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Abstract
Purpose “Patient-centred care” is widely promoted as an ideal goal of health care systems, but is often difficult to achieve in
practice. This article has three aims: to develop an original set of generalisable patient-centred care principles (PCCPs); to identify
barriers to the implementation of these principles in a real-world setting, using breast reconstruction (BR) services in Australia as
a case study; and to document examples of successful patient-centred care in relation to BR.
Methods Semi-structured interviews (n = 90) were conducted with 31 breast and plastic reconstructive surgeons, 37 breast cancer
health professionals and 22 women who underwent mastectomy as part of their breast cancer treatment and were dissatisfied with
their BR experiences.
Results Ten broad PCCPs were derived from our participant interviews. These principles comprised the following: maximising
patient choice, access to services, patient and family support and appropriateness of information; minimising patient costs and
physical and psychosocial morbidity; and facilitating informed decision-making, interdisciplinary patient management and
evidence-informed practice. While the major barriers to the implementation of these PCCPs in relation to BR were resource
driven, surgeon-related factors were also identified.
Conclusions These PCCPs highlight areas of need but also provide examples of high quality patient-centred care. They may help
to guide a national discussion about minimum standards of BR practice, while allowing for some necessary regional and cultural
variation. They also have the potential to be applied more widely to the provision of a range of health services within Australia or
internationally.
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Background

Defining patient-centred care

“Patient-centred care” is widely promoted as an ideal goal of
health care systems, but is often difficult to achieve in practice
[1]. This is because it requires an integrated health system that
is flexible enough to make the patient’s individual needs par-
amount. One of the earlier definitions from The US Institute of
Medicine defined patient-centred care as “Providing care that
is respectful of, and responsive to, individual patient prefer-
ences, needs and values, and ensuring that patient values
guide all clinical decisions” [2]. Research conducted by the
Picker Institute, an international charity, and Harvard Medical
School led to the development of Picker’s Eight Principles of
Patient-Centred Care in 1987. These have been updated over
the years (see Box 1) and since 2002 the Picker Institute has
worked with the National Health Service (NHS) in the UK to
design patient experience surveys [5].
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Patient-centred care principles related to breast
reconstruction in Australia

Traditionally, disease-specific “best practice” recommenda-
tions were embodied in clinical guidelines, and most countries
have their own breast cancer management guidelines [6–8].
The latest complete set of published Australian clinical guide-
lines for early breast cancer dates back to 2001 [9] and is
currently being updated. In the meantime, topic-specific
guidelines have been produced to reflect the latest evidence
in specific areas [10]. Cancer Australia has also published a
Statement titled Influencing best practice in breast cancer
[11]. This Statement is intended to complement the nationally
endorsedOptimal care pathway for women with breast cancer
[12], by highlighting what “ought to be done” in breast cancer
care to “maximise clinical benefit, minimise harm and deliver
patient-centred care” [11].

Number 11 of the 12 practices covered by the Cancer
Australia Statement declares that it is “Not appropriate to per-
form a mastectomy without first discussing with the patient
the options of immediate or delayed breast reconstruction”
[11]. The Optimal care pathway document notes that
patient-centred care is one of the “key principles” that under-
pin this pathway [12]. It defines patient-centred care as
“healthcare that is respectful of, and responsive to, the prefer-
ences, needs and values of patients and consumers” and notes
that it is “increasingly being recognised as a dimension of
high-quality healthcare in its own right” [12]. These two pub-
lications [11, 12] have highlighted the growing importance of
patient-centred care, at least at a rhetorical level. Previous
research has documented significant variation in breast recon-
struction (BR) uptake between different states and territories
and between hospitals situated within metropolitan and non-
metropolitan areas [13]. Much of this variation is related to
hospital-based factors such as where individual surgeons work

and what type of BR, if any, they offer [13, Feng et al., 2019,
Patterns of immediate breast reconstruction in NSWAustralia:
a population-based study, In Press, ANZ J Surg]. These find-
ings confirm that barriers to affordable and timely access to
BR are multifactorial and require a combination of responses
to address them. Further information about BR in the
Australian setting is provided in Appendix 1.

Clinical practice guidelines and optimal care pathways are
important tools to support evidence-based best practice treat-
ment and management of a particular disease. Although these
tools discuss the importance of patient-centred care, more spe-
cific principles are required to guide the implementation of
patient-centred care in practice. This article has three aims:
to develop an original set of generalisable patient-centred care
principles (PCCPs); to identify barriers to the implementation
of these principles in a real-world setting, using BR services in
Australia as a case study; and to document examples of suc-
cessful patient-centred care in relation to BR, in order to iden-
tify favourable conditions for the implementation of patient-
centred care in practice.

Methods

This article reports on findings from the Improving Breast
Reconstruction Equity of Access through Stakeholder consul-
tation and Translation into policy and practice (I-BREAST)
study.

Participants

One hundred and two participants were invited to take part in a
single face-to-face or telephone interview with KF, an experi-
enced qualitative health researcher. Twelve invitees (four sur-
geons and eight breast care nurses (BCNs)) declined to partic-
ipate in the study, giving a response rate of 88%. Interviewees
included 31 breast and plastic reconstructive surgeons and 37
breast cancer health professionals with primary appointments
at 42 hospitals across mainland Australia. In addition, women
who underwent mastectomy as part of their breast cancer treat-
ment were purposively sampled to obtain the views of women
who self-identified as being dissatisfied with their BR experi-
ences (n = 22). While we realise that many women will be
satisfied with their BR experiences, the reason for focusing
on women who had negative experiences was to identify if
there were specific problems that need to be addressed.

Selection criteria comprised the following:

& Surgeons who either performed both mastectomy and BR
themselves or in combination with plastic surgeons (con-
venience sample of 22 breast/oncoplastic and 9 plastic
reconstructive surgeons).

Box 1 Picker’s eight principles of patient-centred care

1987 version [3] 2018 version [4]

Respect for patient’s
preferences

Involvement in decisions and respect for
preferences

Coordination and
integration of care

Effective treatment delivered by trusted
professionals

Information and education Clear information, communication and
support for self-care

Physical comfort Attention to physical and environmental
needs

Emotional support Emotional support, empathy and respect

Involvement of family and
friends

Involvement of, and support for, family and
carers

Continuity and transition Continuity of care and smooth transitions

Access to care Fast access to reliable health advice

Support Care Cancer (2020) 28:1963–19811964



Ta
bl
e
1

B
ar
ri
er
s
to

th
e
im

pl
em

en
ta
tio

n
of

pr
in
ci
pl
es

of
pa
tie
nt
-c
en
tr
ed

ca
re
a,

b

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

P
ri
nc
ip
le
1:

F
ac
ili
ta
te

in
fo
rm

ed
/s
ha

re
d
de
ci
si
on

-m
ak

in
g

Su
rg
eo
n
do
es

no
te
nc
ou
ra
ge

sh
ar
ed

de
ci
si
on
-m

ak
in
g

[T
he

su
rg
eo
n]

w
as

th
e
ru
de
st
w
o/
m
an

I’
ve

ev
er

m
et
in
th
e
w
ho
le
w
or
ld
.I
th
in
k
w
e
sa
w
he
r/
hi
m
fo
r
ab
ou
t1
0
m
in
ut
es
.I
tr
ie
d

to
as
k
he
r/
hi
m
so
m
e
qu
es
tio

ns
…

S/
he

th
re
w
a
co
up
le
of

im
pl
an
ts
,l
ite
ra
lly

th
re
w
th
em

in
to

m
y
la
p
an
d
sa
id
,“

W
ha
td

o
yo
u
th
in
k
of
th
em

?”
Is
ai
d,
“
Ye
ah
.”

S/
he

ha
d
a
bi
to
fa

po
ke

ar
ou
nd

…
an
d
th
en

s/
he

sa
id
,“

Th
es
e
ar
e
m
y
ou
to
fp
oc
ke
t

ex
pe
ns
es
.S
ee

yo
u
la
te
r.”

[W
15
,M

aj
or

ci
ty
]

…
s/
he

ca
n
be

a
bi
tr
es
er
ve
d,
s/
he

ca
n
be

a
bi
th
ar
d
to
ge
ti
nf
or
m
at
io
n
ou
to
f.
S/
he
’s
m
or
e
of
th
e
ol
de
r-
st
yl
e
sp
ec
ia
lis
tw

he
re

yo
u
pr
et
ty
m
uc
h
fo
llo

w
w
ha
ts
/h
e
te
lls

yo
u.

[W
11
,O

ut
er

re
gi
on
al
]

S
ur
ge
on

no
tw

ill
in
g
to

re
fe
r

Th
e
su
rg
eo
n
im
m
ed
ia
te
ly
to
ld
m
e
th
at
Ih

ad
no
th
in
g
to
w
or
ry

ab
ou
tb
ec
au
se

s/
he
’d
al
re
ad
y
bo
ok
ed

m
e
in
fo
r
a
m
as
te
ct
om

y
in

tw
o
da
ys
’t
im
e.
…

I
th
en

w
en
tb

ac
k
to

th
e
br
ea
st
su
rg
eo
n
an
d
s/
he

sp
ok
e
to

m
e
in

th
e
w
ai
tin

g
ro
om

,i
n
th
e
re
ce
pt
io
n

ar
ea
,a
nd

I
de
m
an
de
d
a
re
fe
rr
al

[t
o
a
su
rg
eo
n]

in
M
el
bo
ur
ne
.[
W
14
,I
nn
er

re
gi
on
al
]

…
th
at
’s
w
ha
tm

ak
es

m
e
re
al
ly
an
gr
y,
th
at
th
es
e
su
rg
eo
ns

ar
e
tr
ea
tin

g
it
as

a
bu
si
ne
ss
an
d
th
ey

re
al
is
e
th
at
be
ca
us
e
th
ey
’r
e

no
td
oi
ng

th
e
ot
he
r
su
rg
er
y
th
at
th
ey
’r
e
po
te
nt
ia
lly

lo
si
ng

cu
st
om

er
s,
so

th
ey

tr
ea
ti
ta
s
a
bu
si
ne
ss
on
ly
an
d
th
ey

w
ith

ho
ld

in
fo
rm

at
io
n.
Th

at
’s
ne
gl
ig
ib
le
.[
W
14
,I
nn
er

re
gi
on
al
]

Pa
tie
nt
s
un
de
r
pr
es
su
re

to
m
ak
e
qu
ic
k
de
ci
si
on
s
to

fi
ti
n
w
ith

su
rg
eo
n’
s

tim
et
ab
le

…
th
at

re
al

ru
sh

of
—
th
is
is
Th

ur
sd
ay

ni
gh
t,
th
is
is
ab
ou
t6

o’
cl
oc
k
at

ni
gh
to

n
a
Th

ur
sd
ay
,a
nd

s/
he

w
as

lik
e,
w
el
l,
I’
ll
be

go
in
g
aw

ay
in

tw
o
w
ee
ks
’t
im
e,
bu
tI

ca
n
bo
ok

yo
u
in

on
th
is
Tu
es
da
y
[f
or

a
m
as
te
ct
om

y
on
ly
].
[W

1,
M
aj
or

ci
ty
]

…
so

tw
o
da
ys

be
fo
re
th
e
su
rg
er
y,
Iw

as
si
tti
ng

th
er
e
tr
yi
ng

to
do

th
e
fin

an
ci
al
pl
an
ni
ng

an
d
th
at
w
as

ov
er
w
he
lm
in
g,
fa
r
to
o

m
uc
h
fo
r
m
e,
so
,y
ou

kn
ow

,a
tt
en

o’
cl
oc
k
at

ni
gh
t,
Ih

ad
to

ca
ll
th
e
pl
as
tic

su
rg
eo
n
an
d
sa
y,
“
I’
m
ju
st
no
td

oi
ng

it,
I’
m

ca
nc
el
lin

g
th
e
w
ho
le
th
in
g,
be
ca
us
e
it’
st
oo

m
uc
h;
Ij
us
tc
an
’t
m
ak
e
th
es
e
de
ci
si
on
s—

I’
m
no
tt
hi
nk
in
g
cl
ea
rl
y,
Ic
an
’t
m
ak
e

th
e
de
ci
si
on
.”

[W
5,
M
aj
or

ci
ty
]

In
ad
eq
ua
te
in
fo
rm

at
io
n
pr
ov
id
ed

…
th
is
is
w
hy

Id
on
’t
re
al
ly
lik
e
to
th
in
k
ab
ou
ti
tt
oo

m
uc
h
be
ca
us
e
Ij
us
tf
el
t,
at
th
at
po
in
t,
Iw

as
so

ill
in
fo
rm

ed
an
d
th
ey

ju
st

di
d
w
ha
te
ve
r.
A
nd

in
th
at

se
ns
e,
th
at
’s
w
hy

If
ee
ll
et
do
w
n.
[W

17
,M

aj
or

ci
ty
]

Th
er
e
w
as
n’
ta

di
sc
us
si
on

[o
r]
an
y
in
fo
rm

at
io
n
av
ai
la
bl
e
fr
om

m
y
br
ea
st
su
rg
eo
n
ab
ou
tw

ha
tt
he
se

[B
R
]o
pt
io
ns

w
er
e.
E
ve
n

at
th
at
st
ag
e,
Ic
ou
ld
n’
tw

al
k
aw

ay
w
ith

a
ha
nd
fu
lo
fb
its

an
d
pi
ec
es
,a
nd

sa
y,
w
el
lI
’v
e
go
tt
hi
si
nf
or
m
at
io
n
Ic
an

lo
ok

at
it

at
so
m
e
st
ag
e.
Id

id
n’
th

av
e
th
at

…
Iw

al
ke
d
aw

ay
fr
om

th
e
ho
sp
ita

l,
ha
d
no
th
in
g,
no

co
nt
ac
ts
no

no
th
in
g.
[W

6,
M
aj
or

ci
ty
]

It
hi
nk

it
w
ou
ld
ha
ve

be
en

m
uc
h
ea
si
er

to
ha
ve

be
en

gi
ve
n
in
fo
rm

at
io
n
ab
ou
tr
ec
on
st
ru
ct
io
n
as

an
op
tio

n
an
d
ho
w
it
re
la
te
s

to
th
e
in
iti
al
su
rg
er
y
fo
r
th
e
br
ea
st
ca
nc
er

at
th
e
tim

e
of
di
ag
no
si
s.
It
hi
nk

it
sh
ou
ld
be

pa
rt
of
th
e
pa
ck
ag
e
in
te
rm

s
of
th
e

ty
pe

of
in
fo
rm

at
io
n
pe
op
le
ar
e
gi
ve
n.
[W

14
,I
nn
er

re
gi
on
al
]

B
C
N
no
tc
om

fo
rt
ab
le
ra
is
in
g
th
e
po
ss
ib
ili
ty

of
B
R
fo
r
th
ei
r
pa
tie
nt
s

B
ut
st
ill

ve
ry
,y
ea
h,
on
e
of
th
em

[s
ur
ge
on
]
in
pa
rt
ic
ul
ar

is
qu
ite

ol
d-
fa
sh
io
ne
d,
an
d
a
bi
ta
ut
ho
ri
ta
ri
an
,a

di
ffi
cu
lt
pe
rs
on

to
lia

is
e
w
ith

on
an

ev
en

le
ve
l.
[H

P4
,I
nn
er

re
gi
on
al
]

…
tw
o
su
rg
eo
ns

do
n’
tn
ec
es
sa
ri
ly
lik
e
m
e
se
ei
ng

th
em

[t
he

pa
tie
nt
]b
ef
or
e
th
ey

op
er
at
e
…
It
hi
nk

th
ey

lik
e
to
be

in
ch
ar
ge

an
d

th
ey

do
n’
tl
ik
e
to

th
in
k
th
at

I’
ve

go
ta

ny
th
in
g
to

of
fe
r
th
e
pe
rs
on
.[
H
P2

4,
In
ne
r
re
gi
on
al
]

It’
s
ve
ry

di
ffi
cu
lt
w
he
n
I
se
e
so
m
eo
ne

if
th
ey

sa
y,
“
Lo

ok
,I
’v
e
se
en

X
an
d
he
’s
do
in
g
a
m
as
te
ct
om

y
an
d
I
do
n’
tr
ea
lly

kn
ow

ho
w
I’
m
go
in
g
to

co
pe

w
ith

th
is
.”

…
be
ca
us
e
I
kn
ow

fr
om

ex
pe
ri
en
ce

if
I
sa
y,
“
Lo

ok
,o
ka
y,
yo
u
co
ul
d
ge
ta

se
co
nd

co
ns
ul
t,
yo
u
co
ul
d
se
e
th
is
pe
rs
on
,h
e
w
ill

of
fe
r
yo
u
X
,w

e
co
ul
d
do

th
at
.”

It
ca
n
ge
tr
ea
lly

m
es
sy

fo
r
th
e
pa
tie
nt

th
en

be
ca
us
e
sh
e
ne
ed
s
to

ge
ta

no
th
er

re
fe
rr
al

fr
om

a
G
P
to

se
e
th
is
ot
he
r
do
ct
or
.I
td

oe
s
tr
ea
d
on

to
es
,t
he
y
[t
he

su
rg
eo
ns
]

do
n’
tl
ik
e
it
be
in
g
do
ne
,t
he

w
om

an
ca
n
fe
el
lik
e,
sh
e’s

no
ts
up
po
rt
in
g
th
e
or
ig
in
al

do
ct
or

…
B
ut

I
ve
ry

ra
re
ly
do

th
at

be
ca
us
e
…

m
y
ex
pe
ri
en
ce

te
lls

m
e
th
e
pa
tie
nt
w
on
’t
ac
tu
al
ly
ch
an
ge

su
rg
eo
ns
,t
he
y’
ll
ac
tu
al
ly
st
ay

w
ith

th
em

.[
an
d
th
en

th
e
in
iti
al
su
rg
eo
n
sa
ys
]
“
W
el
l,
th
e
pa
tie
nt

w
an
ts
to

st
ay

w
ith

m
e
an
yw

ay
,”

so
it
is
qu
ite

di
ffi
cu
lt
to

ne
go
tia

te
th
at

ar
ea
.

[H
P 1

3,
M
aj
or

ci
ty
]

Support Care Cancer (2020) 28:1963–1981 1965



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

Ph
ot
os

no
ta
va
ila
bl
e
or

in
ad
eq
ua
te

“
Is
ai
d
‘W

el
l,
w
ha
ta
re
th
ey

go
in
g
to
lo
ok

lik
e
…

an
d
he

sh
ow

s
m
e
a
pi
ct
ur
e
of
so
m
eb
od
y
el
se
,a
nd

it’
s
lik
e
…

w
el
lt
ha
tl
oo
ks

fa
nt
as
tic
,b
ut

he
sh
ou
ld

ha
ve

sh
ow

ed
m
e
20

of
th
em

,t
ha
tt
hi
s
ca
n
go

w
ro
ng

an
d
th
is
ca
n
go

w
ro
ng
’.”

[W
13
,O

ut
er

re
gi
on
al
]

N
ot

en
co
ur
ag
ed

to
sp
ea
k
w
ith

fo
rm

er
B
R
pa
tie
nt
s

…
re
al
ly
th
ey
’r
e
th
e
qu
es
tio

ns
…

ho
w
lo
ng

un
til
yo
u
ca
n
go

sw
im
m
in
g?

O
r
yo
u
ca
n
go

an
d
do

th
is
an
d
th
at
?
C
an

yo
u
go

to
th
e
gy
m
?
D
o
yo
u
fe
el
w
ea
k
in
th
e
st
om

ac
h
an
d
al
lt
ha
ts
or
to
ft
hi
ng
?
B
re
as
tc
ar
e
nu
rs
es

ca
n’
tt
el
ly
ou

th
at
—
th
ey

ca
n
te
ll

yo
u
fr
om

“
ge
ne
ra
lly
,u
su
al
ly
,s
om

et
im
es
,”

w
he
re
as

an
ac
tu
al

pe
rs
on

ca
n
sa
y,
“
N
o,
I
w
as

ok
ay

at
th
is
po
in
t.”

[W
17
,M

aj
or

ci
ty
]

“
I’
m
no
ts
ur
e
ho
w
m
uc
h
w
om

en
ar
e
ac
ce
ss
in
g
m
en
to
ri
ng

or
pe
er

su
pp
or
tf
ro
m
ot
he
r
w
om

en
w
ho

ha
ve

be
en

th
ro
ug
h
th
e

ex
pe
ri
en
ce

an
d
I
th
in
k
th
at

m
ig
ht

ha
ve

be
en

he
lp
fu
lf
or

m
e,
bu
tt
ha
tw

as
n’
t—

Iw
as
n’
to

ffe
re
d
it
at

th
e
tim

e.
”

[W
14
,p
ri
va
te
pa
tie
nt
,r
eg
io
na
la
re
a;
ha
d
B
R
in

ca
pi
ta
lc
ity

].

P
ri
nc
ip
le
2:

M
ax
im

is
e
pa

ti
en
t
ch
oi
ce

Su
rg
eo
n
do
es

no
to

ff
er

B
R

Is
ai
d,
“
W
el
l,
w
ha
ta
bo
ut
re
co
ns
tr
uc
tiv
e
su
rg
er
y?
”
an
d
he

ju
st
sa
id
,“
W
el
l,
w
e
do
n’
to
ffe
r
th
at
he
re
,”
an
d
w
en
to
n
to
tr
y
an
d

bo
ok

m
e
in

to
go

ah
ea
d
w
ith

th
e
m
as
te
ct
om

y.
[W

1,
M
aj
or

ci
ty
]

D
em

ar
ca
tio

n
is
su
es

…
yo
u
kn
ow

,s
om

eo
ne

sa
ys

th
ey

ar
e
be
tte
r
th
an

th
e
ot
he
r—

su
rg
er
y
is
fu
ll
of
it.
N
ot
a
lo
to
fc
oh
es
io
n,
pa
rt
ic
ul
ar
ly
be
tw
ee
n

sp
ec
ia
lti
es
.T
ha
tp
ro
fe
ss
io
na
lj
ea
lo
us
y
of
—
so
m
e
of
th
e
br
ea
st
su
rg
eo
ns

ha
d
w
is
he
d
th
ey

ha
d
go
ti
nt
o
pl
as
tic
sa

nd
so

th
er
e

is
a
bi
to

ft
ha
tg

oe
s
on
.[
S3

2,
M
aj
or

ci
ty
]

D
if
fi
cu
lti
es

co
or
di
na
tin
g
su
rg
eo
ns
/th

ea
tr
es

…
tr
yi
ng

to
ge
tt
w
o
[s
ur
gi
ca
l]
te
am

so
n
th
e
sa
m
e
da
y
w
ith

th
e
sa
m
e
fr
ee

tim
e
an
d
a
th
ea
tr
e
th
at
’s
av
ai
la
bl
e,
th
at
is
th
e
bi
gg
es
t

ch
al
le
ng
e.
[H

P
37
,M

aj
or

ci
ty
]

I
ju
st
th
in
k
th
ey

[I
B
R
s]

do
n’
tl
oo
k
as

go
od

…
so

Iw
ill

do
it
if
so
m
eb
od
y
m
ak
es

m
e
bu
tI
’d

ra
th
er

no
t.
[S
25
,M

aj
or

ci
ty
]

P
ri
nc
ip
le
3:

M
ax
im

is
e
eq
ui
ty

of
ac
ce
ss

to
se
rv
ic
es

M
et
ro
po
lit
an

ve
rs
us

no
n-
m
et
ro
po
lit
an

Se
rv
ic
es

no
ta
va
ila
bl
e
lo
ca
lly

W
el
l,
N
or
th
Q
ue
en
sl
an
d
se
em

s
to
be

ge
tti
ng

no
th
in
g.
W
e’
re
up

th
e
to
p
of
A
us
tr
al
ia
,w

e
se
em

to
ge
tn
ot
hi
ng
.I
ts
ee
m
s
to
go

to
So
ut
he
as
tQ

ue
en
sl
an
d,
al
lt
he

m
on
ey
;
th
e
fu
nd
in
g
…

ev
er
y
[p
ub
lic
]
ho
sp
ita

lf
ro
m
he
re

to
B
ri
sb
an
e,
no
ne

of
th
em

do
re
co
ns
tr
uc
tio

n
su
rg
er
y.
Th

at
’s
a
lo
to

fh
os
pi
ta
ls
.[
W
22
,O

ut
er

re
gi
on
al
]

I’
ve

go
ta

yo
un
g
la
dy
;s
he
’s
go
tf
ou
r
ki
ds
—
sh
e’s

no
te
ve
n
th
ir
ty
ye
t.
Th

ey
do
n’
th
av
e
an
y
fa
m
ily

he
re
—
th
ey

do
ha
ve

fa
m
ily

in
[c
ap
ita
lc
ity

],
so

sh
e’s

go
in
g
to

ha
ve

to
re
lo
ca
te
he
r
en
tir
e
fa
m
ily

[t
he
re
].
H
er

hu
sb
an
d’
s
go
in
g
to

st
ay

up
he
re

an
d
w
or
k

w
hi
le
sh
e
ha
sh

er
ra
di
ot
he
ra
py
—
so
,I
gu
es
s,
sh
e’s

lu
ck
y
th
at
sh
e
do
es
ha
ve

th
at
fa
m
ily

su
pp
or
ti
n
X
,b
ut
th
e
ol
de
st
tw
o
ar
e

go
in
g
to

ha
ve

to
be

ta
ke
n
ou
to

fs
ch
oo
la

nd
th
e
yo
un
ge
r
on
es

ar
e
go
in
g
to

lo
se

th
ei
r
da
y
ca
re

pl
ac
es
—
it’
s
ju
st
a
hu
ge

lo
gi
st
ic
al

th
in
g
fo
r
th
em

—
po
or

pe
op
le
.[
H
P6

,I
nn
er

re
gi
on
al
]

P
oo
re
r
qu
al
ity

ca
re

lo
ca
lly

W
el
lI

ac
tu
al
ly
be
lie
ve

th
at
Ia

m
al
iv
e
an
d
w
el
lb
ec
au
se

Id
id
n’
ts
ta
y
an
d
ha
ve

m
y
tr
ea
tm
en
th
er
e
lo
ca
lly
,I

so
ug
ht
a
se
co
nd

op
in
io
n
by

a
br
ea
st
su
rg
eo
n
in
X
,o
ne

of
th
e
be
st
in
th
e
st
at
e,
an
d
en
de
d
up

be
in
g
ca
re
d
fo
r
by

a
m
ul
tid

is
ci
pl
in
ar
y
te
am

,
w
hi
ch

w
as
n’
ta
va
ila

bl
e
he
re
at
th
e
tim

e
ei
th
er
,a
nd

It
hi
nk

Ih
ad

am
az
in
g
tr
ea
tm
en
ta
nd

th
e
tr
ea
tm
en
tI
ha
d
It
hi
nk

w
as

fa
r

be
tte
r
th
an

w
ha
ti
tw

ou
ld
ha
ve

be
en
—
th
an

w
ha
ti
tw

as
go
in
g
to
be

he
re

lo
ca
lly
,a
nd

Ih
on
es
tly

th
in
k
th
at
’s
w
ha
tk
ep
tm

e
al
iv
e,
w
ha
ts
av
ed

m
e
…

It
al
so

m
ad
e
m
e
fe
el
an
gr
y
be
ca
us
e
I…

w
as

bi
tte
rl
y
di
sa
pp
oi
nt
ed

to
th
en

di
sc
ov
er
th
at
th
er
e
w
er
e

su
bs
ta
nd
ar
d
se
rv
ic
es

be
in
g
of
fe
re
d
lo
ca
lly

…
an
d
yo
u
co
ul
d
re
al
ly
on
ly
ac
ce
ss
it,
in
m
y
op
in
io
n,
at
th
at
tim

e,
if
yo
u
w
er
e

in
th
e
pr
iv
at
e
sy
st
em

an
d
no
tt
he

pu
bl
ic
sy
st
em

,a
nd

I
fe
lt
th
at

in
eq
ui
ty
w
as

to
ta
lly

de
pl
or
ab
le
.[
W
14
,I
nn
er

re
gi
on
al
]

Support Care Cancer (2020) 28:1963–19811966



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

…
w
e
fo
rm

ul
at
ed

th
e
po
lic
y
ar
ou
nd

br
ea
st
su
rg
er
y
in

X
an
d
m
ak
in
g
su
re

th
at

th
e
pa
tie
nt

w
as

fu
lly

in
fo
rm

ed
ab
ou
tt
he

re
as
on
s
w
hy

th
ey

sh
ou
ld

go
aw

ay
[f
or

be
tte
r
tr
ea
tm

en
to

pt
io
ns
].
[H

P2
2,
R
em

ot
e]

D
if
fi
cu
lt
to

at
tr
ac
th

ea
lth

pr
of
es
si
on
al
s

…
th
er
e’s

on
ly
so

m
an
y
tr
ai
ne
d
nu
rs
es

th
at
liv
e
in
th
is
ar
ea
,s
o
yo
u
do
n’
th
av
e
th
at
bi
g
po
ol
of
nu
rs
es

to
ca
ll
on
.L

ot
s
of
th
e

nu
rs
es

in
th
e
ho
sp
ita

ls
ay
,w

el
l,
w
e’
re

so
sh
or
ts
ta
ffe
d
an
d
th
ey
’r
e
no
tp

ut
tin

g
an
y
on

…
B
ut

no
te
ve
ry
on
e
w
an
ts
to

co
m
e
an
d
liv
e
in

X
.[
H
P2

5,
In
ne
r
re
gi
on
al
]

…
w
e
ha
ve

di
ffi
cu
lty

at
tr
ac
tin

g
[p
la
st
ic
su
rg
eo
ns
]
to

a
re
gi
on
al

ar
ea

…
W
e
ca
n’
tg

et
th
ei
r
w
iv
es

pa
st
th
e
[l
oc
al

la
nd
m
ar
k]

…
it
is
us
ua
lly

fo
r
fa
m
ily

re
as
on
s;
th
e
fa
m
ily

do
es
n’
tw

an
tt
o
co
m
e
to

X
.[
S2

3,
M
aj
or

ci
ty
]

It
hi
nk

pe
op
le
w
an
tt
o
liv
e
in
bi
g
ci
tie
s,
pa
rt
ic
ul
ar
ly
th
e
yo
un
ge
r
pe
op
le
,f
or

ed
uc
at
io
n,
fo
rc
hi
ld
re
n,
th
ei
r
fa
m
ili
es

ar
e
ba
se
d

th
er
e.
N
ow

w
ith

hu
sb
an
d
an
d
w
iv
es

bo
th

w
or
ki
ng
,t
he
y
ve
ry

m
uc
h
re
ly
up
on

gr
an
dp
ar
en
ts
an
d
fa
m
ily

to
ca
re

fo
r

ch
ild

re
n.

[H
P3

6,
O
ut
er

re
gi
on
al
]

D
if
fi
cu
lt
to

tr
av
el
fo
r
B
R

…
So
m
eo
ne

fr
om

[s
m
al
lc
ou
nt
ry

to
w
n]

de
ci
di
ng

to
ha
ve

a
m
as
te
ct
om

y
be
ca
us
e
th
ey

ca
n’
ta
ffo

rd
to
be

aw
ay

fr
om

th
e
fa
rm

,
th
ey
’r
e
ac
tu
al
ly
es
se
nt
ia
l,
es
pe
ci
al
ly
ar
ou
nd

ha
rv
es
tt
im
e.
Th

ey
m
ak
e
a
de
ci
si
on

to
ha
ve

a
m
as
te
ct
om

y.
[S
21
,I
nn
er

re
gi
on
al
]

…
bu
ts
om

eb
od
y
w
ho

is
ve
ry

el
de
rl
y,
or

a
lo
to

fI
nd
ig
en
ou
s
w
om

en
w
on
’t
tr
av
el
fu
rt
he
r
th
an

[r
em

ot
e
to
w
n]
.

[H
P2

2,
R
em

ot
e]

Pu
bl
ic
ve
rs
us

pr
iv
at
e

P
ub
lic

D
B
R
w
ai
tin

g
lis
tc
lo
ck

st
ar
ts
af
te
r
on
e
ye
ar

po
st
-t
re
at
m
en
tr
ev
ie
w

W
el
lI
w
as

on
ly
pu
to
n
th
e
w
ai
tin

g
lis
t1
2
m
on
th
s
af
te
r
su
rg
er
y,
w
hi
ch

pu
ts
m
e
12

m
on
th
s
be
hi
nd
,a
nd

th
en

th
ey

sa
id
,w

el
li
t

do
es
n’
tm

at
te
rb

ec
au
se
it’
ss
til
lg
oi
ng

to
be

se
ve
n
an
d
a
ha
lf
ye
ar
s,
an
d
Is
ai
d,
“
W
el
l,
w
hy

sh
ou
ld
Ih
av
e
to
w
ai
ta
ny

lo
ng
er

th
an

an
yo
ne

el
se
?
W
he
n
di
d
yo
u
gu
ys
de
ci
de

th
at
I’
m
no
ta
si
m
po
rt
an
ta
sa

ny
on
e
el
se
,a
nd

w
hy

ha
si
ts
ud
de
nl
y
go
ne

fr
om

tw
o
ye
ar
s
to

se
ve
n
an
d
a
ha
lf
ye
ar
s?
”
[W

7,
M
aj
or

ci
ty
]

If
pa
tie
nt

dr
op
pe
d
of
f
pu
bl
ic
w
ai
tin

g
lis
t,

th
ro
ug
h
no

fa
ul
to

f
th
ei
r
ow

n,
th
ey

go
ba
ck

to
th
e
en
d
of

th
e
qu
eu
e

I
pu
tm

y
na
m
e
do
w
n
fo
r
X
H
os
pi
ta
l,
th
ey

ex
pl
ai
ne
d
th
at
,y
ou

kn
ow

,y
ou
’r
e
ca
te
go
ry

3
w
hi
ch

m
ea
ns

th
at

yo
u
w
on
’t
be

a
pr
io
ri
ty
an
d
yo
u
co
ul
d
be

w
ai
tin

g
tw
o
to
th
re
e
ye
ar
sa

nd
th
at
th
ey

w
ou
ld
ad
vi
se

m
e
w
he
n
m
y
ap
po
in
tm
en
tc
am

e
up

to
se
e

th
e
sp
ec
ia
lis
t,
an
d
ar
ra
ng
e
it.

So
Ir
et
ur
ne
d
to

w
or
k
an
d
th
en

In
at
ur
al
ly
as
su
m
ed

th
at

th
ey

w
ou
ld

ad
vi
se

m
e,
so

af
te
r

ab
ou
tt
w
o
ye
ar
s
Ir
an
g
th
em

sa
yi
ng
,o
ka
y,
ca
n
yo
u
le
tm

e
kn
ow

w
he
re

th
e
st
at
us

is
,a
nd

th
ey

sa
id

to
m
e,
w
e
se
nt

yo
u
a

le
tte
ro

ut
an
d
yo
u
ne
ve
r
re
sp
on
de
d,
so

w
e
re
m
ov
ed

yo
ur

na
m
e
fr
om

th
e
lis
t.
Is
ai
d,
“
Id

id
no
tr
ec
ei
ve

an
yt
hi
ng
.S
ho
ul
dn
’t

yo
u
re
al
ly
ch
as
e
th
at

up
?”

B
as
ic
al
ly
,t
he
re

w
as

no
ar
gu
in
g
w
ith

th
em

.[
W
2,
M
aj
or

ci
ty
]

N
ot

en
ou
gh

pl
as
tic

su
rg
eo
ns

an
d
re
so
ur
ce
s
in

th
e
pu
bl
ic
sy
st
em

…
s/
he

ha
d
a
co
nt
ra
ct
to

do
w
ha
tw

as
su
pp
os
ed
ly
on
e
re
co
n
in
th
e
pu
bl
ic
a
m
on
th

…
It
hi
nk

s/
he

di
d
ni
ne

in
th
e
la
st
ye
ar

…
bu
tt
o
ge
to

n
he
r/
hi
s
lis
tb

as
ic
al
ly
th
ey

op
en

th
e
bo
ok
s
at

th
e
be
gi
nn
in
g
of

th
e
ye
ar
,e
ve
ry
bo
dy

in
to
w
n
th
at

w
an
ts
to

ha
ve

a
pu
bl
ic
re
co
ns
tr
uc
tio

n
ri
ng
s
an
d
th
ey

ge
ta

10
m
in
ut
e
ap
po
in
tm
en
t a

nd
th
en

s/
he

ca
te
go
ri
se
s
th
em

or
so
m
et
hi
ng

an
d
pu
ts
th
em

on
th
e
lis
ta

nd
th
e
re
st
ha
ve

to
w
ai
ta

nd
ri
ng

ba
ck

ne
xt
ye
ar
.[
S1

5,
M
aj
or

ci
ty
]

…
th
er
e’s

tw
o
su
rg
eo
ns
;w

e
do
n’
tr
ea
lly
,w

he
n
yo
u
lo
ok

at
it
pe
r
ho
ur
,w

e
do
n’
ta
ct
ua
lly

ge
tp
ai
d
th
at
w
el
l,
ev
en

th
ou
gh

th
e

ou
to

fp
oc
ke
tc
os
ts
m
ig
ht

se
em

a
lo
t.
I
ca
n
do

10
sk
in

ca
nc
er
s
in

a
da
y,
go

ho
m
e
[m

ak
e
a
lo
tm

or
e
m
on
ey

th
at
w
ay
?]

A
bs
ol
ut
el
y,
re
al
is
tic
al
ly
.[
S1

3,
M
aj
or

ci
ty
].

Th
e
A
er
oF

or
m
ex
pa
nd
er
th
at
Ih
ad

in
,o
nl
y
pr
iv
at
e
pa
tie
nt
sc
an

ha
ve

th
at
;p
ub
lic

[p
at
ie
nt
s]
ar
e
st
ill
ha
vi
ng

sa
lin

e
ex
pa
nd
er
s

at
th
is
po
in
t.
[W

14
,I
nn
er

re
gi
on
al
]

Support Care Cancer (2020) 28:1963–1981 1967



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

P
ri
nc
ip
le
4:

M
ax
im

is
e
su
pp

or
t
fo
r
pa

ti
en
ts
an

d
th
ei
r
fa
m
ili
es

B
C
N
no
ta
va
ila
bl
e

W
e
do
n’
th
av
e
a
br
ea
st
ca
re
nu
rs
e
in
th
e
pu
bl
ic
.S
o,
I’
m
a
ca
nc
er
co
or
di
na
to
r
an
d
Il
oo
k
af
te
r
br
ea
st
ca
nc
er
,g
yn
ae
co
lo
gi
ca
l

ca
nc
er
s,
lu
ng

ca
nc
er
,m

el
an
om

a,
sa
rc
om

a,
ur
og
en
ita

la
nd

pr
os
ta
te
ca
nc
er
s.
[H

P3
4,
M
aj
or

ci
ty
]

…
it
ju
st
w
ou
ld

ha
ve

be
en

ni
ce

to
ha
ve

m
or
e
kn
ow

le
dg
e…

bu
tm

y
on
ly
kn
ow

le
dg
e
w
as

th
e
su
rg
eo
n
th
at
’s
it.

A
nd

be
ca
us
e
I
w
as

so
pa
ni
ck
ed

yo
u
kn
ow

I
di
dn
’t
so
rt
of

se
ek

ou
t,
I
di
dn
’t
kn
ow

w
ho

el
se

to
go

to
.[
W
21
,M

aj
or

ci
ty
]

B
C
N
no
ta
w
ar
e
of

pa
tie
nt

Th
er
e’s

no
M
O
U
w
ith

th
e
pr
iv
at
e
ho
sp
ita

l.
Th

er
e’s

no
ag
re
em

en
to
r
an
yt
hi
ng

…
So
m
et
im
es

Ig
et
ca
lls

fr
om

th
e
nu
rs
es

at
th
e

pr
iv
at
e
ho
sp
ita

lw
ho

sa
y
“
I’v

e
go
tt
hi
s
pa
tie
nt

ab
ou
tt
o
go

ho
m
e.
Sh
e
ne
ed
s
to

se
e
a
br
ea
st
ca
re

nu
rs
e.
”

…
So

it’
s
ve
ry

ad
ho
c.
[H

P1
3,
O
ut
er

re
gi
on
al
]

…
th
e
ne
o-
ad
ju
va
nt
pa
tie
nt
s
w
er
en
’t
ev
er

be
in
g
re
fe
rr
ed
,a
nd

th
er
e
w
er
e
so
m
e
ca
se
s
Ic
am

e
ac
ro
ss
,a
nd

w
e
w
ou
ld
se
e
th
em

ju
st
be
fo
re

su
rg
er
y
w
he
n
th
ey

ca
m
e
on

th
e
th
ea
tr
e
lis
t,
an
d
yo
u’
d
st
ar
tt
al
ki
ng

to
th
em

an
d
sa
yi
ng
,w

el
lw

he
re

ha
ve

yo
u

be
en

fo
r
th
e
la
st
si
x
m
on
th
s,
an
d
th
ey
’v
e
be
en

go
in
g
th
ro
ug
h
tr
ea
tm
en
ta
nd

w
e
w
er
en
’t
aw

ar
e
of
th
em

.[
H
P1

,M
aj
or

ci
ty
]

Su
rg
eo
ns

do
no
tr
ef
er

pa
tie
nt
s
to

B
C
N

…
w
e
do
n’
tg
et
re
fe
rr
al
s
di
re
ct
ly
th
ro
ug
h
fr
om

su
rg
eo
ns

un
le
ss
th
er
e’s

ex
tr
em

e
ps
yc
ho
so
ci
al
ne
ed
s
…

w
e
fo
llo

w
th
ro
ug
h
th
e

th
ea
tr
e
lis
ts
an
d
th
at
’s
w
he
re

w
e
ge
tr
ef
er
ra
ls
.S
o,
it
ca
n,
so
m
et
im
es

th
ey
’r
e
pu
to
n
tw
o
w
ee
ks

in
ad
va
nc
e,
so
m
et
im
es

it’
s

ju
st
th
e
ni
gh
tb

ef
or
e,
th
e
da
y
be
fo
re
,d
ep
en
di
ng

on
w
he
n
th
ey
’v
e
se
en

th
e
su
rg
eo
n
[H

P
1,
M
aj
or

ci
ty
]

Su
rg
eo
ns

do
no
tr
ef
er

pa
tie
nt
s
to

ot
he
r
se
rv
ic
es

[i
f
th
e
ge
ne
ra
ls
ur
ge
on

ha
d
si
gn
ed

th
is
fo
rm

yo
u
w
ou
ld

ha
ve

be
en

en
tit
le
d
to

di
sc
ou
nt

tr
av
el
?]

Ye
ah
,a
nd

w
he
n
Ir
an
g
to

m
ak
e
an

ap
po
in
tm
en
tt
he
y
sa
id
,“
W
el
l,
s/
he

do
es

m
as
te
ct
om

ie
ss
o…

“[
Y
ou

do
n’
tn
ee
d
to
go

an
yw

he
re
?]

Ye
p.
To

ha
ve

th
is

[b
en
ef
it]

an
d
th
in
k,
“
Th

is
is
an

en
tit
le
m
en
t,
th
is
is
go
od
,t
hi
s
w
ill
he
lp
,”
an
d
th
en

so
m
eo
ne

go
in
g,
“
N
ah
, w

e’
re
no
tg
oi
ng

to
si
gn

th
at

…
Ic

ou
ld

do
so
m
e
of

it.
”
Th

at
’s
no
tg

oo
d
en
ou
gh
.[
W
8,
O
ut
er

re
gi
on
al
]

T
ra
ve
ls
up
po
rt
in
ad
eq
ua
te

Ic
ou
ld
n’
th
av
e
do
ne

it
[w

ith
ou
ts
ta
yi
ng

at
m
y
si
st
er
’s
ho
us
e]
.B

ec
au
se

w
e
co
ul
dn
’t
ha
ve

af
fo
rd
ed

to
—
w
e
w
en
tt
o
ba
ck

on
e

in
co
m
e
ea
rn
in
g,
w
e
ha
d
th
re
e
ki
ds
,t
he
y
w
er
e
al
lu
nd
er

th
e
ag
e
of
fo
ur
.T
he
re
w
as

ab
so
lu
te
ly
no

w
ay

Ic
ou
ld
ha
ve

do
ne

it
w
ith

ou
tm

y
si
st
er
,n
o
w
ay
.A

nd
Ik
no
w
th
at
10
0
pe
rc
en
t.
E
ve
n
w
ith

as
si
st
an
ce

on
pu
bl
ic
tr
an
sp
or
t,
lik
e
if
Iw

as
tr
av
el
lin

g
to
da
y
I’
d
be

se
ei
ng

m
on
ey

fo
ri
ti
n
tw
o
an
d
a
ha
lf
m
on
th
s.
B
y
th
e
tim

e
yo
u
w
er
e
ge
tti
ng

it
yo
u’
re
al
re
ad
y
sp
en
di
ng

it
ag
ai
n

so
rt
of

th
in
g.
D
ef
in
ite
ly
no
tp

os
si
bl
e
un
le
ss

yo
u
ha
d
so
m
e
so
rt
of

ex
tr
a
su
pp
or
t.
[W

16
,O

ut
er

re
gi
on
al
]

P
ri
nc
ip
le
5:

M
ax
im

is
e
us
e
of

ap
pr
op

ri
at
e
co
m
m
un

ic
at
io
n
te
ch
ni
qu

es
an

d
in
fo
rm

at
io
n
m
at
er
ia
ls

N
o
cu
ltu

ra
lly

ap
pr
op
ri
at
e
in
fo
rm

at
io
n
av
ai
la
bl
e

[w
ha
tr
es
ou
rc
es

do
yo
u
ha
ve

av
ai
la
bl
e?

D
o
yo
u
ha
ve

an
yt
hi
ng

in
di
ff
er
en
tl
an
gu
ag
es
?]
N
ot
a
lo
t.
W
e’
ve

go
tB

re
as
tC

an
ce
r

N
et
w
or
k
of
A
us
tr
al
ia
,a
nd

C
an
ce
r
A
us
tr
al
ia
,t
he
y
ha
ve

Vi
et
na
m
es
e,
A
ra
bi
c,
G
re
ek
,I
ta
lia

n,
C
hi
ne
se
.T

he
y
us
ua
lly

co
m
e

w
ith

fa
m
ili
es
bu
tw

e
do

us
e
an

in
te
rp
re
te
r.
W
e
do
n’
tr
el
y
on

fa
m
ily

in
te
rp
re
tin

g;
an

in
te
rp
re
te
ri
sa

lw
ay
sb

oo
ke
d
fo
rp

eo
pl
e

w
ho

do
n’
ts
pe
ak

E
ng
lis
h
…

B
ec
au
se
us
ua
lly

w
he
n
th
ey

co
m
e
he
re
,t
he
y’
re
be
in
g
to
ld
so
m
et
hi
ng

im
po
rt
an
to
rt
he
y
ha
ve

to
si
gn

a
co
ns
en
t,
so

it’
s
a
bi
to

fa
le
ga
lt
hi
ng
.[
H
P
29
,M

aj
or

ci
ty
]

I
sa
w
a
la
dy
,I
nd
ig
en
ou
s,
qu
ite

yo
un
g,
ne
ve
r
be
en

to
X
be
fo
re

an
d
ne
ve
r
le
ft
he
r
fa
m
ily

be
fo
re

an
d
w
as

se
nt

to
th
e

[r
ad
io
th
er
ap
y
ce
nt
re
]a

nd
th
en

ba
ck

to
X
,w

hi
ch

is
th
e
ac
co
m
m
od
at
io
n,
w
ith

a
bi
to
fp
ap
er
.I
t’s
go
ta

pi
ct
ur
e
of
a
ra
di
at
io
n

m
ac
hi
ne
,a
nd

a
pi
ct
ur
e
of

so
m
eb
od
y
ha
vi
ng

so
m
e
m
ed
ic
at
io
n
pu
ti
nt
o
th
ei
r
ar
m
an
d
a
fe
w
ot
he
r
pi
ct
ur
es
,a
nd

th
at

w
as

th
ei
r
ef
fo
rt
at

tr
yi
ng

to
ex
pl
ai
n
w
ha
tw

as
go
in
g
to

ha
pp
en
.S
he

di
dn
’t
ev
en

kn
ow

w
he
re

he
r
ca
nc
er

w
as
.

[H
P1

3,
O
ut
er

re
gi
on
al
]

N
o
lo
w
lit
er
ac
y
in
fo
rm

at
io
n
av
ai
la
bl
e

…
it
is
ab
ou
tl
ow

er
ex
pe
ct
at
io
ns
,l
ow

er
he
al
th
lit
er
ac
y,
no
tb
ei
ng

so
us
ed

to
de
al
in
g
w
ith

m
ed
ic
al
sp
ec
ia
lis
ts
an
d
m
ay
be

no
t

ha
vi
ng

th
e
co
nf
id
en
ce
.A

nd
ev
en

kn
ow

in
g
w
ha
tq
ue
st
io
ns

to
as
k.
…

a
la
ck

of
ac
ce
ss
to
th
e
In
te
rn
et
re
al
ly
do
es

co
nt
ri
bu
te

to
a
lo
w
er

he
al
th
lit
er
ac
y
ra
te
.I
m
ea
n
it’
s
la
ck

of
ac
ce
ss
to
in
fo
rm

at
io
n.
Im

ea
n
in
th
e
co
m
m
un
iti
es

th
er
e
ar
e
no

lib
ra
ri
es

Support Care Cancer (2020) 28:1963–19811968



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

or
an
yt
hi
ng

lik
e
th
at
.Y
ou

ha
ve

to
tr
av
el
—
so

Im
ea
n
ev
en

he
re

Ih
ad

to
tr
av
el
an

ho
ur

an
d
a
ha
lf
ju
st
to
go

do
w
n
to
X
to

ha
ve

a
lo
ok

in
th
ei
r
lib

ra
ry

an
d
se
e
w
ha
tt
he
y
m
ig
ht

ha
ve

on
br
ea
st
ca
nc
er
.[
H
P1

8,
O
ut
er

re
gi
on
al
]

In
te
rp
re
te
rs
no
ta
va
ila
bl
e

…
fo
r
A
bo
ri
gi
na
ll
an
gu
ag
es
,w

e
ha
ve

st
ru
gg
le
d
to
m
ai
nt
ai
n
an

ea
sy

an
d
av
ai
la
bl
e
in
te
rp
re
te
r
se
rv
ic
e
…

th
er
e’s

ni
ne

m
aj
or

la
ng
ua
ge

gr
ou
ps

an
d
lo
ts
of

ot
he
r
su
b-
la
ng
ua
ge

gr
ou
ps
,a
nd

m
os
tp

eo
pl
e
un
de
rs
ta
nd

on
e
of

ni
ne

an
d
so

th
er
e
is
an

in
te
rp
re
te
r
th
eo
re
tic
al
ly
av
ai
la
bl
e
fo
r
ea
ch

on
e,
bu
ti
n
a
ho
sp
ita

la
ta
ny

on
e
tim

e,
th
er
e’s

us
ua
lly

on
ly
on
e
fo
r
on
e
of
th
e

la
ng
ua
ge

gr
ou
ps

an
d
th
at
do
es

m
ak
e
it,

yo
u
kn
ow

,i
ft
he
y’
re

no
te
as
ily

av
ai
la
bl
e
it
do
es
n’
th

ap
pe
n
of
te
n.
So

of
te
n
w
e’
re

sp
ea
ki
ng

in
th
ei
r
se
co
nd

or
th
ir
d
la
ng
ua
ge

an
d
…

th
at
’s
su
b-
op
tim

al
cu
ltu

ra
lly
.[
S1

7,
O
ut
er

re
gi
on
al
]

L
ac
k
of

co
nf
id
en
ce

in
ac
cu
ra
cy

of
in
te
rp
re
te
rs

Yo
u’
re

ju
st
as
su
m
in
g
yo
u’
re

ge
tti
ng

a
go
od

se
rv
ic
e.
A
lth

ou
gh
,j
us
tr
ec
en
tly
,I

ha
d
a
pa
tie
nt

w
ho

sa
id

to
m
e—

th
e
da
ug
ht
er

w
as

in
w
ith

th
e
in
te
rp
re
te
r
an
d
th
e
m
ot
he
r
an
d
sh
e
sa
id
th
at
w
om

an
is
no
ti
nt
er
pr
et
in
g
w
ha
ty
ou
’r
e
sa
yi
ng

to
m
y
m
ot
he
r.

It’
s
al
w
ay
s
a
w
or
ry

w
he
n
th
e
in
te
rp
re
te
r
ta
lk
s
m
or
e
th
an

w
ha
ty
ou
’v
e
sa
id
.A

nd
th
ey

do
n’
ta
lw
ay
s—

an
d
th
e
w
om

an
sa
ys

so
m
et
hi
ng

to
th
em

an
d
th
ey

ha
ve

a
co
nv
er
sa
tio

n,
bu
tt
he
y
do
n’
ta

ct
ua
lly

sa
y
to

yo
u
w
ha
tt
he
y
ju
st
sa
id
.

[H
P2

8,
M
aj
or

ci
ty
]

N
o
ac
ce
ss

to
si
m
ila
r
w
om

en
w
ith

B
R
ex
pe
ri
en
ce

I
th
in
k
m
y
m
os
ti
m
po
rt
an
tt
hi
ng

is
to

he
lp

ot
he
r
la
di
es
.I

do
n’
tw

an
tt
he
m
to

ev
er

be
in

th
e
po
si
tio

n
w
he
re

I
w
as
.I
t’s

lik
e

st
um

bl
in
g
in

th
e
da
rk
.[
W
2,
M
aj
or

ci
ty
;G

re
ek

vo
lu
nt
ee
r
fo
r
B
C
N
A
]

Th
er
e’s

to
o
m
uc
h
tr
av
el
It
hi
nk
.M

y
co
us
in
’s
m
ob
,I
th
in
k
th
ey

w
er
e
tr
yi
ng

to
ge
tm

or
e
se
rv
ic
es
do
w
n
th
er
e.
B
ut
Ik
no
w
w
he
n
I

w
as

ge
tti
ng

tr
ea
tm
en
t,
lik
e
ch
em

o
an
d
al
lt
ha
t,
I’
d
se
e
al
lt
he

ot
he
r
re
m
ot
e
m
ob

fr
om

th
e
re
m
ot
e
co
m
m
un
iti
es
,l
ik
e

Te
nn
an
tC

re
ek
,a
nd

th
ey
’d
ha
ve

to
be

liv
in
g
in
D
ar
w
in
,a
w
ay

fr
om

th
ei
rh

om
es

fo
r
a
lo
ng

tim
e.
Ik
no
w
th
er
e
w
as

a
fe
w
of

th
em

,a
nd

it’
s
a
bi
tl
on
el
y,
aw

ay
fr
om

ho
m
e,
th
at
’s
fo
r
su
re
.[
H
P2

0,
O
ut
er

re
gi
on
al
;a
ls
o
br
ea
st
ca
nc
er

pa
tie
nt
]

P
ri
nc
ip
le
6:

M
in
im

is
e
pa

ti
en
t
co
st
s

L
ar
ge

ou
t-
of
-p
oc
ke
tg

ap
s
fo
r
pr
iv
at
e
pa
tie
nt
s
in

su
rg
eo
n’
s
ro
om

s
an
d
fo
r

th
ea
tr
e/
ho
sp
ita
lc
os
ts

So
s/
he

fli
es

up
th
er
e
on
ce

a
m
on
th

an
d
do
es

a
fe
w
im
pl
an
ts
…

on
e
[p
at
ie
nt
]
w
as

ve
ry

un
ha
pp
y
…

he
r
su
rg
eo
n

re
co
m
m
en
de
d
…

th
is
pl
as
tic

su
rg
eo
n
…

A
nd

sh
e
di
dn
’t
ha
ve

a
lo
to

ft
im
e
to

th
in
k
ab
ou
ti
ta

nd
…

th
ey

ha
d
go
tn

o
in
fo
rm

at
io
n
ab
ou
th
ow

m
uc
h
it
w
as

go
in
g
to
co
st
an
d
so

th
en

by
th
e
tim

e
sh
e
fo
un
d
al
lo
ft
hi
s
ou
t,
sh
e
w
as

on
ly
a
co
up
le

of
da
ys

ou
tf
ro
m
he
rs
ur
ge
ry
…

[D
o
yo
u
kn
ow

ho
w
m
uc
h
sh
e
di
d
pa
y
ou
to
fp

oc
ke
t?
]I

th
in
k
it
w
as

lik
e
10

gr
an
d
al
lu
p—

it
w
as

ju
st
so
m
et
hi
ng

ri
di
cu
lo
us

…
th
at

w
as

ju
st
fo
r
th
e
ex
pa
nd
er
s.
[H

P6
,I
nn
er

re
gi
on
al
].

So
m
e
pe
op
le
,y
ou

ha
ve

to
bo
rr
ow

to
ha
ve

it
do
ne
.T
er
ri
bl
e
ou
to

fp
oc
ke
tp

ri
ce
,s
o
no
te
ve
ry
bo
dy

w
ho

co
m
es

ca
n
af
fo
rd

it;
th
ey
’v
e
ei
th
er

ha
d
to

ta
p
in
to

su
pe
ra
nn
ua
tio

n
or

so
m
et
hi
ng

to
—
or

m
or
tg
ag
e,
if
th
ey
’v
e
go
ti
t,
to

ge
tt
he

re
co
ns
tr
uc
tio

n
do
ne
.N

ot
m
an
y
pe
op
le
ha
ve

a
la
zy

$1
0,
00
0.
[H

P1
6,
M
aj
or

ci
ty
]

M
ed
ic
ar
e
an
d
P
H
I
re
ba
te
s
do

no
tk

ee
p
up

w
ith

ac
tu
al
co
st
s

Th
e
pr
ob
le
m
fo
r
w
om

en
,t
he

on
ly
co
m
pl
ai
nt
s
I
ha
ve

ab
ou
tm

on
ey

in
B
R
,i
s
tis
su
e-
ba
se
d
re
co
ns
tr
uc
tio

n
an
d
th
e

ex
tr
ao
rd
in
ar
y
ou
t-o

f-p
oc
ke
tc
os
ts
fo
rt
ha
t,
w
hi
ch

to
so
m
e
ex
te
nt
,I
ca
n
un
de
rs
ta
nd

be
ca
us
e
yo
u’
re
th
er
e
al
ld
ay

do
in
g
on
e

op
er
at
io
n
th
at

do
es
n’
tp

ay
m
uc
h
th
ro
ug
h
M
ed
ic
ar
e,
bu
ti
tl
ea
ve
s
a
hu
ge

ga
p.
[S
1,
M
aj
or

ci
ty
]

…
Th

e
ki
nd

of
m
in
e
fie
ld

of
pr
iv
at
e
he
al
th

in
su
ra
nc
e
is
ju
st
aw

fu
l.
It
is
ve
ry

co
m
pl
ic
at
ed

an
d
no
tw

el
le
xp
la
in
ed
.

[S
13
,M

aj
or

ci
ty
].

Iw
as

pr
iv
at
el
y
in
su
re
d
to
p
ho
sp
ita

la
nd

th
en

Iw
en
tt
o
se
e
th
e
su
rg
eo
n,
sa
id
,“
Ye
sI
’m

pr
iv
at
el
y
in
su
re
d,
Ic
an

go
to
a
pr
iv
at
e

ho
sp
ita

l,”
an
d
th
en

no
tl
on
g
be
fo
re
th
e
su
rg
er
y
If
ou
nd

ou
tt
he

ex
tr
a
co
st
si
tw

ou
ld
,f
or

th
e
an
ae
st
he
tis
ta
nd

th
e
ex
tr
a
bi
lls

fo
r
th
e
su
rg
eo
n,
an
d
I’
m
lik
e
is
n’
tt
ha
ta
ll
co
ve
re
d?

A
nd

it
w
as
n’
ta
nd

Ic
ou
ld
n’
ta
ffo

rd
to
pa
y
fo
r
th
e
ex
tr
a.
So
,I
en
de
d
up

ch
oo
si
ng

to
go

to
a
pu
bl
ic
,a

pu
bl
ic
ho
sp
ita

lw
ith

a
pr
iv
at
e
su
rg
eo
n,
lik
e
a
pr
iv
at
el
y
in
su
re
d
in

a
pu
bl
ic
ho
sp
ita

lo
r

so
m
et
hi
ng
,b
ut

it
w
as

dr
ea
df
ul
.[
W
21
,M

aj
or

ci
ty
]

Support Care Cancer (2020) 28:1963–1981 1969



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

So
m
e
su
rg
eo
ns

ch
oo
se

to
pe
rf
or
m

m
ul
tip

le
op
er
at
io
ns

[T
he

br
ea
st
su
rg
eo
n]

sa
id
,“
I’
ll
do

a
sk
in
-s
pa
ri
ng

m
as
te
ct
om

y
an
d
th
en

tw
o
da
ys

la
te
r,
th
e
pl
as
tic

su
rg
eo
n
w
ill
co
m
e
in
an
d

pu
ta

n
ex
pa
nd
er

in
,a
nd

it
ha
s
to

be
do
ne

th
at

w
ay
,i
n
ca
se

yo
u
ha
ve

ne
cr
ot
ic
sk
in

fla
ps
,a
nd

th
en

yo
u’
ll
co
m
e
ba
ck

fo
r

so
m
e
ex
pa
ns
io
ns

an
d
th
en

yo
u’
ll
co
m
e
ba
ck

an
d
ha
ve

th
e
ex
pa
nd
er

ex
ch
an
ge
d
fo
r
a
pe
rm

an
en
ti
m
pl
an
t.”

Th
en

sh
e
sa
w

th
e
pl
as
tic

su
rg
eo
n
w
ho

co
nc
ur
re
d
w
ith

al
lo

ft
ha
t…

Th
en

sh
e
sa
id

“
W
hy

ca
n’
tI

ju
st
go

do
th
is
di
re
ct
-to

-im
pl
an
tt
hi
ng

an
d
ha
ve

it
al
ld
on
e
in
on
e
da
y?
”
…

Th
ey

sa
id
,“

W
el
l,
if
yo
u
w
an
tt
ha
to
pt
io
n,
yo
u’
ll
ha
ve

to
go

ba
ck

to
X
.”

So
,s
he

di
d

…
Th

re
e
op
er
at
io
ns
.Y
ou

kn
ow

,t
he

…
to
ta
lf
ig
ur
e
is
ov
er

$3
5,
00
0.
It’
s
ri
di
cu
lo
us
.[
S2

1,
In
ne
r
re
gi
on
al
]

I
se
e
an

en
or
m
ou
s
am

ou
nt

of
ov
er

se
rv
ic
in
g
of

pa
tie
nt
s
an
d
I
se
e
al
so

in
flu

en
ce
s
on

ba
si
ca
lly

m
on
et
ar
y
gr
ou
nd
s

…
Id

o
se
e
qu
ite

a
bi
to

fy
ou

kn
ow

w
as
ta
ge

of
ta
x
pa
ye
r’s

m
on
ey
,b
ec
au
se

ul
tim

at
el
y
M
ed
ic
ar
e,
an
d
so
m
e
of

th
e
fe
e
fo
r

se
rv
ic
e
po
te
nt
ia
lly

lo
ok
s
…

Ic
an

qu
es
tio

n
so
m
et
im
es

th
e
in
flu

en
ce

of
it
po
te
nt
ia
lly

in
te
rf
er
in
g
w
ith

yo
u
kn
ow

so
ft
cl
in
ic
al

de
ci
si
on
s.
[S
27
,M

aj
or

ci
ty
]

S
ur
ge
on
s
ch
ar
gi
ng

m
or
e
th
an

A
M
A
ra
te
s

W
el
l,
$2
0,
00
0
or

$2
5,
00
0
fo
r
a
[u
ni
la
te
ra
l]
re
co
ns
tr
uc
tio

n
It
hi
nk

is
pr
et
ty
st
an
da
rd

fr
om

so
m
e
pr
om

in
en
tp
la
st
ic
su
rg
eo
ns
.

[S
21
,I
nn
er

re
gi
on
al
]

Li
ke
,I
kn
ow

th
at
w
e’
re
hi
gh
ly
tr
ai
ne
d
pe
op
le
an
d
Ik
no
w
th
at
w
e
ne
ed

to
be

re
m
un
er
at
ed
,b
ut
th
er
e’s

go
tt
o
be

a
ca
p
on

th
es
e

th
in
gs
.[
S
7,
M
aj
or

ci
ty
]

B
ut

if
yo
u
go

to
X
,t
he
y
ha
ve

a
pl
as
tic

su
rg
eo
n
th
at

fli
es

in
…

A
nd

s/
he
’ll

br
ag

ab
ou
tm

ak
in
g
$1
00
,0
00

a
da
y

…
H
er
/h
is
ga
ps

ar
e
en
or
m
ou
s
…

fo
r
im
pl
an
tr
ec
on
st
ru
ct
io
ns
,s
/h
e’
ll
ch
ar
ge

a
$2
0,
00
0
ga
p.
Ju
st
lik
e
th
at
.S
up
pl
y
an
d

de
m
an
d
…

th
er
e’s

no
on
e
el
se

do
in
g
it.

[S
2,
M
aj
or

ci
ty
]

P
ri
nc
ip
le
7:

M
in
im

is
e
sh
or
t
an

d
lo
ng

-t
er
m

ph
ys
ic
al

an
d
ps
yc
ho

so
ci
al

m
or
bi
di
ty

S
ur
ge
on

ne
ed
s
to

be
ad
eq
ua
te
ly

tr
ai
ne
d
an
d
ex
pe
ri
en
ce
d
in

B
R

…
yo
u
ne
ed

a
ce
rt
ai
n
vo
lu
m
e.
So

th
at

yo
u’
re

do
in
g
th
em

re
gu
la
rl
y.
Th

e
pr
ob
le
m
is
it’
s
a
hi
gh

ri
sk

pr
oc
ed
ur
e,
th
e

co
m
pl
ic
at
io
n
ra
te
sa

re
hi
gh
.Y
ou

ne
ed

to
be

ab
le
to
de
al
w
ith

th
e
pr
ob
le
m
sw

he
n
th
ey

ar
is
e.
So

Iw
ou
ld
n’
tb
e
su
pp
or
tiv
e
of

an
oc
ca
si
on
al

im
pl
an
tb

ei
ng

po
pp
ed

in
by

ru
ra
lg

en
er
al
is
ts
,b
ec
au
se

of
th
os
e
ot
he
r
is
su
es
.I
t’s

no
tn

ec
es
sa
ri
ly
th
e

te
ch
ni
qu
e
of

it,
bu
ti
t’s

ju
st
th
e
la
ck

of
th
e
su
pp
or
t,
th
e
la
ck

of
th
e
de
ci
si
on
-m

ak
in
g
st
ru
ct
ur
e.
Th

e
la
ck

of
be
in
g
ab
le
to

co
ns
id
er

al
lo

ft
he

di
ffe
re
nt

op
tio

ns
.T

he
la
ck

of
be
in
g
ab
le
to

de
al

w
ith

co
m
pl
ic
at
io
ns
.[
S
7,
M
aj
or

ci
ty
]

…
so

he
is
fla

to
ut
an
d
it’
ss
im
pl
e
lo
gi
st
ic
so

fh
e
do
es
n’
tw

an
tt
o
do

an
[o
nc
op
la
st
ic
]o

pe
ra
tio

n
be
fo
re
he

w
ou
ld
ge
tt
ra
in
ed

to
do

it,
an
d
it’
sj
us
tl
og
is
tic
so

ft
im
in
g,
lik
e
fin

di
ng

tim
e
to
ac
tu
al
ly
go

an
d
ge
tt
ra
in
ed

an
d
he

ce
rt
ai
nl
y
ca
re
se

no
ug
h
th
at
he

w
ou
ld
n’
tj
us
tg

o
gu
ng
-h
o
in

an
d
do
in
g
so
m
et
hi
ng

w
ith

ou
tg

et
tin

g
th
e
pr
op
er

tr
ai
ni
ng
.[
H
P2

5,
In
ne
r
re
gi
on
al
]

C
ar
ef
ul

pa
tie
nt

se
le
ct
io
n
fo
r
B
R
pr
oc
ed
ur
e
re
qu
ir
ed

M
ak
in
g
th
e
co
rr
ec
td
ec
is
io
n.
P
ut
tin

g
th
em

[i
m
pl
an
ts
]
in
,t
ha
t’s

ju
st
fin

e.
W
ho

ow
ns

th
e
co
m
pl
ic
at
io
ns
,y
ou

kn
ow

?
A
nd

th
en

w
as

th
at

th
e
be
st
th
in
g
to

do
at

th
e
tim

e?
[S
5,
M
aj
or

ci
ty
]

…
th
ey

di
dn
’t
ac
tu
al
ly
se
e
th
e
w
om

en
be
fo
re
th
ey

m
ad
e
th
es
e
de
ci
si
on
s
an
d
a
lo
to
ft
he

w
om

en
w
er
e
ok
ay
,y
ou

kn
ow

w
ith

a
B
M
I
of

30
yo
u
ca
n
lo
ok

al
ld

iff
er
en
ts
ha
pe
s
w
ith

a
B
M
I
of

30
[H

P
3,
M
aj
or

ci
ty
]

If
th
e
re
fe
rr
in
g
do
ct
or

no
te
s
to
co
ns
id
er

B
M
I,
w
ill

lo
ok

at
ea
ch

ca
se
—
th
ey

m
ay

ca
rr
y
th
ei
r
w
ei
gh
ti
n
th
ei
r
th
ig
hs
.B

ut
do
n’
t

se
nd

m
e
a
“
ba
rr
el
s
on

le
gs
”.
[S
3,
M
aj
or

ci
ty
]

…
ho
w
ol
d
yo
u
ar
e
is
ho
w
m
an
y
ye
ar
sy
ou

ha
ve

in
yo
u
un
til
yo
u
w
ou
ld
di
e
fr
om

yo
ur

bo
dy

ru
nn
in
g
ou
ta
nd

th
er
e
ar
e
pe
op
le

th
er
ef
or
e
w
ho

at
40

on
ly
ha
ve

15
ye
ar
sl
ef
t,
th
er
e
ar
e
ot
he
rs
w
ho

ar
e
80

an
d
ha
ve

20
ye
ar
sl
ef
t…

A
nd

be
ca
us
e
of
th
at
it’
s

ve
ry

m
uc
h
on

th
e
in
di
vi
du
al
,b
ut
w
e’
re
pr
et
ty
go
od

at
ju
dg
in
g
th
at
—
ho
w
so
m
eo
ne

w
al
ks

do
w
n
th
e
co
rr
id
or
,h
ow

th
ey

si
t

do
w
n,
ho
w
th
ey

ta
lk
,y
ou
’v
e
go
ta

re
as
on
ab
le
id
ea
,t
ha
t’s

ho
w
I
se
e
it.

[S
8,
M
aj
or

ci
ty
]

A
ut
ol
og
ou
s
B
R
no
tp

er
fo
rm

ed
by

tw
o
pl
as
tic

su
rg
eo
ns

w
or
ki
ng

as
a
te
am

[d
o
yo
u
w
or
k
w
ith

an
ot
he
r
pl
as
tic

su
rg
eo
n?
]
…

in
pu
bl
ic
w
e
do
n’
th

av
e
th
at

lu
xu
ry
.I
n
th
e
pr
iv
at
e
al
w
ay
s

…
it’
s
a
lo
ng

ar
du
ou
s
su
rg
er
y
so

yo
u
do
n’
tw

an
tt
o
do

it
al
on
e.
[S
23
,M

aj
or

ci
ty
]

…
do
in
g
it
si
ng
le
si
de
d
by

yo
ur
se
lf,

yo
u
kn
ow

,y
ou

ar
e
do
in
g
m
ic
ro
su
rg
er
y
at

th
e
en
d
of

th
e
op
er
at
io
n
an
d
yo
u’
ve

be
en

op
er
at
in
g
fo
r5

ho
ur
s.
A
nd

al
so

th
e
ae
st
he
tic
so

fi
t,
yo
u
ha
ve

so
rt
of
go
tt
o,
yo
u
kn
ow

,s
ha
pe

th
e
br
ea
st
w
hi
ch

It
hi
nk

is
on
e

Support Care Cancer (2020) 28:1963–19811970



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

of
th
e
m
os
ti
m
po
rt
an
tp
ar
ts
an
d
if
yo
u’
re
a
bi
tt
ir
ed

an
d
yo
u
ju
st
ca
n’
tb
e
bo
th
er
ed
,y
ou

ar
e
no
td
oi
ng

it
ju
st
ic
e.
Yo
u
kn
ow

,
th
at
’s
w
he
n
yo
u
so
rt
of
ne
ed

th
e
tw
o
of
us
.A

nd
th
e
m
ic
ro

ta
ke
s
le
ss
tim

e
w
ith

th
em

.I
m
ea
n
w
hi
ls
ts
om

eo
ne

is
ra
is
in
g
th
e

fla
ps
,s
om

eo
ne

fin
ds

th
e
ve
ss
el
s,
it’
s
qu
ic
ke
r,
it’
s
be
tte
r
fo
r
th
e
pa
tie
nt
.[
S1

3,
M
aj
or

ci
ty
]

In
ad
eq
ua
te
fo
llo

w
-u
p
of

lo
ng
er
-t
er
m

B
R
is
su
es
.

…
so

Id
on
’t
se
e
an
yo
ne

til
lt
he

m
id
dl
e
of

th
e
ye
ar
,i
ts
ho
ul
d
be

ni
ce

to
se
e
so
m
eo
ne
.I
t’s
,s
or
to

f,
re
as
su
ri
ng

to
go

an
d
se
e

pe
op
le
al
on
g
th
e
w
ay
.A

ll
of

a
su
dd
en

it’
s
lik
e,
“
N
o,
co
m
e
ba
ck

in
lik
e
se
ve
n
m
on
th
s.
”
[W

20
,M

aj
or

ci
ty
]

…
an
d
th
ey

us
he
re
d
m
e
ou
tt
he

ba
ck

do
or
;
th
ey

do
n’
tw

an
tt
o
se
e
m
e
ag
ai
n
ba
si
ca
lly
.[
W
7,
O
ut
er

re
gi
on
al
]

In
ad
eq
ua
te
m
en
to
ri
ng

of
ju
ni
or

su
rg
eo
ns

…
an
d
w
e
ha
ve

fe
llo

w
s
he
re

bu
tt
he
y
do
n’
tc
om

e
fo
r
sp
ec
ia
lis
tt
ra
in
in
g,
th
ey

co
m
e
to

be
br
oa
d-
ba
se
d
ge
ne
ra
lis
ts
.

So
th
ey

co
m
e
th
ro
ug
h
an
d
It
ea
ch

th
em

to
o,
bu
tt
he
y’
re
no
tw

ith
m
e
fo
ra

ye
ar

or
tw
o,
an
d
be
ca
us
e
m
y
pr
ac
tic
e
is
on
ly
on
e

th
ir
d
br
ea
st
,i
t’s

no
tl
ik
e
ha
vi
ng

a
sp
ec
ia
lis
tb

re
as
tu

ni
tt
ra
in
in
g.
[S
17
,O

ut
er

re
gi
on
al
]

P
ri
nc
ip
le
8:

F
os
te
r
in
te
rd
is
ci
pl
in
ar
y
pa

ti
en
t
m
an

ag
em

en
t

N
o
br
ea
st
ca
nc
er
-s
pe
ci
fi
c
M
D
T
m
ee
tin

g
es
ta
bl
is
he
d.

…
it’
s
a
ge
ne
ra
ls
ur
gi
ca
lo

nc
ol
og
y
M
D
T,

so
it’
s
al
lc
an
ce
rs
tr
ea
te
d
by

ge
ne
ra
ls
ur
ge
on
s
an
d
it’
s
ju
st
in

th
e
la
st
ye
ar

or
so
,

it’
s
be
co
m
in
g
ov
er
su
bs
cr
ib
ed
,s
o
so
m
et
im

es
th
er
e’
s
a
de
la
y
of

tw
o
w
ee
ks

be
fo
re

yo
u
ca
n
ge
ts
om

eb
od
y
on
.

[S
17
,O

ut
er

re
gi
on
al
]

…
th
e
on
e
ge
ne
ra
ls
ur
ge
on
,s
/h
e’
s
go
ta

bi
to

f
an

od
d
vi
ew

of
w
ha
tm

ul
tid

is
ci
pl
in
ar
y
ca
re

is
.[
H
P
22
,R

em
ot
e]

N
ot

al
la
pp
ro
pr
ia
te
cl
in
ic
ia
ns

ab
le
to

at
te
nd

…
B
ut
ou
rp

ro
bl
em

is
th
e
ra
di
ol
og
is
ts
an
d
th
er
e’
s
on
ly
tw
o
in
to
w
n
an
d
th
ey

ca
n’
tp
ro
vi
de

an
y
m
or
e
ra
di
ol
og
is
ts
to
at
te
nd

a
m
ee
tin

g
at
th
e
m
om

en
t.
[S
17
,O

ut
er

re
gi
on
al
]

T
he

th
in
g
th
at
w
e’
re

tr
yi
ng

to
ge
to

n
bo
ar
d
he
re

at
th
e
m
om

en
ti
s
ou
r
ow

n
ra
di
ol
og
is
ta
nd

pa
th
ol
og
is
t.
T
ha
t’s

w
ha
tw

e
re
qu
ir
e
an
d
th
at
’s
w
ha
tw

e
ha
ve

av
ai
la
bl
e
in

X
an
d
th
at
w
hy

w
e
st
ill

us
e
th
e
X
M
D
T
if
w
e
ha
ve

a
re
al
ly

co
m
pl
ex

ca
se
.

[H
P2

6,
In
ne
r
re
gi
on
al
].

Su
rg
eo
ns

ba
se
d
ou
ts
id
e
of

m
aj
or

ho
sp
ita
ls
ha
ve

lim
ite
d
ac
ce
ss

to
th
e
m
or
e

ex
pe
ri
en
ce
d
cl
in
ic
ia
ns

an
d
de
ci
si
on
-m

ak
in
g
pr
oc
es
se
s

Ia
ct
ua
lly

to
ok

a
pa
tie
nt
to
th
ei
rb

re
as
tM

D
T
a
w
ee
k
ag
o,
be
ca
us
e
w
e
ha
ve
n’
tg
ot
th
e
sk
ill
m
ix
fo
rm

e
to
ha
ve

th
at
di
sc
us
si
on
,

to
su
pp
or
tm

e
in
th
e
de
ci
si
on
-m

ak
in
g
he
re
…

It
hi
nk

it’
st
ra
in
in
g
in
pu
ta
nd

sk
ill
m
ix
.N

um
be
r[
of
ca
se
s]
,I
kn
ow

,i
n
th
e
pa
st

ha
ve

be
en

pr
ov
en

to
m
ak
e
a
di
ffe
re
nc
e
to

ou
tc
om

es
,b
ut

I
th
in
k
it’
s
m
or
e
to

do
w
ith

th
e
co
m
pl
ex
ity

of
ca
se
s;

th
e
te
am

ap
pr
oa
ch

an
d
th
e
tr
ue

M
D
T
se
tti
ng
.[
S2

2,
In
ne
r
re
gi
on
al
]

P
ri
nc
ip
le
9:

P
ro
m
ot
e
co
m
m
un

ic
at
io
n
be
tw

ee
n
ca
re

pr
ov
id
er
s

N
ot

al
lr
el
ev
an
tc
lin

ic
ia
ns

ar
e
re
gu
la
rl
y
in
fo
rm

ed
of

pa
tie
nt

ou
tc
om

es
an
d

pr
og
re
ss

…
ev
en

th
ou
gh

so
m
et
im
es
th
e
G
P
ge
ts
th
e
le
tte
rs
an
d
so

fo
rt
h,
Id
on
’t
al
w
ay
sg

et
—
Ih
av
e
to
go

an
d
do

so
m
e
m
or
e
ho
m
ew

or
k

to
ge
tt
ha
ti
nf
or
m
at
io
n
an
d
pu
ti
ti
n
th
ei
r
no
te
s
an
d
fo
llo

w
-u
p.
A
nd
,y
ea
h,
so

th
er
e’s

a
lo
to

ff
ol
lo
w
in
g
up

go
in
g
on
.

[H
P3

3,
R
em

ot
e]

A
nd

w
he
n
I
ha
ve

se
nt

[p
la
st
ic
su
rg
eo
ns
]
a
pa
tie
nt

th
at

m
ay

ha
ve

ha
d
a
pr
ob
le
m
,i
td

is
ap
pe
ar
s
to

M
el
bo
ur
ne
;s
o,

I
lo
se

th
em

co
m
pl
et
el
y.
If
th
ey
’r
e
th
en

ta
lk
in
g
ab
ou
tf
ur
th
er

su
rg
er
y
to

th
e
ot
he
r
br
ea
st
I
en
d
up

no
tb

ei
ng

in
vo
lv
ed

…
I’
ve

ha
d
a
fe
w
sc
en
ar
io
s
w
he
re

th
at

ha
s
ha
pp
en
ed

[l
os
s
of

on
co
lo
gi
ca
lf
ol
lo
w
-u
p]
.[
S2

2,
In
ne
r
re
gi
on
al
]

S/
he

[p
la
st
ic
su
rg
eo
n]

w
as

qu
ite

de
ro
ga
to
ry
to
o
ab
ou
tt
he

co
un
tr
y;
th
at
ou
rd

oc
to
rs
up

he
re
w
ou
ld
n’
tb
e
ab
le
to
m
an
ag
e
th
is

an
d
th
ey

w
ou
ld
n’
tb

e
ab
le
to

m
an
ag
e
th
at

an
d
th
e
co
un
tr
y
do
ct
or
s
ar
e
ho
pe
le
ss
.[
W
53
,I
nn
er

re
gi
on
al
]

Th
er
e’s

st
ill
a
fe
w
G
P
si
n
to
w
n
th
at
de
sp
ite

th
e
fa
ct
th
at
w
e’
ve

go
tt
hr
ee

go
od

su
rg
eo
ns
,t
he
y
th
in
k
th
at
th
e
on
ly
pl
ac
e
w
om

en
ca
n
be

tr
ea
te
d
fo
r
br
ea
st
ca
nc
er

is
in
[m

aj
or

ci
ty
],
so

th
ey

ju
st
re
fe
r
th
em

st
ra
ig
ht
to
X
[t
ha
tc
ity

].
[H

P6
,I
nn
er
re
gi
on
al
]

Support Care Cancer (2020) 28:1963–1981 1971



T
ab

le
1

(c
on
tin

ue
d)

B
ar
ri
er
s
id
en
tif
ie
d

Q
uo
te
s
fr
om

pa
rt
ic
ip
an
ts

P
ri
nc
ip
le
10
:
E
nc
ou

ra
ge

ev
id
en
ce
-i
nf
or
m
ed

pr
ac
ti
ce

Pa
tie
nt
-r
ep
or
te
d
da
ta
no
tc
ol
le
ct
ed

or
no
tu

se
d
to

in
fo
rm

pr
ac
tic
e

A
nd

le
t’s

no
tf
or
ge
tt
ha
ts
ee
in
g
a
re
co
ns
tr
uc
tio

n
on

a
ph
ot
og
ra
ph

th
at

lo
ok
s
gr
ea
t,
th
e
pa
tie
nt

m
ay

no
tn

ec
es
sa
ri
ly
be

th
at

ha
pp
y
be
ca
us
e
of
ch
ro
ni
c
pa
in
,b
ec
au
se

of
al
ls
or
ts
of
th
in
gs
.A

nd
so

It
hi
nk

th
at
th
er
e
ca
n
be

a
lo
tm

or
e
re
se
ar
ch

lo
ok
in
g

at
qu
al
ity

an
d
pa
tie
nt

sa
tis
fa
ct
io
n
af
te
r
th
ei
r
su
rg
er
y.
N
ot

ju
st
th
e
co
sm

et
ic
ap
pe
ar
an
ce

of
th
e
re
co
ns
tr
uc
tio

n.
[S
24
,M

aj
or

ci
ty
]

C
lin

ic
al
ou
tc
om

es
da
ta
no
tc
ol
le
ct
ed

or
us
ed

to
id
en
tif
y
an
d
ad
dr
es
s
pr
ob
le
m
s

Th
ey

[p
la
st
ic
s]
do
n’
tc
ol
le
ct
da
ta
.T
he
y’
re
no
tt
ha
tm

in
ds
et
.Y
ou

ne
ed

to
be

on
co
lo
gi
ca
lly

tr
ai
ne
d
to
be

us
ed

to
co
lle
ct
in
g
lo
ts

of
da
ta
.A

nd
,p
la
st
ic
su
rg
eo
ns

do
n’
tc
ol
le
ct
lo
ts
of

da
ta

in
ge
ne
ra
l.
[S
21
,I
nn
er

re
gi
on
al
]

Th
er
e’s

no
su
rv
iv
al
ou
tc
om

e
on

m
y
re
su
lts
,w

he
re
th
er
e
is
on

a
br
ea
st
su
rg
eo
n’
s
re
su
lts

so
if
th
er
e’s

no
su
rv
iv
al
m
ea
ni
ng

in
it

th
en

w
hy

bo
th
er

w
ith

th
e
ni
gh
tm
ar
e
of

ke
ep
in
g
a
da
ta
ba
se

on
it?

[S
31
,M

aj
or

ci
ty
]

…
no
bo
dy

re
al
ly
kn
ow

s
ho
w
m
an
y
de
la
ye
d
re
co
ns
tr
uc
tio

ns
ar
e
be
in
g
do
ne
.I

m
ea
n,
w
e
al
la

ss
um

e
it’
s
a
ve
ry

sm
al
l

pr
op
or
tio

n
bu
tw

e
do
n’
tr
ea
lly

kn
ow

.[
S1

0,
M
aj
or

ci
ty
]

M
y
au
di
t’s

no
tu

p
to

da
te
.W

el
lI

pa
y
so
m
eo
ne
.B

ut
th
ey

le
ft
[l
au
gh
s]
.N

ow
I’
m
pa
yi
ng

so
m
eo
ne

el
se
.[
S
2,
M
aj
or

ci
ty
]

In
ev
er
go

ba
ck

to
m
y
B
Q
A
pa
tie
nt
s,
In

ev
er

up
da
te
th
em

…
w
ha
tI
pu
ti
n
at
ab
ou
tt
he

tim
e
of
di
ag
no
si
si
sa

sf
ar

as
Ie
ve
rg

et
w
ith

it.
[S
25
,M

aj
or

ci
ty
]

In
ad
eq
ua
te
ed
uc
at
io
n
of

G
P
s
an
d
pa
tie
nt
s

Th
er
e
ar
e
cl
ea
rl
y
G
P
sw

ho
ar
e
gi
vi
ng

pe
op
le
ba
d
ad
vi
ce
,u
su
al
ly
,b
ec
au
se
of
la
ck

of
ed
uc
at
io
n.
It
hi
nk

G
P
so

nl
y
se
e
ab
ou
ta

do
ze
n
w
om

en
w
ith

br
ea
st
ca
nc
er

in
th
ei
r
lif
e.
[S
29
,M

aj
or

ci
ty
]

Id
id
n’
tk
no
w
th
at

Iw
as

go
in
g
to

ha
ve

m
es
h,
Id

id
n’
te
ve
n
kn
ow

w
ha
tm

es
h
w
as
,I

ju
st
di
dn
’t
ha
ve

an
y
of

th
at

in
fo
rm

at
io
n

…
an
d
I
w
ou
ld
n’
tk
no
w
ho
w
to

as
k
fo
r
th
at

ei
th
er
.[
W
17
,M

aj
or

ci
ty
]

Su
rg
eo
ns

do
no
tf
ol
lo
w
la
te
st
cl
in
ic
al
gu
id
el
in
es
/e
vi
de
nc
e

B
ut

fo
r
th
e
m
os
tp

ar
t,
if
th
ey

ar
e
ha
vi
ng

ra
di
ot
he
ra
py

to
th
e
ch
es
tw

al
li
t’s

ki
nd

of
lik
e
w
el
ly
ou

ca
n’
th

av
e
im
m
ed
ia
te

re
co
ns
tr
uc
tio

n.
Th

at
te
nd
s
to

be
th
e
w
ay

it
go
es
.[
H
P
3,
M
aj
or

ci
ty
]

…
ce
rt
ai
nl
y
if
th
er
e
is
an
y
po
te
nt
ia
lf
or

ra
di
ot
he
ra
py

…
af
te
r
a
m
as
te
ct
om

y,
th
en

th
ey

ce
rt
ai
nl
y
w
ou
ld
n’
tb

e
do
in
g
an

im
m
ed
ia
te
re
co
ns
tr
uc
tio

n.
[H

Ps
28
/2
9,
M
aj
or

ci
ty
]

Th
ey

do
n’
td

o
m
an
y
co
re

[b
io
ps
ie
s]
,w

hi
ch

I
th
in
k
is
a
bi
tc
ra
zy
.E

ve
ry
th
in
g
is
st
ill

pr
et
ty
m
uc
h
F
N
A
s
in

th
ei
r
pr
ac
tic
e.

O
ne

of
th
ei
r
su
rg
eo
ns

th
er
e
Ik
no
w
is
re
si
st
an
tt
o
do
in
g
va
cu
um

as
si
st
ed

bi
op
si
es

[b
ec
au
se

of
th
e
co
st
].
[S
15
,M

aj
or

ci
ty
]

[1
].
P
us
ic

A
L
,
K
la
ss
en

A
F,

S
co
tt
A
M
,
K
lo
k
JA

,
C
or
de
ir
o
P
G
,
C
an
o
S
J.
D
ev
el
op
m
en
t
of

a
ne
w

pa
tie
nt
-r
ep
or
te
d
ou
tc
om

e
m
ea
su
re

fo
r
br
ea
st

su
rg
er
y:

th
e
B
R
E
A
S
T-
Q
.
Pl
as
t
R
ec
on
st
r
Su

rg
.
20
09

A
ug
;1
24
(2
):
34
5–
53

A
M
A
A
us
tr
al
ia
n
M
ed
ic
al
A
ss
oc
ia
tio

n,
B
C
N
br
ea
st
ca
re

nu
rs
e,
B
M
I
bo
dy

m
as
s
in
de
x,

B
Q
A
B
re
as
t
Su

rg
eo
ns

of
A
N
Z
In
c.
Q
ua
lit
y
A
ud
it,

B
R
br
ea
st
re
co
ns
tr
uc
tio

n,
C
N
C
cl
in
ic
al
nu
rs
e
co
ns
ul
ta
nt
,
D
B
R

de
la
ye
d
B
R
,D

C
IS

du
ct
al
ca
rc
in
om

a
in

si
tu
,I
B
R
im

m
ed
ia
te
B
R
,M

D
T
m
ul
tid

is
ci
pl
in
ar
y
te
am

,G
P
ge
ne
ra
lp

ra
ct
iti
on
er
,P

H
Ip

ri
va
te
he
al
th

in
su
ra
nc
e,
P
R
O
M
s
pa
tie
nt
-r
ep
or
te
d
ou
tc
om

e
m
ea
su
re
s

a
N
o
in
di
vi
du
al
ho
sp
ita
ls
or

pa
rt
ic
ip
an
ts
ar
e
id
en
tif
ie
d

b
R
eg
io
ns

cl
as
si
fi
ed

ac
co
rd
in
g
to
th
e
A
us
tr
al
ia
n
St
at
is
tic
al
G
eo
gr
ap
hy

St
an
da
rd

(A
SG

S)
20
16
.A

us
tr
al
ia
n
B
ur
ea
u
of

St
at
is
tic
s.
12
70
.0
.5
5.
00
5—

A
us
tr
al
ia
n
S
ta
tis
tic
al
G
eo
gr
ap
hy

S
ta
nd
ar
d
(A

S
G
S
):
V
ol
um

e
5—

R
em

ot
en
es
s
St
ru
ct
ur
e,
Ju
ly

20
16
.L

at
es
ti
ss
ue

16
/0
3/
20
18

ht
tp
://
w
w
w
.a
bs
.g
ov
.a
u/
au
ss
ta
ts
/a
bs
@
.n
sf
/m

f/
12
70
.0
.5
5.
00
5
[a
cc
es
se
d
12

A
pr
il
20
19
]

Support Care Cancer (2020) 28:1963–19811972

http://www.abs.gov.au/ausstats/abs@.nsf/mf/1270.0.55.005


& Health professionals who worked with women undergo-
ing mastectomy for breast cancer in centres that did and
did not offer BR (purposive sample of 37 health profes-
sionals, mostly BCNs with selection informed by an ear-
lier survey of BR practice in their local area).

& Womenwho had undergonemastectomy for breast cancer,
were interested in BR, and self-identified as being dissat-
isfied with their BR experience (purposive sample of 22
women).

Recruitment

Surgeons were identified through personal contacts, recom-
mendations by other surgeons and comments by BCNs about
particular issues in their local areas. Surgeons who did not
perform BR were not invited to participate.

Health professionals (mainly BCNs) were initially identi-
fied via a Human Research Ethics Committee [HREC]-ap-
proved survey sent to BCNs in January 2016 via the member-
ship lists of the McGrath Foundation, the NSWBreast Cancer
Interest Group and the Breast Cancer Network Australia. This
same survey was posted on the Reclaim Your Curves (RYC)
website in May/June 2016, resulting in further BCNs
volunteering to participate.

Women were recruited from a variety of sources including
suggestions from surgeons and BCNs, as well as an invitation
to participate in the study posted on the BR advocacy RYC
website[14].

Recruitment of participants ceased when the study authors
agreed they had reached a satisfactory level of data saturation
(i.e. the same issues were being identified in subsequent inter-
views). The role of interview respondents by jurisdiction is
provided in Appendix 2.

Interview processes

Interviews were conducted between May 2015 and May 2017
with written informed consent obtained from all participants.
Face-to-face interviews took place at a convenient location for
the respondent, with KF interviewing in seven capital cities
and four regional centres. Telephone interviews were conduct-
ed with patients and health professionals in an additional 18
locations across mainland Australia. Interview duration
ranged from 9 to 103 min (mean = 43; median = 41).

Data management

Interviews were digitally recorded and de-identified. They
were uploaded and transcribed verbatim for data analysis by
an independent transcription company that had signed a con-
fidentiality agreement. Each participant was assigned a se-
quential reference number, with a prefix of W for women,

HP for health professional and S for surgeon to ensure confi-
dentiality. Responses from interviewees were grouped into
broad topic-based categories, agreed on by all authors, to re-
flect the range of views on particular issues. Where data was
relevant to more than one topic, it was included in all relevant
categories. Appendix 3 provides the topics discussed by each
group of respondents. This article is based on participant re-
sponses to the “Models of care”, “Support”, “Information”,
“Cultural differences”, “Waiting times” and “Patient choice”
categories.

Data analysis

The interview data provided evidence of situationswhere patient-
centred care was non-existent or severely compromised. It also
provided examples of high quality patient-centred care in certain
locations. Through our evaluation of the variation in standards
across different locations in Australia, the authors derived ten
PCCPs that could be used to guide ideal provision of BR ser-
vices. We then grouped participant quotes that demonstrated
practical barriers to the implementation of each of the ten princi-
ples (Table 1). Finally, we grouped examples from the interview
data of high quality patient-centred care under each of the prin-
ciples to demonstrate that these ideal practices are possible within
the Australian health system where resources are available and
clinicians are willing to optimise patient-centred care (Table 2).

Ethics approval

Ethics approval for the I-BREAST study was granted by the
Human Research Ethics Committee of St Vincent’s Health
Network Sydney (18/099).

Results

Box 2 presents the ten PCCPs the authors derived from their
overall evaluation of the interview data.

Box 2 Ten principles of patient-centred care

Principle 1: Facilitate informed/shared decision-making
Principle 2: Maximise patient choice
Principle 3: Maximise equity of access to services
Principle 4: Maximise support for patients and their families
Principle 5: Maximise use of appropriate communication techniques and

information materials
Principle 6: Minimise patient costs
Principle 7: Minimise short and long-term physical and psychosocial

morbidity
Principle 8: Foster interdisciplinary patient management
Principle 9: Promote communication between care providers
Principle 10: Encourage evidence-informed practice
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Table 1 presents the ten PCCPs and the practical barriers
identified by our participants to the implementation of each of
these principles, while Table 2 provides examples of success-
ful implementation of the ten PCCPs in relation to BR.

Discussion

Interviews revealed examples of high quality patient-centred
care in several metropolitan and regional hospitals, including
public hospitals. However, challenges were also identified.
Barriers to patient-centred care included problems of inade-
quate levels of staffing and resources, even in metropolitan
and regional areas that could be reasonably expected to be
well staffed and well resourced. However, the majority of
the 42 hospitals represented in these interviews did not pro-
vide services that met all 10 ideal principles for patient-centred
care and some of them would struggle to meet any.

It is not possible to discuss all the barriers that were re-
vealed through these interviews, but we will mention a few
items that, if implemented more widely, are likely to make a
significant difference to the care women receive. Firstly,
BCNs are clearly vital for the delivery of patient-centred care
as evidenced by the poorer quality care patients received when
BCNs were not available.

Secondly, the provision of specialist BR nurses is still a
rarity in Australia, but the extra services they offer have the
potential to add tremendous value to patients, surgeons and
BCNs, as our findings and those from the UK have shown
[15]. Specialist BR nurses have the knowledge to offer fully
informed discussion, provide referrals as necessary and per-
form a range of practical tasks such as seroma drainage, infla-
tion of expanders and nipple tattooing in a continuous care
model of support. Specialist BR nurses can also collect, col-
late and analyse patient-reported outcome measures as a
means of quality assurance and to inform clinicians of areas
that could be improved, as well as to lobby for improved
services. One particular benefit of having specialist BCNs is
the potential for nurse-led survivorship clinics, which care for
the patients once the active treatment phase has ceased.

Pre-operative MDT meetings are also scarce in Australia,
with the majority of hospitals discussing their patients’ adju-
vant treatment post-operatively. If women have opted to have
IBR, then it has already been performed prior to any MDT
discussion, with the surgeon being responsible for this deci-
sion. The exception is for women considering neo-adjuvant
treatment, but in these cases, discussion often involves more
informal talks between relevant multidisciplinary team mem-
bers in order to fast-track chemotherapy treatment and BR is
often not discussed in the MDT setting. Some hospitals do
hold regular pre-operative MDT meetings which allow for a
wider discussion of BR possibilities among clinicians prior to
mastectomy. Where breast, oncoplastic and plastic surgeonsT
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attend, this could facilitate a more collegial approach to BR
discussion, especially if it is open to other local surgeons as a
mentoring tool for decision-making. Such cooperation can
only benefit patients.

In addition to resource-based barriers to patient-centred care,
this research has identified surgeon-based issues. Clinicians
need to learn to be better communicators and listeners. Patient-
centred care cannot exist in situations where the views of pa-
tients and their supporters are not valued. The use of a prompt
list to guide BR discussion between surgeons and their patients
is likely to be useful, as a reminder against omitting items that
are important to the patient, or assuming they understand those
issues [16]. Surgeons also need to be prepared to work collab-
oratively and in the patient’s best interests, even in situations
where this may potentially disadvantage them financially.
They should be prepared to engage with more junior surgeons
to help develop their skills so that future patients will benefit
from the time they have committed to mentoring. Surgeons also
need to recognise the potential negative impact demarcation
between surgical sub-specialties can have on patient care
(Flitcroft et al., “On the frontiers of change”: breast surgeons’
views on demarcation between surgical sub-specialties in
Australia, under review).

Finally, it is vital that clinicians keep up to date with the latest
advances in breast cancer treatments in order to offer their pa-
tients treatment options tailored to their specific needs. Patient-
centred care must be based on the best and latest evidence,
requiring surgeons to keep up to date with clinical trials and
relevant publications in order to provide their patients with the
latest information. One example is the growing evidence that
radiotherapy after implant or autologous reconstruction is
oncologically safe, even for older women, does not delay treat-
ment and provides cosmetic outcomes that women are largely
satisfied with [17–22]. Furthermore, there is growing evidence
of the benefits of neo-adjuvant radiotherapy (NART) in the
setting of immediate autologous reconstruction. Tansley et al.
[23] predicted superior outcomes from their resequencing of
adjuvant radiotherapy in 2013, and their own and subsequent
studies appear to confirm it is oncologically safe with a low side
effect profile even during BR [24]. NART has also been report-
ed to achieve significant downstaging in some patients with
high risk, locally advanced breast cancer regardless of tumour
phenotype [25]. Hughes and Neoh noted this treatment se-
quence allows patients to have an immediate gold standard
reconstruction without an increase in surgical morbidity: “It
affords the benefits of IBR without concern in delaying adju-
vant therapy and appears to be safe from an oncological per-
spective” [26].

Limitations

The semi-structured questionnaires used in this research are
not validated QoL assessment instruments. However, to our

knowledge, there are no validated questionnaires available to
capture women’s or health clinicians’ views on BR in their
local area. It is also possible that some practices may have
changed since 2015 when the first interviews were conducted.

Conclusion

We have compiled a list of 10 patient-centred principles
that we believe, if implemented, would facilitate the de-
livery of high quality patient-centred care for women re-
quiring or choosing mastectomy and interested in BR. We
realise that achieving some of the ideal BR practices nom-
inated here will not be feasible for many breast cancer
services, at least in the short term. However, we believe
it is important to identify what an ideal system would look
like, so that with time, the care of these patients will
improve and become more attuned to patient preferences.
These patient-centred principles may form the basis for a
national discussion about minimal standards of BR prac-
tice, while allowing for some necessary regional and cul-
tural variation. Arguably, women living in rural and re-
mote areas of Australia have different and more difficult
access issues to deal with. Further research exploring spe-
cific BR models of care for these women is underway.

Policy implications

We have discussed the usefulness of these ten generic
PCCPs in identifying barriers to and exemplars of
patient-centred care in relation to BR. Their strength lies
in their potential as a helpful framework to guide analysis
of unmet needs in a range of other health care services.
For example, these generalisable principles could be used
to benchmark the patient-centredness of existing programs
in areas of chronic disease such as other cancers, cardiac
disease, diabetes or lung disease.
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Appendix 1. Issues concerning access
to breast reconstruction in the Australian
setting

Breast reconstruction (BR) is available in public and private
hospitals in metropolitan and regional areas of Australia.
Medicare Australia offers treatment as a public patient in a
public hospital without cost to the patient, so BR performed
by a surgeon appointed by the hospital is free of charge [27].
Medicare also covers 75% of the Medicare Benefits
Schedule (MBS) fee for services and procedures for private
patients in a public or private hospital [27], although the
majority of surgeons will charge more than the schedule
fee for BR (the “gap”) due to a lack of reasonable indexation
of Medicare and health fund rebates over a number of
decades.

Waiting times for delayed BR (DBR) are longer in public
hospitals due mainly to limited availability of operating the-
atre time for these procedures, which are classified as
Category 3 (non-urgent) surgery. National surgical waiting
time guidelines state that Category 3 surgery “is desirable”
within 12 months of being placed on a hospital waiting list
[28], but wait times of up to 3–5 years are not uncommon [16].
If a woman has immediate BR (IBR) in a public hospital, then

she can fast-track the initial reconstruction which, when per-
formed at the same time as the mastectomy, should be com-
pleted within 30 days of the initial surgeon’s visit (Category
1).

In June 2015, 47% of the Australian population had some
form of private patient hospital cover [27], but over 70% of
BR is undertaken in private hospitals [13]. Waiting times for
BR in private hospitals is minimal; however, significant out-
of-pocket costs are associated with this surgery as the fees the
surgeons charge are not regulated and even women with the
top level of private health insurance face substantial additional
costs for the surgeon, assistant surgeon and anaesthetist. The
Breast Cancer Network of Australia (BCNA) has recently
reported on out-of-pocket costs associated with breast cancer
treatment [29]. The Minister for Health has responded by
promising to introduce a more transparent system so that con-
sumers can compare costs for common breast cancer tests and
treatments against Medicare rebates before their surgery, as
well as offering a guarantee that a Coalition government will
provide full Medicare rebates for any breast cancer tests and
treatments that are recommended by the Medical Services
Advisory Committee [30].

Box 3 describes the two main models of surgeon involve-
ment in BR in Australia.

Box 3 Main models of surgeon involvement in BR in Australia

Model 1: Breast cancer surgeon plus plastic reconstructive surgeon
This model involves a cancer surgeon (general or breast) who performs the mastectomy and axillary node surgery, working in tandem with a plastic

surgeon who performs all of the BR—implant or autologous, and immediate or delayed. No oncoplastic surgeons are involved in the care of these
patients, and plastic surgeons are unlikely to be involved in the multidisciplinary team (MDT) meetings. Breast and plastic surgeons tend to be
co-located within the same hospitals/clinics.

Model 2: Oncoplastic breast surgeon +/− Plastic reconstructive surgeon
This model involves an oncoplastic surgeon performing both the cancer surgery and either IBR or DBR. For IBR, they may use a direct-to-implant

technique. For either IBR or DBR, they can insert an expander (as stage one of a two-stage process). The second stage involves the replacement of the
temporary expander with a permanent implant in a separate operation. Oncoplastic surgeons may also perform immediate or delayed pedicled flaps
such as a latissimus dorsi (LD) flap, with or without an implant, or a pedicled transverse rectus abdominus myocutaneous (TRAM) flap. Plastic
surgeons are not involved with the management of these patients unless the patient prefers a procedure outside the skill set of the oncoplastic surgeon,
most typically a deep inferior epigastric perforator (DIEP) or other free flap reconstruction.
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Appendix 2

Table 3 Table of participants in the I-BREAST study

Respondent group Role ACT NSW NT QLD SA VIC WA Australian total

Surgeons (n = 31)a, b Oncoplastic surgeon 2 9 1 2 2 5 1 22

Plastic surgeon 0 3 0 2 1 2 1 9

Health professionals (n = 37)c Breast physician 0 0 0 1 0 0 0 1

Breast care nurse 1 15 2 5 2 4 3 32

BR coordinator 0 0 0 0 1 0 0 1

Cancer care coordinator 0 1 0 0 0 0 0 1

Community health nurse 0 0 2 0 0 0 0 2

Patients (n = 22) Public patientd 0 3 2 2 2 2 0 11

Private patientd 0 4 3 0 2 2 0 11

Total 3 35 10 12 10 15 5 90

aMost surgeons had appointments in both the public and private sector. For the purposes of this study, their principal place of work was allocated as the
surgeons’main operating hospital; 17 hospitals were public and 7 were private. Surgeons in the capital cities of five states and two territories of Australia
were included, along with those from major regional centres in the two most populous states—two in Victoria and three in New South Wales (NSW)
b Sixteen of the 31 surgeons were male
c All health professionals were female and 17 of the 37 (46%) were located in hospitals or community centres where BR was not available in the public
system at the time of interview. Three health professionals had also received BR following mastectomy for breast cancer. They were not included as
patients in the study because they were familiar with BR options through their own practice. One was satisfied with her BR, while the other two were not,
but had decided against further surgery
d Based on where patient had breast reconstruction performed (may differ from where they live) or mastectomy performed if NBR
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Appendix 3

Table 4 Interview content topics

Topic Surgeons Patients Health profs

Quality of life factors:

Aesthetics of BR—importance to patients and surgeons, assessment of, and satisfaction with outcomes √
Body Image—importance to patients √ √
Satisfaction—patient satisfaction with surgeon, care received,
information provided, role in decision-making & surgical outcomes

√ √

Support—available to patients and health professionals √ √
Clinical factors

Comorbidities—of patients as contraindications to BR √ √ √
Complications—of patients’ medical and surgical treatments √ √ √
Diagnosis, treatment, follow-up, impact—how patient was diagnosed,
what treatment & follow-up they received and its impact

√

Neo-adjuvant chemo—impact on BR options √ √ √
Radiotherapy—as contraindication to BR, impact on BR, neo-adjuvant RT √ √ √
Decision-making factors

BR discussion—when and what information; patient role in √ √ √
Communication—with surgeon; power differentials; level of comfort √ √
Cultural differences—language, customs, preferences, interest in √ √
Decision-making—factors important to; how informed it was √ √
Expectations—of patients and surgeons and differences between them √ √ √
Information—provided to patients on types of BR, pros and cons; unmet informational needs √ √
Patient choice—options available, role in decision-making, barriers to √ √ √
Reasons—patient reasons for considering BR √ √
Regrets—patient regret about choices, decisions, treatments and outcomes √

Health system factors

Access to BR—options, waiting times, geographical limitations, costs, other barriers √ √ √
Advocacy for BR—role of surgeons, health professionals and patients in √ √ √
Models of care—referral processes, public versus private, who patients see and when, treatment regimens √ √ √
Research data—how influential was research in surgeon’s decision-making; how did they collect and use data √
Training—type and level of training of surgeons and other health professionals √ √
Waiting times—to see surgeons, to have surgery, public versus private, reasons for delays √ √ √
Workload—of health professionals, as a barrier to patient care and expansion of role √

Surgeon-related factors

Interest in BR—how surgeons became interested in BR √
BR options—what was available and/or offered √ √ √
Demarcation—between breast, oncoplastic and plastic surgeons; views on who should do what √
Proportion & type of BR—how much BR surgeons performed and what types √
Surgeon caseloads—how many cases per year of X type of BR is enough to be considered competent? √
Surgeon preferences—for type of BR, working with colleagues √
Why low BR rates?—what factors do surgeons see as contributing to a low BR rate in Australia √
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