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Abstract

There is increasing evidence that,
in practice, hospice care is predomi-
nantly accessed by white, middle-
class patients, who live in stable home
environments with available care-
givers and other supports. The present
challenge for researchers, adminis-
trators, and clinicians is to identify
populations of terminally ill patients
most in need of hospice care and to
direct services to these patients. As a
contribution to the development of this
area, this paper presents the findings
from a recent Australian hospice study
that examines the needs and experi-
ences of families from non-English-
speaking backgrounds. The findings
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indicate that it is as important to focus
on similarities as it is to highlight dif-
ferences.

Keywords: diversity, ethnicity, hos-
pice, multicultural, palliative care

Introduction

The hospi ce philosophy embracesa
democratic commitment to the provi-
sion of sensitive, skilled, and compas-
sionate terminal care to all members
of our community. However, thereis
increasing evidence that, in practice,
hospice care is predominantly ac-
cessed by the more privileged, mid-
dle-class, Anglo-Celtic patients, who
livein stable home environments with
available caregivers and other sup-
ports.t® The indications are that those
in greatest need may fall outside the
referral network to mainstream care
and differ significantly from the
demographics of the typical hospice
client.* The present challenge for
researchers, administrators, and clini-
ciansisto identify populations of ter-
minally ill patients most in need of
hospice care and to direct servicesto
these patients.® This realization is

accompanied by a growing concern
that the demographic reality of the
ethnic and cultural diversity evident
within Western societies must not be
ignored, and thus attention to ethnic
groupsis essential in developing equi-
ty of access to service provision in
palliative care.5°

Austraia’s population is one of the
most ethnically diversein the world.™t
In recent times, at both governmental
and service-delivery levels, there has
been an acknowledgment of the in-
equitiesthat exist in relation to access
to health care provision for families of
non-English-speaking background
(NESB).1>* However, there is only
scant work published on NESB fami-
liesin relation to hospice and pallia-
tive care, and the existing work usual-
ly deals with it tangential to broader
issues.®15 The assumptionismadein
the literature that the paucity of avail-
able research may be aresult not only
of limited work being carried out on
the topic, but, more importantly, that
the work completed is not being pub-
lished.** As a contribution to the de-
velopment of this area, this paper pre-
sents the findings from a recent
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Australian hospice study that exam-
ines the needs and experiences of
NESB familiesin relation to hospice
care. The study was conducted by the
Karuna Hospice Service (KHS), a
community-based hospice organiza-
tion that has a demonstrated commit-
ment to fostering equity of access to
palliative care through the medium of
research.®

Multicultural community
participation project

In August 1999, Karuna Hospice
Service embarked on a project to
develop culturally appropriate, home-
based, palliative care service that
would beinclusive of NESB families.
The project was principally funded by
KHS, although additional funds were
obtained from the state government
department of Multi-cultural Affairs,
Queensland. The aim of the project
was to identify theissues and needs of
people from a non-English-speaking
background and their families for
home-based care during the terminal
stage of illness. The expected out-
come was an increase in access and
participation of NESB families to
KHS sfree, 24-hour, at-home hospice
service.

The project was based on a strong
commitment to fostering collabora-
tion with organizations representative
of local ethnic communities and
sought to involve ethnic communities
in all phases of the project, including
planning, development, implementa-
tion, and evaluation. Preliminary
work was undertaken to establish rela-
tionships with key community leaders
in arange of ethnic groups. A steering
committee was established, which
reflected this ethnic diversity, and
planning was undertaken to run a
series of focus groups on the topic of
terminal care, involving representa-
tion from these ethnic groups.

Three focus groups were orga-
nized. These focus groups included
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Indian, Filipino, Chinese, and Italian
cultural groups, and carers that had
experience with KHS were also invit-
ed. The topic for discussion was an
exploration of different ethnic or cul-
tural attitudes toward terminal care
with a particular focus on the hospice
experience. Thefirst focus group had
12 participants, four Indian women,
five Filipino women, two Australian
women, and one Australian man. The
second had nine participants, all of
whom were Chinese with the excep-
tion of two Australian women. The
participants in the third focus group
were mostly Italian, including nine
women and three men, with the excep-
tion of two Australian women. In all
cases, the Australian representatives
in the focus groups were individuals
that had previously been involved
with KHS and attended the group to
provide an understanding to the other
participants of the work of the hospice
service.

The groups were conducted by a
researcher with expertise in qualita-
tive methodology in palliative care
and experience in running focus
groups. Participants were informed
that their words were being recorded;
they were informed of their rights to
voluntary participation, confidentiali-
ty, withdrawal, and control of infor-
mation offered; and all agreed to par-
ticipate in the study. Individuals were
asked to talk about their experience
coping with aloved one that was seri-
ously ill and to indicate their under-
standing of hospice care. Individuals
that had previous experience with
KHSwereinvited to provide their sto-
ries as away of explaining the work of
hospice. The discussions were audio-
taped and transcribed verbatim. Where
a participant spoke a language other
than English, an interpreter from the
appropriate ethnic group trandated the
wordsfor the transcript. All of thetran-
scriptswere then entered into aqualita
tive computer program and analyzed
thematically. All of the participants’

comments were coded, creating 55
free nodes. These free nodes were
then organized under eight categories
(actual experience with dying; atti-
tudes and cultural beliefs about death
and dying; sources of referrals; under-
standing of hospice; discussion on
KHS; volunteers; other helpful orga-
nizations; and strategies for fostering
NESB hospice services).

Findings
Actual experience with dying

There were some members of each
focus group that already had actual
experiencein caring for adying loved
one. These participants were not those
who were the invited clients of KHS,
and so their stories did not include
information about hospices. The main
issues these participants raised were
support, pressures, knowledge about
hospice, and referrals.

Support. Participants from all
groups spoke of the importance of the
support they received from family
members. Also, all groups talked
about the great difficulties they faced
when support was not available, such
as when family members becomeill,
do not seeit astheir roleto help, or the
patient lives alone.

Pressures on family and carer.
All of the groups spoke in great detail
of the pressures on family members
caring for aterminaly ill patient. The
problems described were asfollows:

* Thegreat demandsimposed onthe
carers, causing “alot of stressand
strain to organizelife around (the
patient’s) needs,” to the extent that
it “almost destroys your own life
and your own family’slife’;

* The subsequent “loss of asocial
life’;

» The lack of a break away from
the situation;
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 The problem of juggling work
commitments and responsibility
to other family members while
caring for the patient;

» The interference with work and
subsequent loss of income;

* The sheer physical hardship of
caregiving, such as heavy lifting
and lack of sleep;

» The emational sequelae of stress,
such as anger and a sense of
“losing control”;

« Conflict in the family about the
best way to approach the care of
the patient;

* The“helplessfeeling” of watch-
ing theloved one “gradually dete-
riorate” and “slowly go down
hill”; and

* The sense of guilt about feeling
negative and angry toward the
patient because of the stress
associated with the caregiving.

The emotional sequelae of this
experience was said to “get to you and
remain with you,” even after the loved
one had died.

Knowledge about hospice. With
the exception of KHS's past clients
and one person who had experience
with hospice in another state, the par-
ticipantsin all focus groups indicated
that they did not know about palliative
care services and hospices. Lack of
knowledge of hospice was indicated
by such statements as:. “we didn't
know about hospices...no doctor told
us,” or “wedidn’t know of any other
[palliative care] services.”

Referrals to appropriate ser-
vices. With the exception of those who
had been asked to participate in the
group as past clients of KHS, partici-
pantsin all groupsindicated that they
had not been referred to palliative care
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services. All groups indicated that
they had no choicein how they wished
to care for their loved one, as can be
seen by the following quotes:

«“At the hospital there is no
choice...if you bring the patient
home, they don’t provide you
anything” (Filipino);

« “1f we had a choice, we wouldn’t
send [loved one] to a nursing
home” (Chinesg);

* “You have no choice” (Italian).

Participants in the first two focus
groups noted that they werereferred to
local domiciliary nursing (home care)
that provided services such as bathing
and showering the patient. Partici-
pantsindicated that there were limitsto
these services, as can be seen by their
comments, for example, “they just gave
me aquick shower and it was, unfortu-
nately, avery quick shower” or “it was
bascaly to bath her...therewas akind of
rapport...out maybe while bathing, talk-
ing and chit chat could occur rather than
apieceof action.”

Participants indicated that “they
didn't know of any other services.”
Although they were referred to the
domiciliary nursing services from the
hospital, no mention was made of hos-
pices. The Cathay Club was men-
tioned by the Chinese participants as
an organization that helped with refer-
rals to appropriate services, for exam-
ple, “they are the information center
for alot of things...we know they are
there.” Nursing homes were used
because familiesfelt they had no other
option.

All groups spoke about the impor-
tant role of the local general practi-
tioner (GP). The GPwasinvolved in
diagnosing the terminal condition,
supporting the patient during the
home-based care, and recommending
the time for admission to hospital dur-
ing the dying trajectory.

Cultural belief associated with dying

Parti cipants spoke of the “different
ways of communicating” about death
and dying for people from different
cultures.

Talking about dying. Participants
from al of the cultural groupsindicat-
ed that it was not comfortable for their
ethnic group to talk about death or
dying. Examples of such statements
include:

« “| think this subject istaboo...we
didn’'t say youaredying” (Indian);

«“We don't speak of death be-
cause we are superstitious and
somehow feel if we speak it, we
will evokeit” (Filipino);

* “They don’'t want to talk about it
[dying]...that isvery Chinesein
a sense, so we just have to
respect it” (Chinese);

«“Oh, no, you are not going to
talk about this[death]” (Italian).

This inability to talk comfortably
about death was also noted to be
generic for Anglo-Celtic Australians.
For example, “| just want to say listen-
ing to you that | don’t think Europeans
talk even more humbly about death
and dying than you do.”

There was indication that to tell
patients about the terminal nature of
their disease was seen as the doctor’s
role. The “Western way” of informing
people directly was described as “too
abrupt,” “terrifying,” and “blunt.” In
other cultures, the notion that the per-
son is dying is gently revealed over
time. For example,

*“Wedidn't tell him that he was
dying...we couldn't tell...it is
part of our culture...l think he
knew what was going on, but he
didn’t say anything to us.” “We
speak about death, but we don’t
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speak directly to the person who
isdying...wetak everything and
we will speak around, but we
don't say it directly to the per-
son” (Filipino);

“Wedidn't say ‘you aredying'...
but he knew it was there’
(Indian);

“Chinese people do not want to
tell them straight away...the
news has to be very gentleand a
little bit at atime until the person
accepts that they need to pre-
pare...otherwise, wefind it alit-
tle cruel and sometimesthey just
can't accept it and they will just
shut you out altogether if you
tell them” (Chinese);

“Y ou don't want [hospice work-
ers] coming in and letting you
realize that you are dying at
home. | don’t want to know | am
dying. So, if only my family is
there looking after me, | am not
dying. | am still here” (Italian).

Dying in the home. As can be seen
by the following quotes, all cultural
groups represented in the three focus
groups indicated that it “is quite a nat-
ural thing” to want to care for a seri-
oudly ill family member at home.

«“| think it is a cultural thing...
you nursed your parents at
home, it was your duty to do
that and that is what we did...it
is an Indian thing, | think”
(Indian);

* “We haveto see our relationsin
the home, so we know where
they are and what they are like
to the last moment of their
lives. We want to be with them
rather then put them in anurs-
ing home or an old people
home...we look after them at
home” (Filipino);
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 “Most Chinese would by choice
if they could manageit...I think
it is acultural thing...like Chi-
nese relationship is a bit clos-
er...it is my responsibility to
look after my parents...they look
at it astheir right” (Chinesg);

« “We are tight-knit when things
are to be done at home and they
areto be done with the family...if
there is a problem, it is family
who copes, no one else is sup-
posed to beinvolved” (Italian).

This position was contrasted with
statements from an Anglo-Celtic
Australian, who stated that “in our
society, we are more selfish and fami-
ly demands are different...it is not
something that we have been expected
todo, | guess...itisjust not done.”

All groups indicated that, given the
choice, they would prefer to die at
home rather than in the hospital.
Quotations from each cultural group
indicating thisare asfollows:

*“They want to be at home...it
would be better to have a hos-
pice at home than in the hospital
because at home there is the
feeling that in our culture you
are surrounded with people you
want” (Filipino);

« “Thelast thing they want isto be
in hospital...| don’'t want to die
in hospital. | want to die at
home. | think it is a cultural
thing” (Indian);

 “Most Chinese would by choice
[choose to stay home], if they
could manage it...Yes, most
Chinese people would want to
be cared for at home” (Chinese);

« “[Patient] didn’t want to go to
hospital...they would much ra-
ther die in their own beds”
(Italian).

Thus, from the point of view of
wanting to care for the family member
at home and the family member by
choice wanting to die at home, there
was great similarity across all groups.
As one participant summed up the sit-
uation, “so, in some way, if we get the
message out, it may be an easier mes-
sage for these cultural groups, asitis
the way to go anyway...it is quite a
natural thing.”

All groups, however, also indicated
that there was anxiety surrounding the
last moments of life. There was a
generic anxiety expressed about being
capable of addressing the patient’s
medical needs. Participants talked about
“feeling a bit scared” or “freaked out”
at the thought of caring for the indi-
vidual during the dying trajectory. As
one participant stated, “I was thinking
if wewereto leave the hospital and |
was the only one...| would get crazy
along theway.” Thisfeeling state was
also confirmed by Anglo-Celtic Au-
stralians in the group who indicated
that “it became a pretty scary thing to
consider...I thought | would never be
able to do it.” The concern was that
without the correct knowledge, the
carer could “do more harm,” especial-
ly when “the thing starts to get com-
plicated.” As one participant stated,
“Otherwise, you feel guilty that they
are not being taken care of .”

In both the Chinese and lItalian
focus groups, it was stated that “ at the
very last moment [families] would
prefer [the patient] to go into hospi-
tal.” Onthisissue, the Chinese partici-
pants made statements such as “ most
of them are not brave enough to let the
person die at home...they don’t want
to dirty the house.” Comments from
Italian participants included “thereis
no way my children are going to see
[the patient] die in the house” or
“thereisnoway | would diein front of
my children.” It was considered that
when “the time comes, it is better to
goto the hospital, asit is better to look
after them.” The concern seemsto be
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about the“ guilt” becausethe patientis
“not being cared for properly.”

In the Italian focus groups, there
were many discussions (n = 4) on the
difficulty (i.e., the profound sadness
or perhapsfear) of seeing apersondie.
Such statements included “when you
have someone dying, it is not easy to
watch them die”; “it is not a good
thing to see the last breath”; or “I
could never have done that at home
and stayed in that house.”

Decision-making. Participantsin
the Italian focus group noted that the
family, rather than the patient, are to
decide on if and when the patient
would go to hospital. It was stated that
“the daughters are the main ones who
do the caring, but when the decision
comes to go to hospital, the brothers
decide.”

Privacy was seen as a very impor-
tant issue for both Chinese and Italian
families. With regard to Chinese fami-
lies, it was stated that “ most of them
try to keep it within themselves...if a
family member is sick, you discussiit
within the ethnic group.” Chinese par-
ticipantsindicated that their families
“don’t use public services, but keep it
[the care of the patient] within the
family.” Similarly, reference was
made to the importance of “Italian
pride,” the community was described
as “closed,” others were seen as
knowing a lot about “each other’'s
business,” and the judgments of others
were considered important. Thesefac-
torstrandate into areluctanceto allow
others into the home because “Italian
people are alittle critical” and to have
other families in the home during
sickness, when “you cannot keep your
house in the same way,” may make
onefeel asif “someone may be com-
inginand criticizing.” Consequently,
“the older generationswant to do it on
their own.” Traditional Italian fami-
lies were described as “tight-knit” and
“when things are to be done, they are
to be done within the family.” This
factor would make the idea of using a

American Journal of Hospice & Palliative Care
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community-based hospice difficult.
However, a suggestion was that it
could be somewhat overcome by
using non-Italian volunteers as assis-
tantsin the home. It was noted that the
reluctance to allow others into the
home “was breaking down now alittle
bit because people are realizing
that...there are more older people”’ and
“the newer generation [is] accepting it
[someone coming into the home to
help] more.”

The members of the first focus
group (Indian and Filipino) noted the
reverse of the above situation, stating
that they would “rather have someone
they don’'t know, since it is more
acceptable to us.” The reason given
for thisisthat “in our cultural context,
if someone does something for you,
then...you haveto pay back thefavor.”
By having the help provided by an
outside group, such as a hospice, the
family can be more assertive about
what they want and will not feel
indebted.

Language problems. Participants
in all three focus groups spoke about
the difficulties created by language
barriers for NESB families. It was
clearly stated that “language is a big
problem,” “the major issue is the lan-
guage,” and “the problem with commu-
nication.” Asone participant summed up
thesituation, “ Thefirst thing you need to
know if you are doing multicultura
work [is] you have to be careful of the
language.” Language was intricately
linked with the notion of power in the
health care setting. The inability to
speak fluent English leaves families
with a sense of disempowerment in
asserting choices and expressing needs
in mainstream health care. Because of
the language barrier, NESB families
arelesslikely to find out about or uti-
lize mainstream services offered:
“without the ability to communicatein
English, they wouldn’t know how to
use it, even if they know about it”;
“even if they know what to use, they
don’'t know how to useit...evenif you

cometo their home, they can't tell you
what they need.” In the hospital situa-
tion, difficulty with English leaves
patients “feeling lost,” and the lan-
guage barrier blocks important com-
muni cation with nurses.

Interpreter services are not easily
accessible: “even where the govern-
ment provides some sort of interpreter
service linked with centrelink, thisis
difficult to access; itisnot easy.” There
are legal problems with interpreters
being used to interpret medical infor-
mation, necessitating a patient to bein
hospital or followed up by the hospital
to qualify for the interpreter service.
Although these services provide a
number of free hours per month for
voluntary services, they are usually
well booked in advance and are not
well suited to the emergency needs of
hospices. One of the difficultiesisthe
sheer number of different diaectswith-
in one language. For example, “when
you are talking Chinese, you are talk-
ing about 20 or 30 more dialects that
elderly people speak...if you aim for
the Asian language, you will need alot
of volunteersto deal separately with al
thisdiversity of language’; “| wasfrom
northern Italy and | could just speak a
little bit [of his dialect]. However,
where the patient speaks no English or
does not have a close family member
who speaks English, an interpreter ser-
viceisessential.

Because dying raises sensitive emo-
tional and spiritual issues, there are
concerns that can best be expressed
only in the ethnic language, “ but when
they want to express themselves...
especially when the person is dying
and things come out, it isreally from
the heart and heart talk is Italian, not
in English...what comes from the
heart comes in your own language.”
Similarly, the ethnic language is seen
as more useful asatool for communi-
cating if thereisacrisisor you need to
motivate an individual. Reference was
made to the fact that individuals pray
in their own language.
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Suggestions were made to amelio-
rate language difficulties, including:
“an in-house [NESB] service and
someone who could speak the lan-
guage...would be abig help,” or nurses
who could speak the ethnic language
would be ableto build therapeutic rela
tionships more effectively. “If you had
a Chinese [nurse]...communication
could be built that much faster and
maybe while bathing a chit-chat could
occur rather than apiece of action”; “I
think the Italian language would help
because then they would be able to
express themselves better to the per-
son...when the nurses come.” There
was seen to be aneed for a coordinator
for NESB families. “These people
need someone who can really talk the
same language as the person, maybe a
volunteer or the staff, someone who
agrees to pick up the role [of advo-
cate].” It was stated that using ethnic
newspapers and radio stationsto com-
municate the message in a language
each culture would understand would
beimportant.

The issue was raised that, whereas
European Australians with a strong
command of English can feel empow-
ered in asserting their needs, for
NESB families this is difficult be-
cause of the power imbalance. The
“fear isthere” because of the “differ-
ent approaches to trying to explain.”
As one participant stated the case, “it
is much harder for us...we haven't got
that power...we would end up in the
hospital [or doing what we were told]
because we were so scared....| would
think | would rather [do what wastold,
evenif not agreeable] because | would
beintrouble.” Services such as KHS
were seen as providing an important
advocate for such individuals vulnera-
bleto the power of the system.

Volunteers. Participants in all of
the focus groups discussed the issue of
the cultural factors underpinning the
possible use of volunteers. Volunteers
were seen as important, particularly
when “nobody is there” to help,
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because family members who work
are not availableto help, and it avoids
the need to reciprocate for favorsren-
dered. “We normally go and help each
other...but then we have to help back,
S0, in a sense, we would rather have
somebody we don't know, so it is
more acceptable to us.” The respite
carethat volunteers provided was seen
as important. “If | could have some-
one release me for a day away from
home without worrying and not hav-
ing to rush back, that would be a great
help.” Volunteers were seen as being
able to get family members to do
things, such as eat, when a family
member might not. For example, “[the
patient] would not take anything |
offered, but he would do everything
for the volunteers.”

Participants were asked if it was
necessary for the volunteer to come
from the same ethnic group. There
was a mixed response on this issue,
indicating that, for many, the ethnicity
of the volunteer was not important.
Rather, the quality (helpfulness) of the
volunteer was more important than the
ethnicity, and it was considered im-
portant that the volunteer was respect-
ful of spiritual differences.

It was noted that to get volunteers
from some communities may be hard
because of theinvolvement of all fam-
ily membersin the workforce and the
high commitments individuals have
with activities in their spare time. It
was stated that in the Chinese commu-
nity this could be exacerbated because
people would not want to be avolun-
teer with a hospice, as they would not
want the bad luck associated with hav-
ing contact with people dying. How-
ever, the qualities of volunteers were
well respected, as can be seen by the
following comment: “l admire the
[volunteers'] courage...being able to
choose and say | am going to do that. |
admire your kindness.”

Spiritual sensitivity. Mention was
made of the need to respect the reli-
gious and spiritual philosophies of the

different cultural backgrounds. Parti-
cipants noted that their experience
with Buddhist practitioners was very
positivein thisregard, as“Buddhism
ismore encompassing of al religions”’;
“they don’'t come and push religion.
They ask you what you want, then they
are sure you get it.” Buddhism, al-
though seen as“foreign” to Westerners,
was described as a“ very appropriate”
philosophy for hospice because practi-
tioners are seen as “such gentle peo-
ple’ and thus would be most suited to
caring for the dying. It was considered
particularly attractive for the Chinese
community.

Provision of information on KHS

Participants in all groups asked
many questions about the service pro-
vided by Karuna Hospice Service.
Representatives from KHS were asked
to provide information on awide range
of topics and about how the service
implements the hospice philosophy,
including issues of autonomy, psy-
chosocial care, pain and symptom
management, information giving, 24-
hour care, spirituality, the continuum of
care, volunteers, and staffing.

Strategies
and recommendations

As noted throughout all discussions,
communicating the compassi onate hos-
pice message was difficult because it
was associated with death and dying, a
topic al cultures have difficulty han-
dling. In short, theproblemis“How isit
possible to talk about death when no
culture wants to hear about it?’ How-
ever, suggestions for starting to address
this problem included the following:

*Begin the process of talking
about dying and hospice: “it is
best to get it out there”;

« [t will beimportant to demonstrate
leadership in communicating the
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hospice message if this process
is to be effective. This means
that leaders of the ethnic com-
munities need to take responsi-
bility for communicating infor-
mation about hospices and will
need to take steps to introduce
KHSto their communities;

« For leadership to happen, it will
be necessary for KHS to contin-
ue to work with and convey the
hospice message to the “gate-
keepers’ of ethnic communities;

* There will be aneed to reach the
target audience of people that
are in the position of actually
having to cope with aloved one
whoisdying;

« Hospital doctors and local gen-
eral practitioners will need to be
targeted and convinced of the
importance of their providing
appropriate information and
referralsto NESB families;

» Use ethnic media, newspapers
and radio, to communicate the
hospice message in the appropri-
ate language. Some participants
noted that they learned about the
services of KHSthrough newspa-
per articles or the radio. It was
noted that KHS should pass
proofs of their mediarel eases on
to the appropriate ethnic group’s
|eaders before releasing them to
make sure the stories are cultural-
ly sensitive;

« Put out arequest for volunteers
on ethnic radio, saying that there
is the need for the volunteers
and describing the service;

e Link with other volunteer or
ethnic community organiza-
tions to access volunteers with
a variety of ethnic language
skills;
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» To alarge degree, people need
actual experience with hospices,
or at least with caring for the
dying, to understand the mes-
sage, and so it will require net-
working with people that have
actually had experience in this
area to communicate the mes-
sage to a broader audience. As
one participant stated, “we need
people actually going to KHS
for a while...it is very hard to
convince people...you have to
have[contact] withwhat KHSis
about and its spirit”;

|t is considered important to
“win the confidence” of families
in ethnic communities; and

« Communicate with the younger
generation, where the traditional
attitudes that act against com-
munication of the hospice mes-
sage are breaking down.

Discussion

The findings from this survey were
asurprise, asthey were contrary to the
original expectations. It was anticipat-
ed that individual s from ethnic groups
would emphasize the difference
between people rather than their simi-
larities. With the exception of the
important issue of language, most of
the participants’ statements indicated
a shared reality with regard to the
dying trajectory. In summary, the
common experience included stories
of hardship in caring for loved ones
that were dying when hospice was not
available, the lack of referrals to
appropriate services, the difficulties of
talking about issues of death and
dying, and the fear of the responsibili-
ty of caring for aloved one at home.
Also, there were shared stories of the
common desire to die at home, the
appropriateness of caring for family
members, and the appreciation for
hospice care when it was available.

However, the crucial issuein reaching
NESB families, asit isfor mainstream
Anglo-Celtic families, is that because
hospice is associated with dyingitisa
difficult message to communicate.
The participants were forthcoming
with important suggestions about
strategies to assist the process, based
on networking and building relation-
ships within communities to convey
the hospice message through cultural-
ly sensitive community networks and
the ethnic media. Such a process
needs |eadership and the possibility of
direct contact with those that have had
hospice experience.

Hospice is not a concept restricted
to Western Anglo-Celtic countries and
there is evidence in the literature of
recent hospice initiativesin all of the
cultures included in the present
study.'52! Hospice is a philosophy
with a generic appeal across culture
and ethnicity. The findings from the
present study affirm Gunaratnam’s?
critique of multiculturalismin pallia-
tive care that thereisadanger inherent
in too exclusively focusing on ethnic
difference. Indeed, the present find-
ings indicate, as Gunaratnam?? pre-
dicts, that an emphasis on difference
may cover or disguise the essential
similarities in the dying experience
across cultural groups. The similari-
ties, it is argued, are as important as
the differences in informing our
understanding of strategies to bring
hospice care to the majority of people
within our societies.

Conclusion

Thefindings from this research can
be summarized concisely in two state-
ments by participants: first, “I don’t
think we arereally too much different,
we are putting too much emphasis on
our ethnic group”; and, secondly, “the
word that help isthereisimportant.”

For all individuals, no matter what
their background, the holistic and indi-
vidualized care offered by hospicesfor
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both the patientsand their familiescan
be of immense value. There are indi-
cations of real hardship for those who
have to cope with the demands of car-
ing for loved ones during the dying
trajectory, when such services are not
available. Thus, it is of the utmost
importance that we bring the hospice
message to as many as possible. The
findings presented in this paper indi-
cate that in our attempts to communi-
cate the hospice message in acultural -
ly diverse society it is asimportant to
remember our shared humanity as
well asour difference.
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