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Background: Psycho-oncology is a branch of research related to cancer care that focuses on the psychological, behavioural,
spiritual, physical and social aspects of the cancer experience. Whilst psycho-oncology and its applications are relatively nascent,
there is a paucity of research regarding the psycho-oncological considerations for Indigenous communities. Due to the deleterious
impacts of colonisation, the burden of disease experienced amongst Indigenous Peoples is disproportionately higher than in non-
Indigenous populations. Yet, the lack of attention paid towards the development of appropriate models of care fails to refect this.
Terefore, this systematic review aims to build an understanding of psycho-oncology for Indigenous Peoples, globally.
Methods: Two independent reviewers searched PubMed, Embase, Web of Science, PsychInfo and ProQuest using a pre-
established search strategy. Te search was not limited by geographic setting, language, age or gender. Qualitative studies with
Indigenous participants that focused on the psychological experiences related to cancer were eligible for inclusion. Included
articles were critically appraised using the Joanna Briggs Institute appraisal tool for qualitative studies, and thematic fndings were
meta-aggregated.
Results:Te search identifed 5632 articles; after screening, a total of 21 studies were included. During themeta-aggregation phase,
11 synthesised fndings were identifed: structural racism, biomedical health systems, colonisation, shame, fear, loneliness,
spiritual pain, loneliness, gratitude, connection, strength and feeling all consumed.
Conclusion: Tere is a need to prioritise and involve Indigenous healthcare workers in all stages of the cancer experience to
preserve traditional, cultural and spiritual ways of healing and to deliver culturally responsive healthcare for Indigenous patients.
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1. Introduction

Emotions inform our behaviour and have a substantial
impact on our overall health and well-being. As such, it is
just as important to evaluate and monitor emotional aspects
related to cancer experiences just as it is standard to rou-
tinely monitor cancer patients’ physical indicators in order
to ensure a holistic treatment plan [1]. A cancer diagnosis
can be traumatic for both the patient and family, and the
ensuing treatment journey can be overwhelming; thus,

a deep understanding of the psychological perspectives and
emotional state of the patient, carer and families is integral to
a cancer support plan.

Cobo defnes Indigenous communities, peoples and
nations as those ‘who maintain a historical connection with
the land and ways of doing that existed before invasion and
colonization. Indigenous peoples are committed to safe-
guarding, fostering, and passing on to future generations
their ancestral lands, along with their cultural identity, which
serves as the foundation for their ongoing existence as
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Communities’ [2]. Colonisation has severely disrupted or
exterminated Indigenous Peoples lives at a social, economic,
cultural and spiritual level through means such as massacre,
displacement, residential schools and forced labour [3].
Terefore, colonisation is recognised as having a funda-
mental impact on the overall current social educational and
health inequality experienced by Indigenous Peoples, as
perpetuated by social systems that are inherently racist [4].

Indigenous Peoples’ unique connection to culture,
family and community cannot be ignored in the treatment of
cancer, as the health of an individual is determined by the
emotional, cultural, social and physical well-being of their
entire community [5]. Te Australian National Aboriginal
and Torres Strait Islander Cancer Framework specifes that
optimal cancer care should be ‘person centred so that the
whole person (including family and cultural role) is con-
sidered, and the psychosocial, cultural and supportive care
needs and preferences of Indigenous People are addressed
across the continuum of care’ [5]. However, most healthcare
systems fail to achieve this, due to the lack of acknowl-
edgement and recognition of the role family and community
plays in cancer survivorship. Te consistent pattern of
suboptimal treatment for Indigenous Peoples is refected in
the increased likelihood to be diagnosed with cancer and
lower survival rates [6, 7]. Tis increased disease burden is
evidence that on a systemic level, the healthcare system is
failing to successfully engage and support the well-being of
Indigenous Peoples cancer experience. Te disparities in
cancer morbidity and mortality between Indigenous and
non-Indigenous populations require targeted eforts in
colonised countries [8]. It is necessary to explore psycho-
oncological factors related to the experience of cancer for
Indigenous Peoples to improve understanding so existing
models of care can be re-evaluated and modifed in align-
ment with Indigenous values and needs. To this end, this
qualitative systematic review aims to collate psychological
experiences of cancer for Indigenous Communities globally.

2. Methods

Tis qualitative systematic review has been registered with
the International Prospective Register of Systematic Reviews
PROSPERO (CRD42023418335) and the Joanna Briggs
Systematic Reviews register. Tis qualitative systematic re-
view is also reported in accordance with the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses
(PRISMA) guidelines statement (Appendix 1). A prior
search of PROSPERO and PubMed did not yield any similar
studies.

2.1. Positionality. It is important for researchers to self-
situate due to the infuence of researcher subjectivity on
the design, analysis and interpretation of research outcomes
[9]. Tis study brings together a team that values the role of
lived experiences and strength-based narratives in research
related to healthcare for Indigenous Peoples. Te primary
author is a non-Indigenous Honours student, and the
supporting team comprises both Indigenous and non-

Indigenous researchers with extensive experience and in-
volvement in Indigenous health research and qualitative
methodologies. Te title, abstract screening, appraisal and
data extraction were performed by a team of mixed In-
digenous and non-Indigenous researchers.

2.2. Identifying Studies for Inclusion. A pre-established
search strategy which included keywords of ‘Indigenous’,
‘Psychology’ and ‘Oncology’ and their variants was used.Te
databases screened for identifying eligible literature included
PubMed, Embase, Web of Science, PsychInfo, CINAHL and
PROQUEST from conception to August 2024. For example,
the search strategy used for PubMed Database was as fol-
lows: frst nation∗“[tw] OR “pacifc islander∗”[tw] OR
“torres strait islander∗”[tw] OR aborigin∗[tw] OR aleut∗[tw]
OR aymara[tw] OR bushmen[tw] OR chukchi[tw] OR
chukotka∗[tw] OR eskimo∗[tw] OR indian∗[tw] OR
indigen∗[tw] OR inuit∗[tw] OR inupiaq[tw] OR inupiat[tw]
OR khanty[tw] OR maori∗[tw] OR mapuche[tw] OR metis
[tw] OR native∗[tw] OR navaho∗[tw] OR navajo∗[tw] OR
nenets[tw] OR quechua[tw] OR sami[tw] OR samoan∗[tw]
OR tribal[tw] OR tribe∗[tw] OR xingu∗[tw] OR yupik[tw]
OR yupik[tw] OR zuni[tw] OR “American Native Conti-
nental Ancestry Group”[mh] OR “Native Hawaiian or Other
Pacifc Islander”[mh] OR “indigenous peoples”[mh], Psych∗
[tw] OR Emotion∗[tw], Onco∗[tw] OR Cancer∗[tw] OR
Chemo∗[tw]. Te search strategy was tailored as per the
requirements of the individual databases (Appendix 2).

Search fndings from the fve databases were exported to
Covidence for de-duplicating the search results, manage-
ment of papers and also screen and shortlist relevant papers.
Titles and abstracts were manually screened by two in-
dependent reviewers (ES and MC) against the predefned
inclusion criteria to discern eligibility and advance to full-
text phase of the review. Te studies that were included had
to be empirical research, qualitative or mixed methods (with
clear qualitative illustrations) in design. Studies had to focus
on Indigenous experiences, perspectives and psychological
aspects of the cancer experience. Where papers contained
Indigenous and non-Indigenous participants, they were
included if illustrations were attributed to participant’s
Indigenous status. Publications had to be available in
hardcopy or in downloadable form in English, French or
Spanish. No geographic or publication date restrictions were
placed on studies. Studies that were excluded included
quantitative studies, other systematic reviews and confer-
ence proceedings, and focused on cancer survivorship and
non-Indigenous perspectives on cancer. Any disagreements
between the researchers were resolved via group discussion.
Although eforts to minimise publication bias have been
made, the reviewers are cognisant that the limitation of
language could have resulted in the loss of data described in
Native languages.

2.3. CriticalAppraisal. Two independent reviewers (E.S. and
M.C.) performed critical appraisal of all the studies using the
JBI critical appraisal tool for qualitative studies due to its
higher sensitivity to study validity and focus on methodo-
logical congruity [10].
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2.4.DataExtractionandSynthesis. Data extraction was done
in two phases. Both phases employed the JBI System for the
Unifed Management, Assessment and Review of In-
formation (SUMARI) extraction tool [11]. Te frst phase
outlined study characteristics, whilst the second phase
entailed comprehensive extraction of data (illustrations and
frst-person narratives) by the reviewers. Every piece of data
was independently reviewed and scored within JBI SUMARI
as either ‘Unequivocal (U)’, ‘Credible (C)’ or ‘Not Supported
(NS)’; the ultimate score for each fnding was based on inter-
reviewer agreement. Te fnal synthesis of fndings was
achieved manually by transferring all the fndings from
SUMARI onto a whiteboard and identifying common
phrases, concepts and generating categories and ultimately
synthesised fndings from these.

3. Results

Te systematic search yielded 5632 articles, of which 1832
were duplicates, resulting in 3820 unique articles eligible to
screen for inclusion. After title and abstract screening, 147
texts were retrieved for full-text review; during this phase,
127 studies were excluded, primarily due to study design. A
total of 21 studies were included in this qualitative systematic
review (Figure 1). Te inter-reviewer score from the critical
appraisal had a mean of 7.52 and studies performed well
across most indicators except for researcher infuence and
the lack of statements locating the researcher(s) culturally
and theoretically (Appendix 3).

3.1. Study Characteristics. Te included papers were pub-
lished between 1996 and 2025 (September). Four studies
were from Australia [12–15], 10 from the United States of
America [16–25], two from Canada [26, 27], three from
New Zealand [28–30] and one from Samoa [31] (Table 1).
Included studies ranged in study design which included
secondary qualitative analysis [12], qualitative descriptive
study [16, 22, 24], phenomenological study [17, 19], quali-
tative thematic analysis [13, 18, 20, 23, 28, 29], patient-
oriented qualitative study [26], photovoice [27] and eth-
nography [21, 25]. Indigenous peoples included from these
studies represent Aboriginal and Torres Strait Islander
communities [12–15], American Indian and Alaska Native
communities [16, 18, 20–25], Native Hawaiian communities
[17, 19], First Nations and Inuit communities [26], Samoan
[31] and M�aori communities [28–30].

3.2. Synthesised Findings. From 253 illustrations, 48 cate-
gories were generated and aggregated into 11 synthesised
fndings (Appendix 4). Tese 11 synthesised fndings en-
compass structural racism, biomedical health systems, col-
onisation, shame, fear, connection, strength, spiritual pain,
loneliness, gratitude and feeling all consumed. From these
fndings, a conceptual model was developed (Figure 2) to
visually represent the psycho-oncological factors related to
the cancer journey for Indigenous Peoples, which depicts
a landscape that refects the strong cultural relationship
between peoples, communities and land.

3.3. Structural Landscape. Tree factors at a structural level
provided the backdrop for the experience of cancer for
Indigenous Peoples, including colonisation [18, 23, 26],
racism [18, 20, 27] and biomedical health systems
[13, 14, 18–20, 23, 26–30]. Tese factors are embedded deep
within all struggles and battles faced by an Indigenous
person.

Colonisation [18, 23, 26] has created mistrust inWestern
healthcare systems as well as environmental changes related
to colonial development that has impacted cancer incidence,
such as polluted water [23], fast-food diets and modern-
isation of society [18]. Refecting mistrust, an Anishinaabe
community member shared the ways in which colonisation
has prevented transmission of Indigenous knowledges: ‘Te
Elders told me that there were ways of preventing cancer.Tey
also said that medicine people knew how to cure cancer,
however, this highly regarded knowledge has not been passed
on to the next generation. Christian authority and the Ca-
nadian law prevented First Nations People from assembling to
feast, dance or perform ceremonies. Traditional gatherings
where knowledge was passed from the Elders and medicine
people to the younger generation ceased to take place. . . Many
healers suppressed their medical knowledge fearing retribu-
tion and persecution from the church and Canadian gov-
ernment. During the decades when it was illegal to practice
traditional ceremonies, many of the medicine people, who
possessed the knowledge to cure cancer, died [23]’. Worry
about imposed causes of cancer was also identifed: ‘Food
causes cancer. Traditional foods such as wild meat and berries
were replaced by foods-of-convenience and foods prepared by
frying in fat. Foods-of-convenience include products that are
processed, high in fat content, and have preservatives and
additives. . . cancer thrive[s] on chemicals in processed food
[23]’.

Structural racism [18, 20, 27] is a repercussion of col-
onisation and is deeply embedded within institutions,
governing structures and policies. For example, healthcare
systems continue to disenfranchise Indigenous Peoples by
gatekeeping [20] healthcare resources and failing to provide
culturally safe care [20, 27]. Te included studies highlighted
that Indigenous communities were cognisant of the inferior
treatment and associated humiliation they experienced. Tis
was illuminated by an American Indian/Alaskan Native
Community Member: ‘Our prayers and some of our spiritual
ways are diferent from the White society. . . People used to
come in the hospital to pray for some of the people. [Providers]
would poke fun and say, “Well, whatever, you know, they’re
going to ring a bell for you, and it’s going to heal you.” It was
very racist [20]’. Racial profling induced feelings of alien-
ation for Indigenous patients: ‘When I go to the hospital, I
have to dress up because I notice, when I dress up, I’m treated
diferently. . . If I just go in in my blue jeans and T-shirt and
my canoe sweatshirt. . . it’s immediately drugs [20]’. A very
common experience was the feeling of isolation due to lack
of cultural understanding by providers when it came to
familial involvement in the cancer experience: ‘What they
don’t understand is that, all these people wanted to come in
and visit me. . . and they tell you no. But I tell you what, my
family came in. . . when they wanted them to leave, they’re not
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going to leave. Tat is when the care starts getting really bad
because we’re there with our family and our friends, and they
want to shut them out and not inform them of. . . what is
happening, and that is all what our religious and cultural
belief is [20]’.

Biomedical models of healthcare are underpinned by
colonial values which create environments of disregard
towards holistic approaches for well-being. Tis has resulted
in systemic barriers that prevent Indigenous Peoples from

optimising available mainstream health services
[12–14, 18–20, 23, 26–28]. A commonality between a lot of
community members was their frustration with limited
resources [14, 23, 27] as well as poor healthcare worker
understanding and support: ‘So, I had stitches, and I had
staples, and I had a port in. I couldn’t move. . . Everybody was
saying, “Call this person, this person,” so I have four diferent
providers who were taking care of me, and no one is really
being responsible for my pain [20]’. Another sentiment

References from other sources (n = 436)
Citation searching (n = 0)
Grey literature (n = 436) 

Studies screened (n = 3800)

Studies sought for retrieval (n = 142)

Studies assessed for eligibility (n = 99)

References removed (n = 1832)
Duplicates identified manually (n = 10)

Duplicates identified by Covidence (n = 1822)

Studies excluded (n = 3658)

Studies not retrieved (n = 0)

Studies excluded (n = 78)
Duplicates (n = 2)
No full-text (n = 0)

Wrong setting (n = 24)
Wrong outcome (n = 31)
Wrong indication (n = 8)

Wrong study design (n = 13)

Studies included in review (n = 21)

Studies from databases/registers (n = 5196)

Id
en

tif
ic

at
io

n
Sc

re
en

in
g

in
clu

de
d

Figure 1: PRISMA fow diagram.

4 European Journal of Cancer Care



Ta
bl

e
1:

St
ud

y
ch
ar
ac
te
ri
st
ic
s.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

de
G
ro
ot

et
al
.2

02
4

[1
5]

O
nl
in
e
ya
rn
in
g
ci
rc
le
s
fo
llo

w
ed

by
an
al
ys
is
ut
ili
sin

g
an

in
du

ct
iv
e

th
em

at
ic

ap
pr
oa
ch
.

A
us
tr
al
ia

To
am

pl
ify

th
e
vo
ic
es

of
Fi
rs
tN

at
io
ns

in
di
vi
du

al
s
im

pa
ct
ed

by
ca
nc
er

an
d

ad
va
nc
e
th
e

de
ve
lo
pm

en
t
of

a
cu
ltu

ra
lly

in
fo
rm

ed
ca
re

pa
th
w
ay
.

C
an
ce
r
ex
pe
rt
s,

in
cl
ud

in
g
Fi
rs
t

N
at
io
ns

pe
op

le
liv
in
g
w
el
lw

ith
an
d

af
te
r
ca
nc
er
,h

ea
lth

pr
of
es
sio

na
ls,

re
se
ar
ch
er
s
an
d

po
lic
y
m
ak
er
s

A
to
ta
lo

f4
4
pa
rt
ic
ip
an
ts

pa
rt
ic
ip
at
ed
—
pa
rt
ic
ip
an
ts

se
lf-
id
en
tif

ed
as

Fi
rs
tN

at
io
ns

pe
op

le
liv
in
g
w
ith

an
d
af
te
r

ca
nc
er

(n
�
11
),
he
al
th

pr
of
es
sio

na
ls
(n

�
15
)
an
d

re
se
ar
ch
er
s
or

po
lic
y
m
ak
er
s

(n
�
12
).
O
ft
he

to
ta
ls
am

pl
e,

37
%

id
en
tif

ed
as

Fi
rs
t
N
at
io
ns

an
d
79
%

id
en
tif

ed
as

fe
m
al
e.

M
od

el
s
of

su
rv
iv
or
sh
ip

ca
re

ne
ed

to
in
te
gr
at
e

fa
m
ily
-c
en
tr
ed

ca
nc
er

ca
re

to
ho

lis
tic
al
ly

su
pp

or
tF

ir
st

N
at
io
ns

pe
op

le
th
ro
ug
ho

ut
an
d

be
yo
nd

th
ei
r
ca
nc
er

jo
ur
ne
y.

Ev
er
y
et

al
.2

02
4
[3
1]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s
fo
llo

w
ed

by
th
em

at
ic

an
al
ys
is

Sa
m
oa

To
in
ve
st
ig
at
e
th
e

pa
lli
at
iv
e
ca
re

ex
pe
ri
en
ce
s
of

Sa
m
oa
n
pa
tie
nt
sw

ith
ca
nc
er

an
d
th
e

im
pa
ct

th
es
e

ex
pe
ri
en
ce
s
ha
ve

on
th
ei
r
qu

al
ity

of
lif
e.

Pa
tie
nt
s
w
ith

ca
nc
er

re
gi
st
er
ed

w
ith

th
e

Sa
m
oa

C
an
ce
r

So
ci
et
y,

or
pa
tie
nt
s

re
ce
nt
ly

di
sc
ha
rg
ed

fr
om

th
e
m
ai
n

te
rt
ia
ry

ho
sp
ita

li
n

Sa
m
oa
.

A
to
ta
lo

f1
9
pa
rt
ic
ip
an
ts

w
er
e

re
cr
ui
te
d,

fe
m
al
es

(n
�
11
,

57
.9
%
)
th
an

m
al
es

(n
�
8,

42
.1
%
).
Pa

rt
ic
ip
an
ts

ha
d
an

av
er
ag
e
ag
e
of

55
ye
ar
s
(r
an
ge

25
–7
1)
,w

ith
th
e
m
aj
or
ity

ag
ed

50
or

ol
de
r
(n

�
15
,7

9%
)
an
d

68
%

(n
�
13
).

Im
pr
ov
in
g
pa
lli
at
iv
e
ca
re

by
im

pr
ov
in
g
ac
ce
ss

to
op

io
id
s
an
d
su
pp

or
tf
or

fa
m
ily

ca
re
gi
ve
rs
.E

fo
rt
s

sh
ou

ld
be

m
ad
e
in

ha
rn
es
sin

g
th
e
st
re
ng

th
s

of
Sa
m
oa
n
cu
ltu

re
,

in
cl
ud

in
g
th
e
st
ro
ng

se
ns
e
of

fa
m
ily

an
d
th
e

ro
le

of
re
lig
io
n,

to
pr
ov
id
e
su
pp

or
ta

nd
ca
re

fo
r
pa
lli
at
iv
e
pa
tie
nt
s.

Pe
re
lin

ie
ta

l.
20
25

[3
0]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s
(T
al
an
oa
)

fo
llo

w
in
g
a
ge
ne
ra
li
nd

uc
tiv

e
ap
pr
oa
ch

to
an
al
ys
e
th
e
da
ta

N
ew

Ze
al
an
d

To
ex
pl
or
e
Pa

ci
fc

pe
op

le
s
liv
ed

ex
pe
ri
en
ce

of
ca
nc
er

an
d
its

tr
ea
tm

en
ti
n

th
e
A
uc
kl
an
d
se
tti
ng

.

Pa
ci
fc

pa
tie
nt
s

un
de
r
th
e
A
uc
kl
an
d

Re
gi
on

al
C
an
ce
ra

nd
Bl
oo

d
Se
rv
ic
e

A
to
ta
lo

f1
0
pa
rt
ic
ip
an
ts

w
er
e

in
te
rv
ie
w
ed
,1

0
fe
m
al
e
an
d

th
re
em

al
ep

ar
tic
ip
an
ts
w
ith

ag
e

ra
ng

in
g
fr
om

25
to

71
ye
ar
s

C
al
ls
fo
r
pr
io
ri
ty

to
w
ar
ds

re
du

ci
ng

ba
rr
ie
rs

to
ac
ce
ss

of
ca
re

an
d

cr
ea
tin

g
a
m
or
e
cu
ltu

ra
lly

sa
fe

pa
th
w
ay
.

W
ill
ia
m
s
et

al
.2

02
5

[2
9]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s
fo
llo

w
ed

by
re
fe
xi
ve

th
em

at
ic

an
al
ys
is

N
ew

Ze
al
an
d

To
ex
pl
or
e

en
do

m
et
ri
al

ca
nc
er

su
rv
iv
or
s’

ex
pe
ri
en
ce
s
of

be
in
g

of
er
ed

nu
tr
iti
on

an
d

w
el
l-b

ei
ng

ad
vi
ce
.

Pa
ci
fc
,M

ao
ri
an
d

Eu
ro
pe
an

et
hn

ic
ity

pe
op

le
w
ho

ha
d

co
m
pl
et
ed

tr
ea
tm

en
t

fo
r
en
do

m
et
ri
al

ca
nc
er

in
th
e
pa
st

12
m
on

th
s

Et
hn

ic
ity

of
th
e
pa
rt
ic
ip
an
ts

w
as

M
� ao
ri
(n

�
5)
,P

ac
if
c

Pe
op

le
s
(n

�
5,

in
cl
ud

in
g

Sa
m
oa
n
n

�
3,
To

ng
an

n
�
1
an
d

K
ir
ib
at
in

�
1)

an
d
N
Z

Eu
ro
pe
an

(n
�
5)
.A

ge
ra
ng

e
w
as

34
–7

4
ye
ar
s

(m
ed
ia
n

�
57

ye
ar
s)
.

A
ho

lis
tic

ca
re

pr
og
ra
m

co
ul
d
fa
ci
lit
at
e
w
id
er

ac
ce
ss

to
nu

tr
iti
on

an
d

w
el
l-b

ei
ng

ad
vi
ce

an
d

be
tte

r
m
ee
t
th
e
ne
ed
s
of

th
is
po

pu
la
tio

n.

European Journal of Cancer Care 5



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

Be
rn
ar
de
s
et

al
.2

02
0

[3
2]

M
ix
ed

m
et
ho

ds
an
d
in
te
rv
ie
w
s

-
M
ed
ic
al

ch
ar
tr

ev
ie
w

-
H
os
pi
ta
lp

at
ie
nt

da
ta

-
D
ea
th

Re
gi
st
ra
tio

n
D
at
a

A
us
tr
al
ia

Im
pr
ov
e
ou

r
un

de
rs
ta
nd

in
g
of

In
di
ge
no

us
pa
tie
nt
s’

ex
pe
ri
en
ce

an
d
th
e

qu
al
ity

of
en
d-
of
-li
fe

ca
re

to
id
en
tif
y

pr
io
ri
ty

ne
ed
s
of

In
di
ge
no

us
A
us
tr
al
ia
ns

w
ith

ca
nc
er
.

A
bo

ri
gi
na
la

nd
To

rr
es
St
ra
it
Is
la
nd

er
pe
op

le
w
ith

ca
nc
er
at

th
ei
r
en
d
of

lif
e.

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:
ha
d

a
ca
nc
er

di
ag
no

sis
,w

er
e

in
di
ge
no

us
A
us
tr
al
ia
n,

ag
ed
≥

18
ye
ar
sa

nd
ab
le
to

un
de
rs
ta
nd

En
gl
ish

Sa
m
pl
e
siz

e:
24
8
ad
ul
t

In
di
ge
no

us
pe
op

le
;5

8
pa
rt
ic
ip
an
ts

di
ed

(2
3%

)
du

ri
ng

th
e
pe
ri
od

of
da
ta

vi
a
lin

ka
ge

an
d
w
er
e
in
cl
ud

ed
in

th
is

an
al
ys
is.

48
%

di
d
no

tr
ep
or
t
an
y

un
m
et

ne
ed
s.
17
%

w
or
ri
ed

ab
ou

tt
he

tr
ea
tm

en
tr

es
ul
ts
,1

6%
m
on

ey
w
or
ri
es

an
d
16
%

an
xi
et
y

U
til
isa

tio
n
of

pa
lli
at
iv
e

ca
re

se
rv
ic
es

th
at

m
an
ag
e

a
fu
ll
ra
ng

e
of

ph
ys
ic
al

an
d
ps
yc
ho

so
ci
al

ne
ed
s

w
as

lo
w
.

Bu
rn
et
te

et
al
.2

02
1

[1
6]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s

A
na
ly
sis

—
qu

al
ita

tiv
e
de
sc
ri
pt
iv
e

an
al
ys
is—

id
en
tif
yi
ng

co
re

co
nc
ep
ts

an
d
th
em

es
.

U
SA

W
ha
t
fa
ct
or
s

pr
om

ot
e
an
d

un
de
rm

in
e
th
e

re
sil
ie
nc
e
of

In
di
ge
no

us
w
om

en
w
ho

ex
pe
ri
en
ce

ca
nc
er
?

A
m
er
ic
an

In
di
an

an
d
A
la
sk
an

at
iv
es
in

th
e
U
SA

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

In
di
ge
no

us
w
om

en
fr
om

th
e

N
or
th
er
n
Pl
ai
ns

re
gi
on

of
th
e

U
.S
.I
nc
lu
sio

n
cr
ite
ri
a
w
er
e
(a
)

ha
vi
ng

an
y
ty
pe

of
ca
nc
er

w
ith

in
10

ye
ar
s
of

da
ta

co
lle
ct
io
n;

(b
)N

o
re
cu
rr
en
ce

of
ca
nc
er

sy
m
pt
om

s
an
d

co
m
pl
et
io
n
of

tr
ea
tm

en
t

re
gi
m
en
;(
c)

be
in
g
fe
m
al
e,

se
lf-
id
en
tif
yi
ng

as
In
di
ge
no

us
;

an
d
(d
)r
es
id
in
g
in

So
ut
h

D
ak
ot
a

Sa
m
pl
e
siz

e:
43

88
%

of
pa
rt
ic
ip
an
ts

in
di
ca
te
d
pe
rs
on

al
gr
ow

th
in

re
sp
on

se
to

ha
vi
ng

ca
nc
er

C
al
um

et
20
17

[1
7]

D
em

og
ra
ph

ic
st
ud

y,
in
te
rv
ie
w
s

A
na
ly
sis

—
qu

al
ita

tiv
es
tu
dy
.N

V
iv
o
11

us
in
g
W
or
d
cl
ou

d
to

se
e
th
e
m
os
t

co
m
m
on

w
or
ds

U
SA

(C
al
ifo

rn
ia
)

Ex
pl
or
at
io
n
of

th
e

liv
ed

ex
pe
ri
en
ce

of
M
an
a’
ol
an
a/
ho

pe
in

N
at
iv
e
H
aw

ai
ia
n

w
om

en
w
ho

ha
d
be
en

di
ag
no

se
d
w
ith

br
ea
st

ca
nc
er
.

N
at
iv
e
H
aw

ai
ia
n

w
om

en
,H

aw
ai
i

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

N
at
iv
e
H
aw

ai
ia
n
w
om

en
w
ith

br
ea
st

ca
nc
er
,a
tl
ea
st

18
ye
ar
s

of
ag
e

Sa
m
pl
e
siz

e:
15

N
at
iv
e
H
aw

ai
ia
n
w
om

en
ga
in

th
eo
lo
gi
ca
ls
tr
en
gt
h

by
us
in
g
sp
ir
itu

al
ly
ba
se
d

re
so
ur
ce
s
(S
BR

).

6 European Journal of Cancer Care



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

C
ar
r
et

al
.2

02
0
[2
6]

Sh
ar
in
g
ci
rc
le
s

A
na
ly
sis

:N
ar
ra
tiv

e
an
al
ys
is

C
an
ad
a

Ex
pl
or
at
io
n
of

pe
rc
ep
tio

ns
an
d

ex
pe
ri
en
ce
s
of

In
di
ge
no

us
pa
tie
nt
s

w
ith

ca
nc
er

to
be
tte

r
un

de
rs
ta
nd

ho
w
tr
us
t

an
d
w
or
ld
vi
ew

in
fu

en
ce

ca
nc
er

ca
re

de
ci
sio

ns

Fi
rs
t
N
at
io
ns

or
M
ét
is,

C
an
ad
a

Pa
rt
ic
ip
an
tc
ha
ra
ct
er
ist
ic
s:
Fi
rs
t

N
at
io
ns

or
M
ét
is

Sa
m
pl
e
siz

e:
14
.5

id
en
tif

ed
as

fa
m
ily

m
em

be
rs
.

Tr
us
ti
nc
lu
de
d
m
ist
ru
st

w
ith

di
ag
no

sis
an
d

W
es
te
rn

tr
ea
tm

en
ta

fte
r

ca
nc
er

th
er
ap
y,

pr
ot
ec
tio

n
of

In
di
ge
no

us
m
ed
ic
in
e
an
d
ph

ys
ic
ia
n

ex
pe
rt
ise

w
ith

tr
ea
tm

en
t

re
co
m
m
en
da
tio

ns
.

W
or
ld
vi
ew

w
as

co
nn

ec
te
d
to

sp
ir
itu

al
be
lie
fs
,b

ei
ng

st
ro
ng

fo
r

fa
m
ily

an
d
kn

ow
in
g

In
di
ge
no

us
su
rv
iv
or
s.

C
ra
ft
et

al
.2

01
7
[1
8]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s

A
na
ly
sis

—
in
te
rp
re
tiv

e
de
sc
ri
pt
iv
e

qu
al
ita

tiv
e
th
em

at
ic

an
al
ys
is

U
SA

Ex
am

in
at
io
n
of

th
e

ex
pe
ri
en
ce

of
liv
in
g

w
ith

ca
nc
er

of
A
m
er
ic
an

In
di
an
s

(A
Is
)i
n
O
kl
ah
om

a
to

ga
in

gr
ea
te
r

un
de
rs
ta
nd

in
g
of

Q
O
L
iss

ue
s.

A
m
er
ic
an

In
di
an
s
in

O
kl
ah
om

a

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:
A
Is

di
ag
no

se
d
w
ith

ca
nc
er
.W

om
en

an
d
m
en

ol
de
r
th
an

18
ye
ar
s

Sa
m
pl
e
siz

e:
20
—
bu

t
on

ly
10

co
m
pl
et
ed

fo
llo

w
-u
p
in
te
rv
ie
w
s

C
ar
e
na
vi
ga
tio

n
an
d

so
ci
al

su
pp

or
ta

re
im

po
rt
an
t
as
pe
ct
s
to

ad
dr
es
s
in

in
te
rv
en
tio

n
de
ve
lo
pm

en
t.

European Journal of Cancer Care 7



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

Eg
an

et
al
.2

01
6
[2
8]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s

A
na
ly
sis

—
G
en
er
ic

qu
al
ita

tiv
e

an
al
ys
is

N
ew

Ze
al
an
d

(A
ot
ea
ro
a)

To
ex
pl
or
e
th
e
co
pi
ng

an
d
su
pp

or
t

m
ec
ha
ni
sm

s
pe
op

le
ad
op

tt
o
he
lp

un
de
rs
ta
nd

an
d

m
an
ag
e
th
ei
r
ca
nc
er

ex
pe
ri
en
ce

N
ew

Ze
al
an
d

(A
ot
ea
ro
a)

ca
nc
er

su
rv
iv
or
s

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

C
an
ce
r
su
rv
iv
or
s
in

th
e
lo
w
er

ha
lf
of

th
e
N
or
th

Is
la
nd

,
N
ew

Ze
al
an
d
(N

Z)
.1
5
M

� ao
ri
,

18
Eu

ro
pe
an
/P

�ak
eh
a,

4
Pa

ci
fc

an
d
1
A
sia

n
(K

or
ea
n)
.A

ge
s

ra
ng

ed
fr
om

18
to

88
.2

7
w
om

en
,1

1
m
en

Sa
m
pl
e
siz

e:
38

Se
ve
n
di
st
in
ct

th
em

es
w
er
e
cl
as
sif

ed
un

de
r
th
e

ov
er
ar
ch
in
g
th
em

e
of

em
po

w
er
m
en
t:
at
tit
ud

e,
ch
an
ge
,f
am

ily
/w

h� a
na
u

an
d
fr
ie
nd

s,
he
al
th
ca
re

pr
of
es
sio

na
ls
an
d

se
rv
ic
es
,s
ou

rc
es

of
su
pp

or
t,
em

pl
oy
m
en
t

an
d
ta
ng

at
a
w
he
nu

a
(N

Z’
s
In
di
ge
no

us
pe
op

le
s)
.

‘O
ne
-s
iz
e-
ft
s-
al
l’

ap
pr
oa
ch

ha
s
its

lim
ita

tio
ns
.

T
e
im

po
rt
an
ce

of
dr
aw

in
g
on

tr
ad
iti
on

al
cu
ltu

re
an
d
pr
ac
tic
es

th
ro
ug
ho

ut
th
e
ca
nc
er

jo
ur
ne
y
w
as

st
ro
ng

ly
em

ph
as
ise

d
by

M
� ao
ri

pa
rt
ic
ip
an
ts

Ei
de

20
06

[1
9]

D
es
cr
ip
tiv

e
de
sig

n
in
vo
lv
in
g

in
di
vi
du

al
pa
rt
ic
ip
an
ti
nt
er
vi
ew

s
A
na
ly
sis

:t
ra
ns
cr
ib
ed
—
re
vi
ew

ed
fo
r

co
m
m
on

al
iti
es

an
d
sim

ila
ri
tie
s

U
SA

Ex
am

in
at
io
n
of

th
e

liv
ed

ex
pe
ri
en
ce

of
a
se
le
ct
ed

gr
ou

p
of

N
at
iv
e
H
aw

ai
ia
n

br
ea
st

ca
nc
er

su
rv
iv
or
st
o
he
lp

pl
an

fu
tu
re

he
al
th

pr
om

ot
io
n
ou

tr
ea
ch

ef
or
ts
.

N
at
iv
e
H
aw

ai
ia
n

w
om

en

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

N
at
iv
e
H
aw

ai
ia
n
w
om

en
liv
in
g

th
ro
ug
h
an
d
be
yo
nd

ad
ia
gn

os
is

of
br
ea
st

ca
nc
er
,r
an
gi
ng

fr
om

44
to

82
ye
ar
s
of

ag
e.

Sa
m
pl
e
siz

e:
11

T
em

es
in
cl
ud

ed
th
e

im
po

rt
an
ce

of
sp
ir
itu

al
co
nn

ec
tio

n,
an

al
tr
ui
st
ic

de
sir

e
to

re
ac
h
ou

t
an
d

as
sis

to
th
er
s
in

a
sim

ila
r

sit
ua
tio

n
an
d
a
co
nt
ex
to

f
fa
m
ili
al

sil
en
ce

ab
ou

t
ca
nc
er

hi
st
or
y.

T
es
e

el
em

en
ts

ca
n
as
sis

t
in

fo
rm

ul
at
in
g
he
al
th

pr
om

ot
io
n
an
d

in
te
rv
en
tio

n
ac
tiv

iti
es

fo
r

th
is
po

pu
la
tio

n.

8 European Journal of Cancer Care



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

H
ao
zo
us

et
al
.2

01
6

[2
0]

Fo
cu
s
gr
ou

ps
an
d
se
m
i-s
tr
uc
tu
re
d

qu
al
ita

tiv
e
in
te
rv
ie
w
s

A
na
ly
sis

:t
he
m
at
ic

an
al
ys
is

U
SA

To
de
sc
ri
be

th
e

ex
pe
ri
en
ce
s
of

A
m
er
ic
an

In
di
an

an
d

A
la
sk
a
N
at
iv
e
ca
nc
er

su
rv
iv
or
s
to

im
pr
ov
e

un
de
rs
ta
nd

in
g
of

th
e

tr
aj
ec
to
ry

of
ca
nc
er

tr
ea
tm

en
t.

Ru
ra
la

nd
ge
og
ra
ph

ic
al
ly

iso
la
te
d
A
m
er
ic
an

In
di
an

an
d
A
la
sk
a

N
at
iv
e
co
m
m
un

iti
es

in
th
e
Pa

ci
fc

N
or
th
w
es
t.

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

A
m
er
ic
an

In
di
an

an
d
A
la
sk
a

N
at
iv
e
ca
nc
er

su
rv
iv
or
s
or

ca
re
gi
ve
rs

in
th
e
Pa

ci
fc

N
or
th
w
es
t

Sa
m
pl
e
siz

e:
30

A
co
nc
ep
tu
al

m
od

el
of

th
e
ca
nc
er

ex
pe
ri
en
ce

ca
lle
d
Ro

ug
h
W
at
er

de
sc
ri
be
d
pa
rt
ic
ip
an
ts

ca
nc
er

ex
pe
ri
en
ce

as
a
co
lle
ct
iv
e
jo
ur
ne
y

in
vo
lv
in
g
fa
m
ily

an
d

fr
ie
nd

s
an
d
re
qu

ir
in
g

re
so
ur
ce
s
to

of
se
t

ch
al
le
ng

es
al
on

g
th
e
w
ay
.

D
om

in
an
tt
he
m
es

w
er
e

de
la
ys
,i
so
la
tio

n,
co
m
m
un

ic
at
io
n,

m
on

ey
,

ad
vo
ca
cy
,s
pi
ri
tu
al
ity

an
d

fa
m
ily

in
vo
lv
em

en
t.

H
ao
zo
us

an
d
K
no

bf
20
13

[2
1]

Et
hn

og
ra
ph

ic
in
te
rv
ie
w
s;

se
m
i-s
tr
uc
tu
re
d—

qu
es
tio

nn
ai
re
s

Br
ie
fP

ai
n
In
ve
nt
or
y-
Sh

or
t
Fo

rm
(B
PI
-S
F)

A
na
ly
sis

:d
es
cr
ip
tiv

e
qu

al
ita

tiv
e

m
et
ho

do
lo
gy

U
SA

To
de
sc
ri
be

th
e

ex
pe
ri
en
ce

of
ca
nc
er

pa
in

in
a
so
ut
hw

es
te
rn

po
pu

la
tio

n
of

A
m
er
ic
an

In
di
an
s

(A
Is
)a

nd
ex
pl
or
e
th
e

in
sig

ht
s
an
d

pe
rs
pe
ct
iv
es

of
he
al
th

ca
re

pr
ov
id
er
sr
el
at
ed

to
th
em

an
ag
em

en
to

f
ca
nc
er

pa
in

A
m
er
ic
an

In
di
an
s
in

N
ew

M
ex
ic
o

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

A
m
er
ic
an

In
di
an

pa
tie
nt
s
an
d

he
al
th
ca
re

pr
ov
id
er
s,
ca
re
gi
ve
rs

an
d
co
m
m
un

ity
m
em

be
r
al
l

ag
ed

21
ye
ar
s
or

ol
de
r

Sa
m
pl
e
siz

e:
13

pa
tie
nt
s
an
d
11

he
al
th
ca
re

pr
ov
id
er
s.

Ba
rr
ie
rs

to
pa
in

co
nt
ro
l

am
on

gs
tA

Is
in
cl
ud

ed
di
f
cu
lti
es

de
sc
ri
bi
ng

pa
in
,a

be
lie
ft
ha
tc

an
ce
r

pa
in

is
in
ev
ita

bl
e
an
d

un
tr
ea
ta
bl
e,
an
d
an

av
er
sio

n
to

ta
ki
ng

op
io
id

pa
in

m
ed
ic
at
io
n.

T
e
in
ab
ili
ty

to
pa
rt
ic
ip
at
e
in

sp
ir
itu

al
an
d
cu
ltu

ra
la

ct
iv
iti
es

ca
us
ed

A
Is

di
st
re
ss
.

European Journal of Cancer Care 9



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

H
ao
zo
us

et
al
.2

01
1

[2
2]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w
s.
Br
ie
f

Pa
in

In
ve
nt
or
y-
Sh

or
tF

or
m
.

A
na
ly
sis

—
qu

al
ita

tiv
e
de
sc
ri
pt
iv
e

st
ud

y

U
SA

To
ex
pl
or
e
th
e

ex
pe
ri
en
ce

of
ca
nc
er

pa
in

in
A
m
er
ic
an

In
di
an
s(
A
I)
fr
om

th
e

N
or
th
er
n
Pl
ai
ns

re
gi
on

of
th
e

U
ni
te
d
St
at
es

A
m
er
ic
an

In
di
an
s
in

th
e
N
or
th
er
n
Pl
ai
ns

re
gi
on

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

N
or
th
er
n
Pl
ai
ns

A
m
er
ic
an

In
di
an
s
ag
ed

31
–7

5
ye
ar
s

Sa
m
pl
e
siz

e:
10

Pa
rt
ic
ip
an
ts

re
po

rt
ed

m
ild

-t
o-
m
od

er
at
e
pa
in

on
a
da
ily

ba
sis

,a
nd

pa
in

ne
ga
tiv

el
y
in
te
rf
er
ed

w
ith

th
ei
r
da
ily

ac
tiv

iti
es

an
d

en
jo
ym

en
t
of

lif
e.

Pa
rt
ic
ip
an
ts

re
po

rt
ed

ps
yc
ho

so
ci
al

di
st
re
ss

th
ro
ug
h
fe
el
in
gs

of
gu
ilt
,

de
pr
es
sio

n
an
d
iso

la
tio

n
re
la
te
d
to

th
ei
r
ca
nc
er
,

an
d
th
ey

re
lie
d
st
ro
ng

ly
on

pr
ay
er

an
d
tr
ad
iti
on

al
m
ed
ic
in
e
in

co
pi
ng

w
ith

pa
in
.

H
ar
t-
W
as
ek
ee
sik

aw
,

19
96

[2
3]

Se
m
i-s
tr
uc
tu
re
d
in
te
rv
ie
w

A
na
ly
sis

:d
es
cr
ip
tiv

e,
et
hn

og
ra
ph

ic
st
ud

y
U
SA

To
ex
pl
or
e
th
e

ex
pe
ri
en
ce
s
of

Fi
rs
t

N
at
io
ns

Pe
op

le
di
ag
no

se
d
w
ith

ca
nc
er

an
d
El
de
rs
’

pe
rc
ep
tio

ns
of

ca
nc
er

Fi
rs
t
N
at
io
ns

Pe
op

le
(A

ni
sh
in
aa
be

co
m
m
un

iti
es
)

Pa
rt
ic
ip
an
tc
ha
ra
ct
er
ist
ic
s:
Fi
rs
t

N
at
io
ns

pe
op

le
liv
in
g
in

fo
ur

A
ni
sh
in
aa
be

co
m
m
un

iti
es
,

di
ag
no

se
d
w
ith

ca
nc
er

an
d

18
ye
ar
s
or

ol
de
r.

Sa
m
pl
e
siz

e:
46

In
fo
rm

an
ts

su
gg
es
te
d

th
at

W
es
te
rn

m
ed
ic
in
e
is

lim
ite
d
in

its
ab
ili
ty

to
cu
re

ca
nc
er
.

Sp
ir
itu

al
vi
sio

ns
an
d

dr
ea
m
s
w
er
e
im

po
rt
an
t

to
Fi
rs
t
N
at
io
ns

Pe
op

le
.

M
ei
kl
ej
oh

n
et

al
.2

01
9

[1
3]

Ph
ot
ov
oi
ce

A
na
ly
sis

:t
he
m
at
ic

an
al
ys
is

A
us
tr
al
ia

A
im

s
to

m
ak
e

co
m
m
un

ity
pe
rc
ep
tio

ns
of

ca
nc
er

vi
sib

le
,f
ac
ili
ta
te

de
ve
lo
pm

en
t
of

re
so
ur
ce
s

re
pr
es
en
tin

g
th
es
e

pe
rc
ep
tio

ns
an
d

br
ie
fy

ev
al
ua
te

th
e

pr
oj
ec
tf
ro
m

th
e

In
di
ge
no

us
co
m
m
un

ity
’s

pe
rs
pe
ct
iv
e.

In
di
ge
no

us
A
us
tr
al
ia
ns

in
a
re
gi
on

al
co
m
m
un

ity
in

Q
ue
en
sla

nd

Pa
rt
ic
ip
an
tc

ha
ra
ct
er
ist
ic
s:
A
ny

co
ns
en
tin

g
co
m
m
un

ity
m
em

be
r
ag
ed

18
ye
ar
s
an
d

ol
de
r

Sa
m
pl
e
siz

e

T
re
e
m
ai
n
th
em

es
w
er
e

id
en
tif

ed
by

pa
rt
ic
ip
an
ts

as
im

po
rt
an
tt
o

im
pr
ov
in
g
ca
nc
er

ou
tc
om

es
:(
1)

sil
en
ce

in
th
e
co
m
m
un

ity
,(
2)

su
pp

or
ti
s
im

po
rt
an
t
or

su
rv
iv
or
sh
ip
,(
3)

aw
ar
en
es
s
of

ca
nc
er

an
d

th
ei
m
po

rt
an
ce

of
sh
ar
in
g

po
sit
iv
e
st
or
ie
s.

10 European Journal of Cancer Care



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

Po
ud

ri
er

an
d

M
ac
-L
ea
n
20
09

[2
7]

In
te
rv
ie
w

an
d
ph

ot
ov
oi
ce

A
na
ly
sis

:t
hr
ou

gh
a
fe
m
in
ist

vi
su
al
ity

an
d
po

st
co
lo
ni
al

le
ns

(d
ec
ol
on

isi
ng

ap
pr
oa
ch
)

C
an
ad
a

To
ex
pl
or
e
an
d
to

be
gi
n
to

m
ak
e
vi
sib

le
A
bo

ri
gi
na
lw

om
en
’s

ex
pe
ri
en
ce
s
w
ith

br
ea
st

ca
nc
er

us
in
g

ph
ot
ov
oi
ce
.

A
bo

ri
gi
na
lw

om
en

w
ho

ha
d
co
m
pl
et
ed

br
ea
st

ca
nc
er

tr
ea
tm

en
ti
n

Sa
sk
at
ch
ew

an
,

C
an
ad
a.

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

A
bo

ri
gi
na
lw

om
en

re
sid

in
g
in

Sa
sk
at
ch
ew

an
w
ho

ha
d

co
m
pl
et
ed

br
ea
st

ca
nc
er

tr
ea
tm

en
t,
ra
ng

in
g
in

ag
es

42
–7

5
Sa
m
pl
e
siz

e:
12

T
er
e
is
a
ne
ed

fo
r

m
ul
tid

im
en
sio

na
l

su
pp

or
tw

hi
ch

re
fe
ct
s,

an
d
m
ak
es

vi
sib

le
,t
he

liv
ed

re
al
iti
es

of
A
bo

ri
gi
na
lw

om
en

in
th
re
e
ar
ea
s:
(i)

A
bo

ri
gi
na
l

w
om

en
’s
su
pp

or
t

sy
st
em

s;
(ii
)
re
sp
ec
tfu

l
en
co
un

te
rs

w
ith

he
al
th
ca
re

pr
of
es
sio

na
ls;

an
d
(ii
i)
th
e
on

go
in
g

av
ai
la
bi
lit
y
of

in
fo
rm

at
io
n
th
at

re
co
gn

iz
es

th
ei
r

so
ci
o-
hi
st
or
ic
al

an
d

st
ru
ct
ur
al

po
sit
io
n
in

th
e

co
nt
ex
to

fc
ol
on

ia
l

m
ar
gi
na
lis
at
io
n

Ro
h
et

al
.2

01
8
[2
4]

Se
m
i-s
tr
uc
tu
re
d
qu

al
ita

tiv
e
in
te
rv
ie
w

A
na
ly
sis

:N
V
iv
o

U
SA

(S
ou

th
D
ak
ot
a)

Ex
pl
or
at
io
n
of

th
e

sp
ir
itu

al
co
pi
ng

an
d

ex
pe
ri
en
ce

of
ca
nc
er

in
A
m
er
ic
an

in
di
an

w
om

en
.

N
at
iv
e
A
m
er
ic
an
/

A
m
er
ic
an

in
di
an

(A
I)

w
om

en
in

th
e

st
at
e
of

So
ut
h

D
ak
ot
a.

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

A
m
er
ic
an

in
di
an

w
om

en
ca
nc
er

su
rv
iv
or
s
(n

�
14

br
ea
st

ca
nc
er
,n

�
14

ce
rv
ic
al

ca
nc
er

an
d
n

�
15

co
lo
n
an
d
ot
he
r

ty
pe
s
of

ca
nc
er

Sa
m
pl
e
siz

e:
43

Re
su
lts

in
di
ca
te
th
at
m
os
t

w
om

en
dr
ew

gr
ea
t

co
m
fo
rt
,s
tr
en
gt
h,

ho
pe

an
d
re
lie
ff
ro
m

th
ei
r

sp
ir
itu

al
an
d
fa
ith

tr
ad
iti
on

s,
in
di
ca
tin

g
th
at

re
lig
io
us

an
d
sp
ir
itu

al
pr
ac
tic
es

m
ay

be
an

im
po

rt
an
tp

ro
te
ct
iv
e

fa
ct
or

ag
ai
ns
tt
he

st
ra
in

of
th
e
ca
nc
er

ex
pe
ri
en
ce

St
.C

la
ir
,2

00
5
[2
5]

C
om

m
en
ta
ry

on
sp
ir
itu

al
ity

lif
e
as

an
ac
tiv

e
pa
rt
ic
ip
an
tr

ec
ov
er
y

U
SA

Ex
pl
an
at
io
n
of

sp
ir
itu

al
ity

an
d
ho

w
it
is
an

in
te
gr
al
pa
rt
of

re
co
ve
ri
ng

,h
ea
lin

g
an
d
re
jo
ic
in
g
in

th
e

ca
nc
er

ex
pe
ri
en
ce

A
m
er
ic
an

In
di
an
s
in

th
e
U
SA

:C
he
ro
ke
e

an
d
Ea

st
er
n

Sh
os
ho

ne

A
ut
ho

r
ch
ar
ac
te
ri
st
ic
s:

A
m
er
ic
an

In
di
an
s
in

th
e
U
SA

of
C
he
ro
ke
e
an
d
Ea

st
er
n

Sh
os
ho

ne
ba
ck
gr
ou

nd
Sa
m
pl
e
siz

e:
1

Sp
ir
itu

al
ity

is
a
ke
y

co
m
po

ne
nt

to
he
al
in
g

T
ro
ug
h
th
e
ca
nc
er

ex
pe
ri
en
ce
,a
n
in
di
vi
du

al
ev
al
ua
te
s
on

e’
s
pa
th

in
lif
e,
th
us

es
ta
bl
ish

in
g

ha
rm

on
y
an
d
ba
la
nc
e

European Journal of Cancer Care 11



Ta
bl

e
1:

C
on

tin
ue
d.

St
ud

y
M
et
ho

ds
fo
r

da
ta

co
lle
ct
io
n

an
d
an

al
ys
is

C
ou

nt
ry

Ph
en

om
en

a
of

in
te
re
st

Se
tt
in
g/
co
nt
ex
t/

cu
ltu

re

Pa
rt
ic
ip
an

t
ch
ar
ac
te
ri
st
ic
s

an
d
sa
m
pl
e

si
ze

D
es
cr
ip
tio

n
of

m
ai
n
re
su
lts

G
ar
ve
y,

20
15

[1
4]

Fa
ce
-t
o-
fa
ce

in
te
rv
ie
w
s,
fo
cu
s
gr
ou

ps
A
na
ly
sis

—
qu

al
ita

tiv
e
re
se
ar
ch

A
us
tr
al
ia

To
id
en
tif
y
th
e

ps
yc
ho

so
ci
al

as
pe
ct
s

of
ca
nc
er

fo
r

In
di
ge
no

us
pa
tie
nt
s,

an
d
to

va
lid

at
e
th
e

Su
pp

or
tiv

e
C
ar
e

N
ee
ds

A
ss
es
sm

en
t

To
ol

fo
r
In
di
ge
no

us
Pe
op

le
(S
C
N
A
T-
IP
)

A
bo

ri
gi
na
la

nd
To

rr
es

St
ra
it

Is
la
nd

er
s

(I
nd

ig
en
ou

s
A
us
tr
al
ia
ns
)

—
Q
ue
en
sla

nd

Pa
rt
ic
ip
an
t
ch
ar
ac
te
ri
st
ic
s:

A
bo

ri
gi
na
la

nd
To

rr
es

St
ra
it

Is
la
nd

er
s
(I
nd

ig
en
ou

s
A
us
tr
al
ia
ns
)
in

Q
ue
en
sla

nd
H
os
pi
ta
lis
ed

or
at
te
nd

in
g

a
ho

sp
ita

lo
ut
pa
tie
nt

cl
in
ic

Sa
m
pl
e
siz

e:
29

C
ur
re
nt

su
pp

or
tiv

e
ca
re

ne
ed
s
to
ol
s
do

no
tm

ee
t

th
e
ne
ed
s
of

In
di
ge
no

us
pe
op

le
w
ith

ca
nc
er

w
ith

re
ga
rd

to
fa
ct
or
s
su
ch

as
la
ng

ua
ge
,c
ul
tu
re

an
d

cu
st
om

s.
T

e
SC

N
A
T-
IP

im
pr
ov
es

ac
ce
pt
ab
ili
ty
,r
el
ev
an
ce

an
d
fa
ce

va
lid

ity
fo
r

In
di
ge
no

us
-s
pe
ci
fc

co
nc
er
ns
.

12 European Journal of Cancer Care



expressed by community members was their confusion
during cancer diagnosis due to the absence of culturally safe
communication and knowledge sharing [14, 18, 20,
23, 26, 27] that was often exacerbated by complicated
biomedical concepts [23, 28], and feelings of patient dis-
empowerment: ‘Te surgeon who speaks to you, the doctors,
the medicines you’re taking—the words they use are com-
monplace in their daily life. But in ours, they’re not [27]’.

3.4. Te Psycho-Oncological Journey. Participants experi-
enced feelings of shame [12, 22, 23], fear [12, 13, 19, 27],
connection [11, 12, 16, 18, 19, 23, 26, 27], spiritual pain
[18, 22, 28], loneliness [19, 22, 23], gratitude [16, 18, 19, 28]
and overwhelm [11, 13, 16–21, 24, 26] during their cancer
journey against the backdrop of a negative structural
landscape.

Perceptions of shame [12, 22, 23] surrounding cancer and
diagnosis were common such as community-level stigma of
medication misuse where participants felt judged for their
medication use by community and family who did not trust
that opioids were appropriate for cancer treatment [21].
Community members harboured feelings of shame when
engaging with health services due to the invasive nature of
some preventative health checks [12, 23] and low privacy in
small communities [22]: ‘Here on this reservation you can’t
just talk to anybody, because they really like to talk. Tey
backstab you’. Shame was also a result of perceived lack of
independence when utilising healthcare resources, which
resulted in low use of services: ‘‘I don’t know if it’s because I
[feel] ashamed to go to the doctors. . . we’d have to be half dead
in bed, do you know what I mean? [12]’.’

Participants repeatedly emphasised that cancer evoked
fear or was synonymous with dying [12, 13, 19, 27], usually
due to witnessing multiple family members lose their battle

with cancer: ‘Once they hear cancer they automatically get
frightened and give up hope and people who’ve lost family
members don’t want to talk about how it afects them [13]’.

Loneliness was another emotion related to community
and family isolation due to cancer stigma [19, 22, 23], fear or
lack of understanding of the cancer experience [14, 21, 22], as
expressed by a community member: ‘I rub myself[self-
massaging]. You know, it kind of goes away a little bit
when I do that. But I only do that in the confnes of my room
because I don’t want people to see me doing that because they
might think I’m going of my rocker or something [22]’.Many
also cited self-imposed isolation to avoid becoming a burden
on their community: ‘Some days [the pain] gets worse and
then my legs get numb on one side. And sometimes it gets so
bad that my arm gets numb. I don’t like to tell that I’m not
feeling very good. I don’t like to complain. I don’t want people
to think [I’m] sick I just like to try to ignore but sometimes I
can’t help it so I do a lot of rest and I notice that pain is, sharp
pain comes out [23]’.

For those represented in the included studies, spiritual
pain manifested in multiple ways. For some, cancer brought
about depression [18, 22, 28] as described by a M�aori
community member: ‘It was, ah, soul sucking. . .It really did
sink me into a, deep depression and if anything I can learn
from that is that that’s probably what I could [have] paid a lot
more, ah attention to in terms of seeking a lot more help
around that [28]’. Whilst for others, spiritual pain stemmed
from a lack of congruity between Indigenous cultures and
mainstream healthcare models, particularly the lack of
understanding and accommodation of traditions in the
cancer journey [12, 20]. Spiritual pain was associated with
guilt and separation from culture for some: ‘Spiritual pain
it’s a really hard setback, especially for me. When I wasn’t
living here [in Community], because I didn’t go to participate
in my spiritual ways, like that’s why I have spiritual pain. Te
spiritual part praying and being Native American and I pray
to my Creator and ask him for help I don’t get what I want and
I start blaming: Why did you create me just to watch me
sufer? Do you really love us as your children? As your cre-
ation? You start questioning your spirituality [20]’.

Connection whether through community [13, 17] or
family support [12, 13, 17, 19, 20, 24, 27, 28] was extremely
important in balancing psycho-oncological impacts of
cancer. Eight [12, 13, 17, 19, 20, 24, 27, 28] of the 16 included
studies highlighted the collective nature of Indigenous
communities; which facilitated both emotional and practical
assistance during one’s cancer journey: ‘It really helped my
prayer, with the healing ceremonies and knowing that I had
that type of support from family that were doing the cere-
monies for me—that I knew that I had that support and the
prayers were there for me and that helped me get through with
the diagnosis and just getting through the whole ordeal [24]’.

Participants expressed how the multifaceted aspects of
cancer had positive impacts on their life, citing gratitude
for cancer as a catalyst for family reconnection [16, 18,
19, 28] and a desire to appreciate and cherish life [16, 17].
An American Indian Community member described the
change cancer has had on their life: ‘Your life changes
drastically when you’re diagnosed with cancer. And I think

Connection

Gratitude
Strength Spiritual pain

All-consuming
ShameLo

ne
lin

ess

Fear

Structural racism

Colonisation

Biomedical health
systems

Figure 2: Conceptual model.
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people start living for that moment, you know, every day.
And I have to be thankful every day. I don’t have time to be
sad about my life [16]’. Furthermore, the cancer experience
also encouraged participants to help others through their
pain and share their knowledge: ‘It impacted me hard. I
mean like I said I was to where I wanted to die because my
mom was dying so I didn’t care if I died. But then I thought
about my kids and I thought about my grandkids so I wanted
it out and I wanted it gone forever so I didn’t have to think
about it after I lost my mom after I went through all that
with her. I didn’t want to have cancer and I tried to talk to
other young girls or woman who have it and try to uplift
them. Some of them don’t even go to church. Some of them
don’t even know our Lakota way of life. Tey don’t even
know the sweats [sweat lodges]. Tey don’t know what it
means or anything like that. So, I always try to support them
in any way I can and ask them if you want to go to sweat?
Maybe if we go to sweat we could talk about it [16]’.

Cancer and its impacts are pervasive, afecting quality of
life [14, 20–22] and disrupting normalcy [12, 18, 19,
23, 26, 28], which requires participants to reconcile with an
overwhelming amount of change.Te inability to participate
in traditional ceremonies because of illness highlighted the
importance of maintaining cultural traditions to create
a semblance of normalcy. One participant illustrated how
she tried to embed her cultural practices into treatment
routines: ‘I did my chores, helped my husband. I still worked
on the ranch with him. When I would go for my therapy in
Kona, I would wear my scarf and then I’d wear my hat with
feathers to match whatever I was wearing. Cause that’s the
way I used to dress when I was working [19]’. Furthermore,
cancer’s overwhelming nature often required participants to
partake in self-inquiry amidst mental and physical changes
from disease: ‘I have always been the strong one, and now
people have to help me. . . I have always been the rock’ [18].

Strength was the most dominant synthesised fnding,
with evidence from 14 of the 16 included studies focussing
on the immense strength demonstrated by Indigenous
Peoples whilst navigating their cancer journeys
[12, 16–19, 22–28]. Overwhelmingly, the crux of these
narratives arose from prioritising traditional ways of healing,
faith and spirituality to provide reassurance, hope and
strength as illustrated by a M�aori community member: ‘We
went home straight away and had karakia [prayer] with my
mum and aunty, another elderly kuia that you know is well
respected and kind of put it back into perspective because I
was yeah a mess and we just went back into her lounge and
just sat down and yeah we had karakia and once that had
happened I you know I settled down [19]’. Community
members further demonstrated strength through resilience:
‘I was probably devastated for about 30 s and then ‘Give me
the facts, the options and get out of my way, because I’m going
to get on with it!’ I know for some it’s devastating. [A] lot of
Kooris just don’t want to be center of attention so part of it’s
that. Lack of confdence or lack of experience. And the fear of
the unknown and not knowing what’s round the corner. I’m
not big noting myself [but] I really don’t give a shit! If I’ve got
cancer, I’ve got cancer: it’s not going to worry me [And] it’s not
going to stop me from living my life [12]’.

4. Discussion

Tis systematic review included Indigenous cancer patient
perspectives from 16 articles across four countries. In-
digenous perspectives gathered from the included studies
highlight the systematic barriers in Western models of
healthcare, which were underpinned with themes of racism
and colonisation. Te psycho-oncological aspects of cancer
experiences for Indigenous Peoples included feelings of
shame, fear, connection, spiritual pain, loneliness, gratitude
and all consumed. Tis review highlighted the centrality of
strength in navigating both feelings and systematic barriers
for Indigenous Peoples living with cancer.

Tere needs to be a distinction made between In-
digenous and non-Indigenous psycho-oncology and its
research due to the cultural context and social circumstances
that permeates the Indigenous experience.Te diferences in
healthcare experience within any aspect of the cancer
continuum (screening, diagnosis, continuity of care, treat-
ment and survivorship) [33] and the diferences in psycho-
oncological states between Indigenous and non-Indigenous
Peoples can be largely attributed to the historical, political,
structural and social determinants of health (e.g., poverty,
racism and lack of a culturally responsive and accessible
health systems) [34]. Tese factors infuence the ways in
which Indigenous Peoples engage with healthcare systems,
and provide context for feelings of disorientation, fear,
despair and embarrassment when navigating these systems.
Tese feelings can lead to abandoning treatment [35], or as
was demonstrated in this review, avoiding preventative
screening [23]. An Indigenous person’s life, culture and
circumstances are not considered within biomedical models
of care due to the hegemonic infuence of colonial ideologies
and the subsequent design of structurally racist services and
environments of care provision [36].

4.1. Clinical Implications. Te impact of psycho-oncological
factors on the accessibility of supports and services
throughout one’s journey has been identifed in previous
works [33, 37]. Studies included in this review reinforced
considerations necessary to understanding and supporting
the psycho-oncological journey of Indigenous Peoples living
with cancer; this includes spiritual pain, humiliation due to
structural racism, fear, feeling all consumed but also strength
reclaimed from partaking in communal cultural practices
and embracing one’s spirituality. Incorporation of psycho-
oncological factors identifed in this review into provision of
cancer care is needed to address the signifcant disparities in
cancer outcomes for Indigenous Peoples and ensure cul-
turally secure and appropriate cancer support and care.
Action by service providers at a systemic level is required
that embeds cultural security for Indigenous Peoples; oth-
erwise, exclusionary practices of Western healthcare models
that are incongruent to the culture and needs of Indigenous
Peoples will persist, and inequities will widen. For example,
experiences of structural racism and cultural insensitivity in
a healthcare setting can be reduced via cultural security
training and policies, as well as inclusion of Indigenous
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healthcare workers with lived experience and understanding
of both Indigenous worldviews and biomedical systems. Te
latter couldmanifest in cultural brokage between Indigenous
patients and non-Indigenous health specialists, thus miti-
gating feelings of shame Indigenous Peoples experience [38].
Culturally secure healthcare that works to mitigate the
pervasive impact of colonisation in its service provision is
exemplifed by Indigenous-led health services, including
Aboriginal Community Controlled Health Organisations in
Australia [39], the National Collaborating Centre for In-
digenous Health in Canada [40] and whanau (family and
Community)–centred initiatives in Aotearoa New Zealand
[41]. Additionally, culturally appropriate cancer support
programs designed and delivered by Indigenous Peoples are
needed to provide opportunities for those undergoing
treatment to participate in traditional ways of healing and
ceremonies. It is important to note that these customs
should be culturally specifc to each unique context, as
Indigenous cultures, practices and knowledges are diverse
and rich within and across countries; to generalise strategies
for Indigenous Peoples as a whole would be to continue
assumptive practices of colonisation and culturally insecure
models of care. Ultimately, the importance of Indigenous
leadership and involvement throughout the cancer con-
tinuum cannot be understated in the pursuit of Indigenous
health sovereignty.

4.2. Study Limitations. Tis systematic review is, to the best
of our knowledge, the frst to conduct a systematic review on
the literature pertaining to the psycho-oncology of In-
digenous Peoples globally. Tis review has adhered to all
protocols to ensure legitimacy and transparency. Another
strength is its broad representation of Indigenous experience
through illustrations from several diferent countries. An
innovative strength of this study is also the inclusion of our
conceptual model that forms the theoretical framework of
this study which in accordance with other studies fore-
grounds the continuing impact of colonisation and its in-
tergenerational trauma at a systemic level, with our fndings
indicating a holistic approach that priorities Indigenous
Peoples feelings and experiences is needed to improve
community health outcomes.

Limitations include the lack of literature included in
Indigenous languages due to the language barrier could have
resulted in loss of data and thus additional nuance to our
discussion. Future studies should consider incorporating
literature written in the Indigenous language of the In-
digenous Peoples population being analysed. Furthermore,
this review did not include data from local community-
controlled clinics that could have also added to our fndings.

5. Conclusion

Prioritising and involving Indigenous healthcare workers in
all stages of the cancer continuum to preserve traditional
cultural and spiritual ways of healing is paramount to create
a culturally responsive healthcare model for Indigenous
patients.Tere needs to be recognition and acceptance of the

limitations of mainstream healthcare models in meeting the
psycho-oncological needs of Indigenous Peoples living with
cancer. Only then, can a truly holistic approach be adopted
which addresses specifc barriers and facilitators, thus ad-
equately addressing the social, emotional and health needs of
Indigenous communities.
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