-
mine the utilisation by Pacific people of specialist pallia-
tive care; ii) to explore the perspectives and experiences
of Pacific hospice patients and patients families, hospice
care providers and relevant service providers involved in
the care of Pacific populations on challenges and en-
ablers for the use of palliative care by Pacific popula-
tions. The findings from the study will submitted to
appropriate stakeholders and contribute to achieving the
study’s overall long term goal.

Methods

Study design

This is a qualitative analysis of interview data of hospice
patients and their families, hospice service providers,
and other health care providers. The interviews con-
ducted were semi-structured, face-to-face interviews,
and explored the various perspectives of these stake-
holders on the enablers and barriers of the uptake of
hospice and palliative care services among Pacific popu-
lations in NZ. The study received ethical approval from
the Health and Disability Ethics Committee of the Min-
istry of Health of New Zealand 16/CEN/63 (02 June,
2016). The interviews were conducted between Novem-
ber 2016 and January 2018.

This (qualitative) approach was chosen as it is consist-
ent with the philosophy of palliative care: promoting the
care of the whole person through a multidisciplinary ap-
proach and the contribution of qualitative research to
care at end-of-life [19]. Also, it explores questions that
are not easily quantifiable and culturally complex includ-
ing attitudes, values and beliefs. The interview question-
naire guidelines (Interview Questionnaire Guidelines)
was designed on the basis of results from international
[14] and NZ studies [16, 17] and discussions with hos-
pice care service providers, Pacific key informants and
Pacific care providers.

The study was undertaken in collaboration with two
hospice service providers in the Auckland region (Mercy
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Hospice and Totara Hospice) and one in the Wellington
region (Mary Potter Hospice); both regions are where
78% of New Zealand’s Pacific people live. Pacific patients
for example are the leading minority populations served
by Totara Hospice.

Participants

Eligible hospice patient participants (n=7) were those:
(a) whose ethnicity were registered as a Pacific islander
at the above collaborating hospices; (b) were deemed
physically and mentally capable of participating in an
interview in a meaningful way and free from a diagnosis
of dementia (based on the hospice health staff profes-
sional knowledge of individual patients). Recruitment
were through the staff of the collaborating hospices.
Family member participants (n =15) were identified by
the hospice as being the main carer of the patient at the
household and having been established as the family and
patient’s main contact with the hospice; the potential
participants were recruited by telephone. Hospice care
provider participants (n=4) were identified by the col-
laborating hospices and recruited face-to-face by the re-
search team. Mainstream health services providers
(health providers not working as employees of hospice)
(n=7) and Pacific key informants (personnel identified
by Pacific people as key personnel and primarily of Pa-
cific ethnicity who are familiar through their associations
and leading roles in the Pacific communities with a
sense for the communities social issues, interests, activ-
ities, cultural and related socio economic perspectives.)
(n=11) were purposively sampled with assistance from
Pacific health providers and through Pacific community
networks. GPs (1 = 3) were identified among the limited
GPs in Auckland and Wellington of Pacific ethnicity or
working practices with a high Pacific clientele. All par-
ticipants were given a written information sheet about
the study and given instructions on how to contact the
research team if they required further information. All
of the participants were over 18 years old and all were
provided with a paid voucher of their choice for either
transport or shopping in acknowledgement and appreci-
ation of their time and effort.

Data collection and analysis

Pacific participants were offered a face-to-face interview
in a Pacific language and location of their choice. All
participants elected their interviews to be conducted in
English. Eight patients were recruited, one did not end
up going through with the interview due to medical rea-
sons, resulting in seven patients completing the inter-
views. All seven patients’ interviews were conducted at
their homes. All family members interviews were also
conducted at home. Key informants and health provider
interviews were conducted at their place of work except
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of one was done at home. There were no declines from
the participants who were requested for interviews. The
interviews were conducted by either the principal inves-
tigator and/or a trained interviewer involving primarily
open-ended questions exploring broad areas related to
the patients’ and family members’ perceptions, experi-
ences, and understanding of the goals and objectives of
hospice and palliative care services. Health and hospice
providers were asked about their perspectives on hospice
and palliative care with a focus on what is and what is
not working, and suggestions for improvement.

Informed written consent was obtained in person from
participants prior to the conduct of interviews and par-
ticipants understood that the interviews were audio-
recorded and subsequently transcribed verbatim. The
transcription was carried out by Full Stop Digital Pro-
duction of Wellington, with confidentiality agreement.
Data collection stopped when data saturation (when no
new information is emerging from the interviews) was
achieved [20]. The data was analysed using thematic
analysis [21]. The following steps were taken in the ana-
lysis: i) thoroughly reading and re-reading of the tran-
scripts and ii) noting down initial ideas independently by
the principal investigator and one interviewer. All the
transcripts were analysed together. The two team mem-
bers then discussed and began generating initial codes
across the entire data set and collating data relevant to
each code and potential themes that had arisen through
the coding. Transcripts were uploaded into the qualita-
tive software NVivo 12 and each was coded according to
the identified themes. The themes were then reviewed
and discussed further by the team to determine the rele-
vance of the data grouped by theme.

Results
A total of 45 face-to-face interviews were conducted.
The characteristics of the participants are described in
Table 1.

Five main themes emerged from the data:

e Perceptions of hospice and palliative care services;

e Families’ role to look after their own and sick elderly
e Experiences with hospice and palliative services;

e Continuity of care in the community;

e Information and communication;

Key themes and related categories and quotations are
outlined in Table 2.

Perceptions of hospice and palliative care services

It was evident from the patients/family member partici-
pants that prior to first contact with hospice care and
palliative services there was a lack of familiarity with the

philosophy, goals and activities of these services.
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Table 1 Characteristics of participants

Characteristics of participants Number Percent
Gender
Female 32 711
Male 13 289
Ethnicity
Pacific 42 933
Non-Pacific 3 6.7
Role
Family member 15 333
Hospice patient 7 156
Hospice Care Provider 4 89
Mainstream health care provider 8 17.8
Key informant 11 244
Familial member relation to hospice/palliative patient
Son or daughter 10 456
Husband 1 4.5
Wife 2 9.1
Daughter-in-law 1 4.5
Sister 1 45
Mainstream health care provider characteristics
Gender
Male 1 12.5
Female 7 875
Professional Role
Palliative Care Specialist 1 12.5
General Practitioner 3 375
Nursing personnel 4 50
Ethnicity
Pacific 6 75
Non-Pacific 2 25
Diagnosis of Patients
Cancer 5 714
Motor neuron disease 2 286

According to a hospice social worker, among the major
barriers to Pacific people accessing and understanding
hospice and palliative care services is awareness and the
need for discussions, however: “first of all an under-
standing that there is no description or word in our Pa-
cific Island that I am aware of describes Palliative Care”
(Int 5: Hospice Provider (HP)).This results in difficulties
in initiating discussions when people need a number of
sentences to describe palliative or hospice care services.
As one family carer said: I heard of hospice before, I
really thought it was just the shops you know, where this
clothing and things (Int 4: Family Member (FM)). A
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Table 2 Quotations and themes
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Quotations

Categories Themes

First of all ... there is no description or word in our Pacific Island that ...

describes Palliative Care (Int 5: Hospice Provider)

| heard of hospice before, | really thought it was just the shops you know,

where this clothing and things (Int 4: Family Member).

A common myth I've seen in our Pacific families is that when you give

them morphine (for pain) it's euthanasia (Int 17: GP)

| didn't understand about it (hospice) until my wife was sick (Int 1: Family Member)

People close to dying they wait there (Int 27: Key Informant)

You shouldn't take your parents to the hospice but look after them cause you know
they've looked after you for all this time ... don't leave them alone ... to have

taking care by other people (Int 4: Family Member)

The younger generation (of Tongans in NZ) ...they don't seem to want to get
involved in that whole grandmother, great-grandmother care thing. Theyd rather

keep their distance

I mean hospice is also all the way in Wellington. How can you go back and forth,
back and forth when you live out here? Whose got time to do that all the time and
spend as much time as you can. Sometimes it's easier for people to keep them at

home and you know because we're comfortable with that process’

“We didn't want the staff to tell our dad he had cancer... we wanted to tell him
(ourselves) when he was ready ... in fact one of the friggen nutritionist came in
and she was talking about it ... and we hadn't as a family ... yeah it was hard for

him” (Int 3: FM).

For me hospice has a more homely environment, you have that bond with the staff

.. it's welcoming ... Is free ... we are living in a hotel, a luxury hotel.

It's like eating bacon and eggs every morning

It felt to me like we've got this equipment but we don't really want to give it to you
if you don't need it.... | know my dad is very sick, very, very sick bar a miracle he’s
going to die ... it felt like you're withholding stuff cause you think he’s going to die

... So yeah that doesn't help.

I can't talk too long ...Yeah the personal care is ok, (but) I've got so many people
that | send them away, because it doesn't suit me and they talk and ask too many
questions, and | told them that | can't talk (due to shortness of breath), and | have
listed down there the piece of paper, what they have to do, but still they ask

question and | said don't come back I'll send for someone.

She wants me to lie beside her on the same bed but they can't provide that. So,

she told the nurse ‘Oh, we're going to go home.

As soon as we sat down in his home his face just lit up, changed, he wanted to
eat, he ate so much and he wanted cups of milo, he said “I'm just so happy to be

in my surroundings”.

I don't want her (hospice staff nurse) to leave. | don't want her to go back ...as she

was very comforting and like family (Int 32: Patient)

That's the danger of us doctors and nurses and pharmacies, we think pills and

medicine (Int 7: GP).

Sometimes my mum won't want to take it or our routine gets mixed up because
we're out and maybe she forgets to take it or she just doesn't want to take it yeah

(Int 6: FM)

“because it takes for so long and they are paid by the head not by the time spent
with the person ... first, they're slow in response, two they don't know what they're
doing and three they forget a lot of things. ... and you have to pace it. So they
(GPs) try and wing them away from their practice rather than keep them” (Int 16:

GP).

Perceptions of hospice and
palliative services

A matter of context

Lack of knowledge

Misconception

Perception

Limited information

Family responsibility Families’ role (Looking after
your own)

Role of family

Logistics and location that

enhances families’ role

Role of family in decision making

Positive shift in views with contact Experiences with hospice

and palliative care services
Satisfaction

Concerns about suggestions
of indifference

Sensitivity to specific disease needs

Subtheme: privacy, intimate/emotional  Experiences with hospice
needs; and palliative care services:

Subtheme: Need for variations in
environment

Facilitation through caring and Continuity of care in the
affection community in the long term.

Polypharmacy

Inappropriate and burden of multiple
medications

Health provider perceived client
preferences
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Table 2 Quotations and themes (Continued)
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Quotations

Categories Themes

as soon as they (hospice support staff) started talking to dad in Samoan,
immediately there was a connection, ... fantastic but there were no Pacific
clinicians, ... it would have been quite nice to have someone at the clinical level
(Int:30 FM)

“Even though, even though we talk and | say yes, bla bla bla, but maybe there’s
something I'm not understood” (Int 22: Patient).

he/she might be working day shifts, (so) you can't just deal with who is in the
room, ... know the family and look out for the person who is actually going to
lead ... everyone else is going to come and go but there’s going to be that one
person that takes responsibility. (Int 17: GP).

“It's just the caring thing ... the main reason why my late wife passed away fast

Information and
Communication

Appropriate format and mode of
communicating

Ensuring adequacy and comprehensive
information is delivered

Establishing connecting with key
personnel

The detailed recording and

because she fell over there ... That's because of, | dont know” (Int 1: FM).

communicating of critical/and
medical events

hospice patient relates often driving past the hospice
thinking: “..it’s just for the elderly residents” (Int 42:
Patient).

In addition, the limited information available to many
Pacific potential patient and family members was often
inadequate and misleading with a number of Pacific par-
ticipants having viewed hospices as a place associated
with euthanasia: “A common myth I've seen in our Pacific
families is that when you give them morphine (for pain
relief) it’s euthanasia” (Int 17: General Practitioner
(GP)). Some Pacific members were also uncertain about
payment for hospice services, who is entitled to these
services, whether family members can stay with patients
or if the pastor can visit.

Family member participants, however, described a
gradual shift in their perceptions of hospice services to-
wards a generally more positive view, particularly after
having received hospice services or through information
provided by families or acquaintances that had received
hospice care: I didn’t understand about it (hospice) until
my wife was sick (Int 1: FM).” The shift in perception fol-
lowing hearing about hospices are nevertheless limited:
“people close to dying they wait there” (Int 27: Key In-
formant (KI)).

A specific question about Advance Care Planning
(ACP) revealed very limited understanding of the aims
and processes involved in ACP among patients and fam-
ily members. One participant wondered if the ACP was
just the equivalent of a will. The health providers’ views
were mixed with some stating they sometimes discuss
ACP with patients. However, another questioned the ra-
tionale for ACP: [ find it weird when they say to a person
how do you want to die, ... it feels like to me it’s taking
God’s role out of it, ... it feels like they’re just wanting to
put a time limit on it’ (Int 17: GP).

Families’ role (looking after your own)
A dominant theme that emerged was that looking after
your own elderly or family members is a fundamental

family obligation, more so when they are severely ill.
Hospice is also seen family members as avoiding the
shared family responsibility as well as a cause for embar-
rassment: “.. you shouldn’t take your parents to the hos-
pice but look after them cause you know they’ve looked
after you for all this time ... don’t leave them alone ... to
have taking care by other people” (Int 4: FM). Putting
one’s elderly and family member with severe and ter-
minal illnesses in a hospice is viewed as: “..you neglect-
ing your, your responsibility:” (Int 28: KI). On the other
hand a Pacific general practitioner is of the opinion that:
“The younger generation (of Tongans in NZ) ...they don’t
seem to want to get involved in that whole grandmother,
great-grandmother care thing. They’d rather keep their
distance” (Int 16: GP).

The general view among family participants and patients
is that keeping and looking after one’s elderly and termin-
ally ill family members at home keeps families closer to-
gether during challenging times, enabling extended family
collective practices such as ‘sleeping over’. It also facilitates
the sharing of care through teamwork and consultation
processes to reach consensus and common goals includ-
ing pastoral care and mental support. According to a Pa-
cific Community Health Provider (PCHP) nurse, looking
after your own at home brings services to a single location
saving time and transport costs to and from palliative and
health related support services, which may not be easily
accessible by all family members:

“I mean hospice is also all the way in Wellington.
How can you go back and forth, back and forth
when you live out here? Whose got time to do that
all the time and spend as much time as you can.
Sometimes it’s easier for people to keep them at
home and you know because we’re comfortable with
that process” (Int 24: PCHP).

Looking after your own was also seen as ensuring a dir-
ect involvement in determining the appropriate timing
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of critical management processes often seen as the role
of health workers; such as the appropriate timing of the
announcing of a terminal outcome or diagnosis.

“.. we didn’t want the staff to tell our dad he had
cancer... we wanted to tell him (ourselves) when he
was ready ... in fact one of the friggen nutritionist
came in and she was talking about it ... and we
hadn’t as a family ... yeah it was hard for him” (Int
3: FM).

Experiences with hospice and palliative care services
The perspectives of family members and patients (often
through their families) and experiences at hospice and
palliative care services were generally positive. Receiving
hospice care by participants led to alleviation of certain
concerns and unknowns, as well as building of trust and
fostering relationship in a less ‘technical’ environment:
“...for me hospice has a more homely environment, you
have that bond with the staff ... it’s welcoming ... is free
. we are living in a hotel, a luxury hotel” (Int 1: FM)’.
Both patients and family members voice their preference
for the ‘intimate’ and welcoming change from their ex-
perience with large impersonal hospitals with the quieter
hospice environment spaces that is more conducive to
spending time with their loved ones. Family member
participants welcomed efforts by hospice staff to make
families feel welcome and to encouraging them to par-
ticipate in activities, morning teas and, in some in-
stances, craft making, as well as how the hospice nurses:
“... were really kind and good and the way they handled
my dad was awesome” (Int 8: FM). An exceptionally
positive experience with hospice was also conveyed by a
hospice patient with terminal lung disease: “It’s like eat-
ing bacon and eggs every morning!” (Int 34: Patient).
However, other experiences were less positive, includ-
ing suggestions of staff indifference to the patient’s
comfort:

“It felt to me like we've got this equipment but we
don’t really want to give it to you if you don’t need
it.... I know my dad is very sick, very, very sick bar a
miracle he’s going to die ... it felt like you're
withholding stuff cause you think he’s going to die ...
So yeah that doesn’t help” (Int 3: FM).

While most aspects of personal care may be satisfactory,
there are occasions where palliative care support
personnel appear to ignore if not minimise the patient’s
individual preferences given their condition leading to
awkward situations. As one patient relates:

“I can’t talk too long ...Yeah the personal care is ok,
(but) I've got so many people that I send them away,
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because it doesn't suit me and they talk and ask too
many questions, and I told them that I can't talk
(due to shortness of breath), and I have listed down
there the piece of paper, what they have to do, but
still they ask question and I said don't come back I'll
send for someone” (Int 2: Patient).

A sub-theme was the private and emotional needs to-
wards the end of life that goes beyond alleviation of
physical pain, as illustrated by this widower’s account of
his late wife’s wish and request to simply be held close
to him in her last days: “... that’s why she wanted us to
go back home from the hospice because she wants me to
lie beside her on the same bed but they can’t provide
that. So, she told the nurse ‘Oh, we’re going to go home”
(Int 1: FM).

The need to reconnect with one’s home and establish
a homely and family-like environment was said to be
critical and contributed to positive outcomes through
the psychosocial and physical interactions in patients’
experiences:

“He thought he was going to die, he hadn’t eaten for
a few days ... as soon as we sat down in his home
his face just lit up, changed, he wanted to eat, he ate
so much and he wanted cups of milo, he said I'm
just so happy to be in my surroundings” (Int 25:
HP).

On the other hand, one patient preferred the peace and
quiet environment of hospice services, which can some-
times be difficult to achieve at home.

Continuity of care in the community in the long term

Co-ordination and continuity of care in the community
emerged as another major theme, with a broad range of
views presented. According to a female hospice patient:
“I don’t want her (hospice staff nurse) to leave. I don’t
want her to go back ...as she was very comforting and
like family” (Int 32: Patient). Other views raised some
challenges in the continuity of care at the community.
Challenging issues discussed included: difficulty in navi-
gating the myriad of professional, administrative and
support personnel; and processes involved the pathway
from hospice to primary level care level. Participants felt
that adequate training of family member carers was vital
to the continuity of an acceptable standard of care at
home. Adequate training for family carers also gives
them the confidence they are not doing harm while ad-
ministering care or medication. Some patients who have
been advised of the need for continuing palliative ser-
vices through a hospice service environment are said to
have been reluctant to accept such advice for ‘fear’ of
hospices: “.. we are happy to see you but not hospice”
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(Int 44: Palliative Care Specialist). A lack of coordination
and communication had been raised regarding different
specialists prescribing medications to patients without
collaborating with other specialists looking after the
same patient. This had been suggested to contribute to
polypharmacy and potentially inappropriate medications
(PIM) at the primary care. According to one GP, she
often has to contact specialist to discuss what medications
she can get rid of: “that’s the danger of us doctors and
nurses and pharmacies, we think pills and medicine” (Int
7: GP). The amount of medications was said to also con-
tribute to confusion at the individual patient level: “some-
times my mum won’t want to take it or our routine gets
mixed up because we’re out and maybe she forgets to take
it or she just doesn’t want to take it yeah” (Int 6: FM).

One health provider suggested that a lot of GPs are
not keen on taking elderly Pacific clients, some of whom
are palliative cases, for various reasons including finan-
cial and language barriers, and they try and encourage
them away from their practice:

“.. because it takes for so long and they are paid by
the head not by the time spent with the person.... he
walks through the door for about 15 minutes ...for
old people, you're looking at half an hour .... first,
they’re slow in response, two they don’t know what
they’re doing and three they forget a lot of things. ...
and you have to pace it, so they are not the clients
that the GP’s look for to have in their practice. So
they try and wing them away from their practice
rather than keep them” (Int 16: GP).

Being a palliative care patient, regardless of the duration
and whether the care is carried out either at home or in
hospice, may not be the full experience for the patient
or the family; associated social, emotional and physical
issues may be important as well, but not adequately ad-
dressed. In addition, loneliness, and the realisation of
dying, can be taxing mentally in the hospice patients’
journey: “and the mental issues not addressed adequately
... That’s where I think euthanasia, some people just go ...
just put me to sleep... I don’t know if anyone to be honest
ever asked that question, how are you feeling with all of
this?” (Int 17: GP). Participants further raised the need
for clear and appropriate channels for families to engage
effectively with various health support services to avoid
confusion and unnecessary stress at critical times, and
after hours.

Information and communication

A general consensus among participants is the need for
accessible information that is adequate, consistent and
accurate. According to one hospice patient, prior admis-
sion as a hospice patient, she: “never heard about the
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company ... no idea” (Int 20: Patient). In turn, families
and patients who had been recipients of hospice services
played a critical role in changing attitudes towards a
more positive impression of hospice and associated pal-
liative services: “it took me two years to finally agree to
go to hospice ... and 1 tell you, once I try I never stop go-
ing there” (Int: 39 Patient). Pacific community health
providers stressed the need for education on hospice ser-
vices targeting Pacific communities. The importance of
such education to be conducted in a culturally appropri-
ate approach and format preferably by Pacific staff was
emphasised by a hospice cancer patient’s son: “... as soon
as they (hospice support staff) started talking to dad in
Samoan, immediately there was a connection, ... fantas-
tic but there were no Pacific clinicians, ... it would have
been quite nice to have someone at the clinical level”
(Int:30 (FM). Another hospice patient stressed the need
for information and communication in a language that is
best understood by patients and family members: “Even
though, even though we talk and I say yes, blab bla bla,
but maybe there’s something I'm not understood” (Int 22:
Patient).

The uncertainty around entitlements for hospice ser-
vices, often as it relates to one’s residency or citizenship
status contributes to Pacific people ‘standing back’
resulting in a passive approach to seeking hospice and
related health services. Likewise, entitlements for fam-
ilies to visit loved ones needs to be better communicated
if not managed. A family being restricted to visit a dying
son through instructions by the son’s partner can be
stressful: “this is insensitive we’re his family, we’re not go-
ing to have time limits, and so the (hospice) nurse said
well I'm sorry his partner has decided that” (Int 36: FM).

Participants emphasised the importance of health pro-
viders taking time to explore and understand culturally
appropriate modes and family channels of communica-
tion, and the appropriate times to raise and discuss cer-
tain topics such as those of a sexual nature or bodily
functions that may be culturally inappropriate to discuss
with both male and female relatives present. Participants
further noted that many Pacific families work multiple
jobs and that, as a consequence, the person that is the
ultimate decision maker, and critical to communicate
with, hardly meets the hospice staff during ward rounds:

“...he/she might be working day shifts, (so) you can’t
just deal with who is in the room, ... know the family
and look out for the person who is actually going to
lead ... everyone else is going to come and go but
there’s going to be that one person that takes
responsibility” (Int 17: GP).

The individual(s) making major decisions may be an ex-
tended ‘elder-wiser’ family who may not necessarily be
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residing in the household but could be a relative outside
NZ in a distant Pacific island.

A lack of clarity of links between care, health events
including serious medical outcomes or death can lead to
questions of trust. This may arise due to family mem-
bers’ interpretation of causes of events and whether
treatments were suitable at the time. This is especially
the case if family members were not present when a ser-
ious event occurs: “It’s just the caring thing ... the main
reason why my late wife passed away fast because she fell
over there ... That’s because of, I don’t know” (Int 1: EM).

Discussion

Five themes were identified from the data: perceptions
of hospice and palliative care services; families’ role is
looking after their own sick and elderly; experiences with
hospice and palliative services; continuity of care in the
community in the long term; and information and com-
munication. These five themes are interrelated and can
be supported by the existence of specialist palliative care
services at hospices, generalist palliative care at the pri-
mary health care level to compliment Pacific collectivism
and family approach to health decisions. The health sys-
tem and hierarchy of health professionals need to ac-
knowledge and appreciate the role of the family in
caring for the elderly and those at the end-of-life and ap-
preciate the need for communication in a culturally ap-
propriate context. This will also reinforce the reality that
palliative care is an important component of compre-
hensive health care more generally.

There is limited literature on Pacific hospice patients’
and carers’ perceptions on hospice and palliative care
services in NZ. This study showed there are notable gaps
in information and knowledge on hospice and palliative
services’ goals and core activities. This is consistent with
previous work by Frey and colleagues, who also reported
a general lack of awareness among Pacific and Maori
[16, 22] participants on the range of easily accessible ser-
vices associated with hospice care, as well as misconcep-
tions about eligibility to hospice services [17]. The
uncertainty around eligibility as related by participants
contributes to ‘standing back’ resulting in a passive ap-
proach to seeking hospice and related health services.

Pacific traditional and cultural family practices could
be better integrated into information about hospice and
palliative care to enable outcomes that are more effective
for Pacific families [14]. For example, “looking after your
own” elderly and critically ill family members as a para-
mount family obligation was a prominent theme. Fur-
therance and empowerment of families and family
carers’ confidence to actively participate in the appropri-
ate care of their own through better information, com-
munity education and resourcing is likely to improve
engagement with service providers and give better
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satisfaction with the use of services and possibly better
outcomes for patients [15, 16]. A vital issue is continuity
of care from specialist palliative care to general palliative
care services and through to primary care level. This
needs accounting for Pacific views on health and ter-
minal and supportive health care, thus aligning with key
principles of palliative care including cultural consider-
ations, choice of site of care, and communication [23].
Key players in imparting information and contributing
to a shift in Pacific populations perceptions of hospice
care are Pacific hospice patients and their families who
are often willing (if unknowingly) ‘community educators’
that would be valuable partners to address the commu-
nity gap in culturally appropriate education on hospice
services [16]. Such community education has the poten-
tial to alleviate some misconceptions identified by partic-
ipants. A particular example is administration of pain
relief, such as morphine, as tantamount to euthanasia. In
Pacific populations collectivism is a basic attribute, fam-
ilies are central, and personal relationships are highly
respected. Equally important during planning for com-
munity consultations/education and implementation is
to acknowledge that within the collective there are one
or more individuals who are ‘in charge’ and make final
decisions in critical situations such as end of life, prepar-
ing for the dying, ACP decisions, the dying process and
bereavement; all on behalf of the immediate family and
the collective [14]. The interview guidelines included a
specific question on the participants’ understanding and
utilisation of ACP. The study found that apart from
health providers, most of the other participants showed
hardly any meaningful awareness of ACP. Our findings
are in line with an evaluation of the Advanced Care
Planning Programme [10] which found that the wide
range of resources for training and information on
ACPO are in English and the need for resources in Pa-
cific languages; district health boards undertaking com-
munity programmes but engaged less with Pacific
communities. In instances where ACP Coordinators
followed up patients to review ACPs, some Pacific con-
sumers could not recall having conversations around
end of life planning or developing plans, further suggest-
ing that conversations and resources were not culturally
appropriate for consumers [10]. The health providers on
the other hand indicated either a lack of active promo-
tion of ACP due to busy schedules with one questioning
the need for ACP based on moral and individual beliefs.
The above evaluation also found although primary care
services sits across the ACP pathway, competing de-
mands and the time it takes to develop a plan especially
in a challenge in any general practice setting. At the
same time the role of the community is vital and un-
tapped in promoting ACP through building of relation-
ships over time in a culturally appropriate context [10],
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with consumers actively involved in writing their own
plans at homes; with someone they had a relationship
with and with family involved.

In a managed care climate, where palliative care pa-
tients contact is often with multiple health and medical
specialties, patients will increasingly see health care pro-
viders from cultural backgrounds other than their own.
The differences in beliefs, values and traditional health
practices are of particular relevance at the end of life
and may compromise continuity of care [24]. Specialists
not ‘talking to each other’ on medication management
of individual patients is a barrier to the efficient imple-
mentation of palliative care, as well as not helping with
the patient’s health literacy. The requirement for proper
discussion on limits of what treatment can achieve, and
the specialist informing the GP adequately was identified
as potentially leading to PIM. These findings are in line
with those from previous research which emphasised the
need for improved inter-professional communication, to
address PIM, especially in palliative care [25-30].

A robust and systematic process to elicit, record, and
integrate the patients’ expertise/experience, preferences
and priorities about medications creates an ongoing
space for patients or caregivers to participate in shared
decision-making. The critical role of primary care pro-
viders and their input at the primary care level and long
term is critical and needs recognition from a policy level
perspective and reinforce palliative care as an important
component of comprehensive health care [19]. Families
agreed that primary care should assist with encouraging
Pacific people to use hospice and palliative care services,
and hospice workers cited that a more sustainable in-
crease in understanding of hospice and palliative care
services can only take place through a strategic regional,
rather than individual level.

Death and terminal illness are understood and experi-
enced within a complex web of cultural contexts [31]
and the care for the terminally ill that lacks cultural sen-
sitivity may result in unwanted outcomes, poor interac-
tions and loss of trust in health care services in general
and health professionals [32]. Hence, the need for robust
and systematic open discussion and education of pa-
tients/families on medication use, potential side effects,
treatment priorities and the detailed documentation of
medical and physical events. Addressing the relative lack
of Pacific people in the palliative care and hospice work-
force and those who speak Pacific languages has been
shown to help patients and their family feel safe and
comfortable [5], as well as enriching any cultural con-
texts. A sub-theme identified is a perceived lack in ad-
dressing the mental and emotional needs including
loneliness and social isolation among patients. These
resonate with other studies involving Pacific populations
in NZ [33] which described experience of social isolation
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and loneliness and the need for more culturally appro-
priate services, greater mental-health support and more
service provision on weekends and evenings. Another
sub-theme identified is the need for a change of environ-
ment such as a ‘break’ from hospice environment prefer-
ably to re-visit one’s home or familiar environment.

The notion of ‘home’ is well known in everyday life
and its positive connotation in relation to palliative care
and issues related to end-of life and dying [34, 35].
These include the ethnic and spiritual need to ‘come
home’ by returning to one’s Pacific island of birth once
curative treatment is ceased and mortality accepted. In
that while dying means leaving life or hospice it is going
on a journey and ‘coming home’ [34]. The literature
talks about the elderly being reluctant to move to new
environments although often forced to do so either for
health care or migration. For them, a home plays a crit-
ical role in maintaining a sense of personal identity (in
this case one’s place of birth in the Pacific for example)
and independence, sustaining a meaningful existence,
and resisting institutionalization [36]. However, the
physical and emotional transformation of a home visit,
or the decision to go home as the last alternative to
achieve a dying wish, such as lying next to a loved one
in the same bed, is often not possible at a hospice. Par-
ticipants acknowledge that going back to one’s ethnic
‘home’, has significant social and financial implications;
in particular, families may be separated, as well as the
associated practical and cost barriers to international
travel for sick individuals, with limited availability of
hospice or palliative services in the preferred Pacific
islands destination. Also, leaving NZ to reside in another
Pacific island country means certain disability allowances
being discontinued as well as one’s NZ Superannuation
being reviewed for continuing full payment or payment
for only part of what one is entitled to. Among the few
exceptions to this rule is Niue which has an ‘Aged Ward’
in its hospital that provides some palliative services as
well as patients continuing to receive any NZ pensions
and entitlement allowances while residing outside NZ.
The participants suggested that a win-win situation from
a socio-economic perspective for both the NZ services
and involved families is feasible if similar ‘portable’ pen-
sions be applicable to other Pacific islanders returning
‘home’. These warrants exploring at the policy level,
given it has implications for the promotion and estab-
lishment of much needed quality hospice and palliative
care in the wider Pacific island region.

The vision of The New Zealand Palliative Care Strat-
egy [37] is for “All people who are dying and their fam-
ily/whanau who could benefit from palliative care
services have timely access to quality palliative care”.
Specific populations in New Zealand are recognised as
facing inequality in accessing and utilising hospice and
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palliative care including Maori and Pacific peoples [10].
Pacific people generally have a wide range of health be-
liefs and in particular towards end of life care. Palliative
care through hospices or primary care level therefore
provides an opportunity for a “Pacific meets West” plat-
form of medical care as Pacific people have little option
but to interact with so called Western health practices.
Promoting and seeking Pacific population’s views on pal-
liative care is an opportunity for further communication,
education and understanding to address the lack of
awareness and certain misconceptions about hospice
and palliative care goals and objectives. The findings
highlight the need for incorporating a whole of health
strategy through the evidence based knowledge within
palliative care and the cultural lens of Pacific such as
collectivism and the role of the family in care giving.
More importantly, hospice and palliative care comple-
ments therapies that aim to cure or control disease pro-
cesses throughout an illness and not just at the end of
life.

Limitations

Patients’ and families were already engaged with the hos-
pice and may be less likely to have experienced barriers
to accessing this service and is a potential study limita-
tion. Nonetheless, the participants also discussed their
experiences prior engaging with the hospice and pallia-
tive care services as well as discussing their experiences
with the services they are receiving and suggestions for
improvements. The study was carried out in only three
hospices and while the authors cannot generalise this
study finding to other Pacific populations it is also im-
portant to note that over 78% of Pacific people in NZ
live in the two regions where the study was conducted
(Auckland and Wellington). The interview schedule spe-
cifically asked for the participants’ understanding of hos-
pice, its goals, objectives and services. The participants
were also asked about their understanding of palliative
care and in terms of palliative care provided by the hos-
pice but not palliative care as a management approach.

Conclusion

Pacific people do not optimally benefit from hospice and
palliative care services as currently available. In part this
is due to a lack of awareness of the philosophy and prac-
tices of hospice and palliative care services, and partly
due to current health services that are culturally orien-
tated to autonomous and informed individuals.

There is thus a clear need for more educational pro-
grammes for Pacific populations on the philosophy,
goals and access to such services as well as the need for
the hospice to ‘come home’ either in the household or a
Pacific cultural framework and context, incorporating
the themes identified from this study.
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