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Abstract
Purpose Shared decision-making (SDM) is a strategy to facilitate patient-centered care and is increasingly important in oncology,
where patients are faced with complicated treatment decisions that require them to weigh efficacy and safety, quality of life, and
cost. Understanding the contributors to the use of SDM may provide insight to its further implementation. Therefore, the
objective of the study was to examine the patient-related barriers/facilitators to SDM in oncology care.
Methods A systematic literature review using the Preferred Reporting Items for Systematic Reviews and Meta-Analyses
(PRISMA) was executed. A search strategy composed of cancer, decision-making, and patient-centered terms was conducted
utilizing PubMed, EBSCO MEDLINE, Scopus, CINAHL, and the Cochrane Library databases between January 2007 and
November 2017. Full-text, US-based, English language articles describing the patient perspective of SDM in oncology care
were included. Relevant data from articles were reviewed in a qualitative synthesis.
Results From 3435 potential citations, a total of 35 articles were included. Themost common cancers studied were breast (n = 22;
62.9%) and prostate (n = 9; 25.7%). The identified themes for barriers to SDM were uncertainty in the treatment decision,
concern regarding adverse effects, and poor physician communication. Themes for facilitators for SDM included physician
consideration of patient preferences, positive physician actions and behaviors, and use or encouragement of support systems.
Conclusion As SDM gains use within oncology practice, understanding key influences will allow for more effective implemen-
tation of strategies to increase patient engagement and improve care and value in the treatment process.
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Introduction

Shared decision-making (SDM) is defined as Ban approach
where physicians and patients share the best available ev-
idence when faced with the task of making treatment deci-
sions, and where patients are supported to consider op-
tions, to achieve informed preferences^ [1]. The concept
of SDM is seen as a key component of patient-centered
care and highlights the importance of the physician-
patient relationship in optimizing health outcomes [2]. A
2013 report by the Institute of Medicine (IOM) noted that
clinicians seek patients’ treatment preferences only about
half the time, though most doctors believe they do so rou-
tinely [3]. However, the benefits of employing SDM can be
significant with regard to value to patients. A recent
Cochrane review across a broad scope of treatment/
screening decisions identified significant gains in knowl-
edge, accuracy of risk perceptions, and alignment of values
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and healthcare decisions through the use of decision aids
(DAs) compared to usual care [4].

Specifically in the field of oncology, the National
Comprehensive Cancer Network (NCCN) also recently ad-
dressed the need for greater SDM by releasing their
Evidence Blocks, which are intended to measure the value
to patients of various cancer therapies. As stated by the
NCCN, the purpose of the Evidence Blocks is to Bprovide
the health care provider and the patient information to make
informed choices when selecting systemic therapies based up-
on measures related to treatment, supporting data, and cost^
and to serve as Ba starting point for shared decision-making
considering the patient’s own value system^ [5]. The Center
for Medicare and Medicaid Innovation (CMMI) has also con-
sidered the role of SDM in oncology. In early draft versions of
the oncology care model (OCM), Bshared decision-making
with beneficiaries to inform their recommendation about
whether a beneficiary should receive chemotherapy
treatment^ was initially required by CMS, but when the pro-
gram was fully implemented in mid-2016, that requirement
was no longer included [6]. However, a new report published
by the Urban Institute advocates for SDM by suggesting that
the OCM could be Bsubstantially improved by incorporating a
formal framework for SDM between patients and
oncologists^ [7]. Another recently published article focusing
specifically on the American Society of Clinical Oncology
(ASCO) value framework provides specific recommendations
on enhancing SDM by (i) including the importance of eco-
nomic perspective, (ii) using absolute measures of risk and
formal patient-preference methodology, and (iii) foregoing
safety parameters for higher-order utility considerations [8].

A variety of literature exists across general medicine; how-
ever, SDM has been gaining prominence in oncology practice
with the increasing use of evidence-based guidelines related to
diagnosis, complex treatment options, the inherent challenges
of the risk communication process, and the emergence of val-
ue assessment frameworks. Thus, there is a need to understand
patient and physician perspectives on SDM in oncology care.
Specifically, understanding the patient perspective in terms of
their knowledge of treatment options, goals of treatment, val-
ue placed on various aspects of care, impact of coping mech-
anism, health literacy, and trust/confidence in their physician
is a key. This also necessitates the assessment of physicians’
attitudes toward SDM, their approach to eliciting patient pref-
erences, their confidence in addressing patients’ questions,
and their implementation of SDM in routine care.

A preliminary survey of the literature specific to oncology
reveals some viable evidence from the physician viewpoint.
Most recently, Frerichs et al. [9] conducted focus groups with
healthcare providers in Germany and identified an array of fa-
cilitators and barriers related to SDM in oncology. Positive at-
tributes included working with informed patients with involved
families and the development of a trusted therapeutic

partnership, while negative attributes included restraints of time
and communication across disciplines [9]. A further German
study by Muller et al. [10] executed a needs assessment regard-
ing implementation of SDM across healthcare providers, pa-
tients, and family members. Five broad areas of needs for
implementing SDM were identified, including changes in com-
munication, collaborative involvement, a trusted relationship,
cultural changes, and structural changes [10].

Complimentary to these studies is the patient viewpoint asso-
ciated with SDM in oncology care. Notably, no comprehensive
systematic literature reviews exist across adult patients, although
a recent Cochrane review did evaluate interventions regarding
SDM among pediatric cancer patients and found no (randomized
or controlled trial) evidence available for synthesis, despite sig-
nificant interest in the area [11]. Since the patient viewpoint is
paramount in the execution of SDM, it follows logically that
evaluation of contributors to the process from their perspective
is vital. Accordingly, the present study represents a systematic
review of the literature examining the patient-related barriers and
facilitators to SDM in oncology care. This review and analysis
categorizes existing evidence, identifies gaps in knowledge, and
can be used to guide the development of future SDM initiatives.

Methods

The systematic literature review is a multi-step process: iden-
tification of database, abstraction of articles, and tabulation of
results. Due to the anticipated variety of study designs and
outcomes stemming from the research objective, a meta-
analysis was deemed inappropriate for either objective.

Literature search strategy

Following the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses (PRISMA) guidelines [12],
a systematic literature review and evaluation of all rel-
evant publications from January 2007 to November
2017 was conducted. The literature review and analysis
was executed utilizing PubMed, EBSCO MEDLINE,
Scopus, CINAHL, and the Cochrane Library databases.
Furthermore, reference lists of identified articles were
screened for additional citations. An overarching litera-
ture search strategy was devised to meet the two study
objectives: (1) to identify barriers and facilitators to
SDM in oncology and (2) to evaluate outcome measures
(e.g., acceptability, feasibility, knowledge) of DAs in the
process of SDM in oncology. This analysis focuses on
the first objective. The search strategy was three
pronged, using (1) terms related to cancer (e.g.,
neoplasms, malignancy, metastases), (2) terms related
to decision-making (e.g., decision support, shared treat-
ment decision, decision aid), and (3) patient-centered
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terms (e.g., patient-centered care, patient involvement,
physician-patient communication). Citations isolated in
the identification stage from the database searches were
scanned for duplicates, which were subsequently re-
moved. Remaining citations entered the screening stage,
where titles and abstracts were assessed against the

inclusion/exclusion criteria (described below) and their
relation to the research objective. Finally, articles
progressed through an eligibility assessment using a
full-text review (again assessing inclusion/exclusion
criteria and the research objective) to determine the final
included result set.

Table 1 List of search terms from PubMed

Cancer terms Decision-making terms Patient-centered terms

Brain neoplasms Chemotherapy decisions Patient-centered care

Breast neoplasms Chemotherapy preference Patient-centered communication

Colorectal neoplasms Decision analysis Nurse-patient relations

Endometrial neoplasms Decision making Physician-patient relations

Gallbladder neoplasms Decision protocol Professional-family relations

Head and neck neoplasms Decision support technique Professional-patent relations

Hematological neoplasms Decision support Doctor-patient communication

Kidney neoplasms Shared decision Oncologist-patient communication

Liver neoplasms Shared decision making Physician-patient communication

Lung neoplasms Shared decision model Health communication

Oropharyngeal neoplasms Shared treatment decision Patient empowerment

Ovarian neoplasms Participatory decision making Patient engagement

Pancreatic neoplasms Patient care planning Patient input

Pharyngeal neoplasms Patient communication decision aid Patient involvement

Prostate neoplasms Patient decision aid Patient participation

Stomach neoplasms Control preferences scale

Testicular neoplasms

Urogenital neoplasms

Urological neoplasms

Uterine cervical neoplasms

Vaginal neoplasms

Cancer

Cancroid

Carcinoma

Cyst

Malignancy

Metastatic

Neoplasm

Oncology

Polyp

Sarcoma

Benign neoplasm

Benign tumor

Cancer education

Carcinomatosis

Malignant tumor

Medical oncology

Neoplasm metastases

Radiation oncology

Surgical oncology

Variations of terms (metastatic, metastases; oncology, oncological) were incorporated into the search strategy

Support Care Cancer (2019) 27:1613–1637 1615



Inclusion/exclusion criteria

English language articles were included in the review if they
provided data regarding patient perspective, contributors, and
challenges to their role in SDMduring oncology care, including
areas such as knowledge, satisfaction, preferences, and commu-
nication style. Only US-based studies were considered for in-
clusion as it was felt that barriers/facilitators to SDM would be
unique to different healthcare structures globally. Physician-
focused data, although not the focus of this study, was included
if the article collected data on both patients and physicians.
Review articles, theses/dissertations, conference abstracts, com-
mentaries, editorials, or summary reports on the topic were
excluded from the study.

Data extraction

Under the supervision and guidance of two faculty investigators
(JRC and KMK), one industry liaison (CZ) and one medical

librarian, four graduate students in pharmacy administration
and six PharmD students compiled potential search terms of
interest. The term list was utilized in trial searches to narrow
the list to those terms rendering the most appropriate results.
The original search strategy was created using Medical Subject
Headings (MESH) terminology and associated terms in
PubMed and subsequently translated for the other databases,
with assistance of the medical librarian. Searches were then
executed across all databases, and references were compiled into
EndNote X7 (Clarivate Analytics, Philadelphia, PA, USA).
Articles prior to 2007 and duplicates were removed, rendering
a set of 3435 records for abstract review; these abstracts were
uploaded to DistillerSR (Evidence Partners, Ontario, Canada).

The full student team executed the title-abstract review.
Questionable abstracts were discussed and decisions ren-
dered jointly as a research team with the faculty investiga-
tors. Graduate students located and downloaded full texts
for the records that progressed through the screening phase
(n = 1150), utilizing interlibrary loans when necessary.
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Full-text articles excluded, with
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No SDM (n=447)
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Full-text not available (n=65)
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Records
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Fig. 1 Flow chart of the
publication selection process
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Graduate students and faculty investigators executed the
eligibility phase to render an interim final result set (n =
249), containing articles relevant to the two major objec-
tives of the systematic review. Specific to the objectives of
barriers/facilitators to SDM, the faculty investigators
narrowed the final result set, specifying reasons for exclu-
sion (of which articles may have had multiple). The faculty
investigators extracted the following information from
each article: author, year published, study aim/objective,
study design, data collection methodology, setting, sample
size, inclusion/exclusion criteria, cancer type/stage, treat-
ment type, sample description, physician enrollment, major
themes for barriers/facilitators, and key findings.
Limitations were also assessed for each article as a mea-
sure of article quality, since the differing study designs
made use of a formalized quality assessment tool non-fea-
sible. Information was cross-checked between investiga-
tors to ensure a consistent and quality process.

Results

Overall results

A total of 35 articles were identified through the systematic
review (Table 2), ranging in publication from 2007 to 2017
[13–47]. The most common cancer studied was breast (n = 22;
62.9%) [14, 15, 17, 18, 20–22, 24, 25, 28, 32, 33, 35–43, 46],
followed by prostate (n = 9; 25.7%) [13, 22, 26, 29, 31, 34, 36,
43, 46] and gastrointestinal/colorectal (n = 5; 14.3%) [22, 36,
43, 44, 46] and lung (n = 5; 14.3%) [19, 21, 22, 30, 36]. A
number of studies (n = 9; 25.7%) assessed multiple cancers
[21–23, 27, 36, 43, 44, 46, 47]. A total of 11 studies
(31.4%) focused on early-stage (0, I, or II) cancer [13–15,
18, 26, 29, 31, 34, 35, 38, 40] while only one study (2.9%)
was specific to late-stage (III or IV) cancer [17]. Fifteen stud-
ies (42.9%) [16, 20, 22, 24, 25, 28, 30, 33, 37, 39, 41–43, 45,
46] assessed both early- and late-stage cancers, while in eight
studies (22.9%) [19, 21, 23, 27, 32, 36, 44, 47], the stage was
unclear. A total of 16 studies (45.7%) [14–16, 18, 20, 24, 26,
28, 29, 31–33, 35, 39–41] involved some form of surgical
decision while eight (22.9%) [15, 16, 18, 21, 25, 27, 28, 33]
involved chemotherapy and seven (20.0%) [16, 22, 26, 28, 29,
31, 33] included radiation. In five studies (14.3%) [17, 23, 27,
33, 41], physicians provided data in addition to patients. A
variety of study designs were utilized, including survey ques-
tionnaires (n = 16; 45.7%) [16, 17, 20–22, 25, 29, 30, 32, 34,
36, 40, 41, 43, 46], qualitative analyses through focus groups/
interviews (n = 12; 34.3%) [13, 14, 19, 28, 31, 33, 35, 38, 39,
42, 45, 47], consultations (n = 2; 5.7%) [23, 27], secondary
analyses of other data sets (n = 3; 8.6%) [15, 18, 44], and
prospective studies (n = 2; 5.7%) [26, 37].

Barriers to SDM

Three consistent themes of barriers to SDM emerged across
the studies, including (1) uncertainty or lack of consensus in
the treatment decision [13, 14, 31, 32, 47], (2) patient concern
regarding adverse effects [13, 29, 33, 35, 37], and (3) poor
physician communication [19, 23, 25, 27, 28, 30, 33, 35, 36,
38, 39, 41, 47].

In a series of individual interviews and focus groups con-
ducted by Henrikson et al. [13], men facing treatment deci-
sions for prostate cancer expressed struggling with the lack of
a clear treatment option based on research, and felt that phy-
sicians expressed bias toward options based on their subspe-
cialty. Xu et al. [31] found similar results in their sample of
primarily African-American men, with prostate treatment
decision-making largely made with a sense of fear and uncer-
tainty, rather than full consideration of the evidence. Men
expressed mixed feelings regarding the physician’s presenta-
tion of treatment options: initially negative with a sense of
frustration toward making a decision, but later positive and
appreciative [31]. Although most women interviewed by
Lally [14] found making a surgical breast cancer decision
relatively straightforward, there was some concern expressed
about rethinking their choice and being overwhelmed to make
the Bright^ decision. Politi et al. [32] found that 93% of con-
sultations for breast cancer surgery specifically discussed un-
certainty, but that this ultimately led to lower decision satis-
faction (β = − 1.77; p < 0.002) from the patient perspective
[32]. However, this effect was mitigated when the physician
involved the patient in the decision to a greater degree [32].
Finally, Mazor et al. [47] identified that patients and family
members feeling like they were not Bkept in the loop^ in-
creased stress regarding their oncology care, particularly re-
garding patient expectations, progression of treatment, and
delays in information delivery.

Adverse effects were a paramount consideration for patients
and often an area of difficulty in their treatment decision. Sidana
et al. [29] examined the factors dictating choice of treatment
among younger men with prostate cancer and found that 98%,
84%, and 66% expressed concern about sexual, urinary, and
bowel functions, respectively. Similarly, men in Henrikson
et al. [13] weighed the Breversibility^ of treatments and adverse
effects in their decisions. In interviews with African-American
women with breast cancer by Sheppard et al. [33], fear of adju-
vant treatment effects such as nausea and hair loss, perception of
therapies as Bexperimental,^ and worries about impacts on care-
giving and activities of daily living influenced decisions. In
focus groups conducted by Schubart et al. [35], fear throughout
the care process was prevalent among African-American wom-
en. In a long-term focal study on tamoxifen use, Kahn et al. [37]
similarly identified adverse effects (albeit, actual, as opposed to
feared, effects) as a predictor of adherence. Interestingly, patients
who reported being informed previously about potential adverse

Support Care Cancer (2019) 27:1613–1637 1617



Ta
bl
e
2

D
es
cr
ip
tio

n
of

st
ud
ie
s

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

H
en
ri
ks
on

et
al
.

(2
00
9)

[1
3]

E
xp
lo
re

w
he
th
er

re
ve
rs
ib
ili
ty
,

de
ci
si
on

tim
in
g,
an
d

un
ce
rt
ai
nt
y
ar
e
re
le
va
nt

to
m
en

de
ci
di
ng

on
tr
ea
tm

en
t

fo
r
lo
ca
liz
ed

pr
os
ta
te
ca
nc
er

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g
fo
cu
se
d

co
di
ng

te
ch
ni
qu
e

ex
pl
or
at
io
n

44
(n
=
37

w
ho

ha
d
m
ad
e
a

tr
ea
tm

en
td

ec
is
io
n
an
d

n
=
7
w
ho

ha
d
no
t)

A
ll
m
en
,m

ea
n
ag
e

68
ye
ar
s,
84
.5
%

w
hi
te
,

70
%

m
ar
ri
ed

or
pa
rt
ne
re
d,
43
%

co
lle
ge

gr
ad
ua
te
s

L
ac
k
of

co
ns
en
su
s
on

re
co
m
m
en
de
d

tr
ea
tm

en
t,
re
ve
rs
ib
ili
ty

of
da
m
ag
e
or

si
de

ef
fe
ct
s

D
es
ir
e
fo
r
ce
rt
ai
nt
y,

us
e
of

nu
m
er
ic

or
st
at
is
tic
al

pr
ob
ab
ili
tie
s
fo
r

su
cc
es
s,
ke
ep
in
g

op
tio
ns

op
en
,

ta
ki
ng

tim
e
to

m
ak
e
a
de
ci
si
on
,

co
ns
id
er
at
io
n
of

pa
tie
nt

de
ci
si
on
-m

ak
in
g

pr
ef
er
en
ce
s

8
m
aj
or

th
em

es
id
en
tif
ie
d:

re
ve
rs
ib
ili
ty
,t
im

in
g
of

de
ci
si
on
,n
um

be
r
of

op
tio
ns
,“
ge
tti
ng

it
ov
er

w
ith

,”
“t
he

w
ay

I
m
ak
e

de
ci
si
on
s,
”
un
ce
rt
ai
nt
y

am
on
g
ex
pe
rt
s,
de
si
re

fo
r
ce
rt
ai
nt
y,
an
d

pr
ob
ab
ili
ty

N
o
qu
an
tit
at
iv
e

ex
am

in
at
io
n
of

co
va
ri
at
es
,b
ia
s
in

th
em

e
de
fi
ni
tio

ns
,

un
st
ru
ct
ur
ed

in
te
rv
ie
w
s,
co
ns
tr
uc
ts

no
ti
n
th
e
co
nt
ex
to

f
ot
he
r
m
ot
iv
at
or
s
of

de
ci
si
on
-m

ak
in
g

L
al
ly

(2
00
9)

[1
4]

E
xp
lo
re

th
e
pr
et
re
at
m
en
t

th
ou
gh
ts
an
d
be
ha
vi
or
s
of

w
om

en
ne
w
ly

di
ag
no
se
d

w
ith

br
ea
st
ca
nc
er
re
ga
rd
in
g

th
ei
r
su
rg
ic
al
tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g
ex
pe
ri
en
ce

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g

gr
ou
nd
ed

th
eo
ry

18
A
ll
w
om

en
,a
ge

ra
ng
e

37
–8
7
ye
ar
s,

6–
21

da
ys

po
st

di
ag
no
si
s,
67
%

co
lle
ge

ed
uc
at
ed
,7
2%

m
ar
ri
ed

U
nc
er
ta
in
ty

in
ch
oi
ce

an
d

re
co
m
m
en
da
tio
ns

m
ad
e

R
ec
ei
vi
ng

en
ou
gh

in
fo
rm

at
io
n

w
ith
ou
tf
ee
lin
g

ov
er
w
he
lm

ed
,

ph
ys
ic
ia
n

de
m
ea
no
r

(f
ee
lin
g
ca
re
d

fo
r
an
d
w
ith

tr
us
t)
,u
se

of
fa
m
ily

an
d

fr
ie
nd
’s

ex
pe
ri
en
ce
s

3
m
aj
or

th
em

es
id
en
tif
ie
d:

in
fo
rm

at
io
n
pr
oc
es
si
ng
,

co
nt
em

pl
at
in
g
op
tio
ns
,

an
d
in
te
ra
ct
in
g
w
ith

ot
he
rs

D
at
a
or
ig
in
al
ly

co
lle
ct
ed

w
ith

a
di
ff
er
en
tf
oc
us
,

no
m
in
or
ity

w
om

en
en
ro
lle
d,
in
fl
ue
nc
e
of

an
A
O
C
N

A
ro
ra

et
al
.

(2
00
9)

[1
5]

E
xa
m
in
e
th
e
as
so
ci
at
io
n

be
tw
ee
n
re
ce
ip
to

f
he
lp
fu
l

in
fo
rm

at
io
na
l,
em

ot
io
na
l,

an
d
de
ci
si
on
-m

ak
in
g

su
pp
or
tf
ro
m
ph
ys
ic
ia
ns

an
d

ra
tin
gs

of
tr
us
ta
m
on
g
w
om

en
ne
w
ly

di
ag
no
se
d
w
ith

br
ea
st
ca
nc
er

Se
co
nd
ar
y
an
al
ys
is
of

lo
ng
itu
di
na
ls
ur
ve
y
da
ta

fr
om

an
R
C
T
(C
H
E
SS

)

24
6

A
ll
w
om

en
,m

ea
n
ag
e

44
ye
ar
s,
74
%

w
hi
te
,

54
%

w
ith

an
nu
al

in
co
m
e
>
$4
0,
00
0,

85
%

pr
iv
at
e
in
su
ra
nc
e

T
ru
st
in

ph
ys
ic
ia
n

A
tb

as
el
in
e,
re
ce
ip
to

f
he
lp
fu
li
nf
or
m
at
io
na
l,

em
ot
io
na
l,
an
d

de
ci
si
on
-m

ak
in
g

su
pp
or
tf
ro
m

ph
ys
ic
ia
ns

w
as

al
l

si
gn
if
ic
an
tly

as
so
ci
at
ed

w
ith

pa
tie
nt
s’
tr
us
t.
B
y

m
on
th

5,
on
ly

em
ot
io
na
ls
up
po
rt
in

th
e
2
m
on
th
s
pr
io
r
w
as

as
so
ci
at
ed

w
ith

pa
tie
nt

tr
us
t

O
ld
er

da
ta
,l
im

ite
d
to

as
se
ss
in
g
a
si
ng
le
ite
m

fr
om

th
e
or
ig
in
al
st
ud
y,

la
ck

of
va
lid
at
io
n,
la
ck

of
di
re
ct
co
nn
ec
tio
n
of

tr
us
tt
o

de
ci
si
on
-m

ak
in
g

Sh
um

an
et

al
.

(2
01
7)

[1
6]

D
es
cr
ib
e
th
e
re
fl
ec
tio
ns

of
pa
tie
nt
s
tr
ea
te
d
fo
r

la
ry
ng
ea
lc
an
ce
rw

ith
re
ga
rd

to
tr
ea
tm

en
t-
re
la
te
d

de
ci
si
on
-m

ak
in
g

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

57
80
%

m
en
,m

ea
n
ag
e

61
ye
ar
s,
75
%

fo
rm

er
sm

ok
er
,5
4%

ea
rl
y

st
ag
e,
55
%

tr
ea
te
d
w
ith

su
rg
er
y

W
or
se

vo
ic
e-
re
la
te
d
Q
oL

re
su
lte
d
in

m
or
e

de
ci
si
on
al
co
nf
lic
ta
nd

re
gr
et

Fi
rs
tc
lin
ic
ia
n
se
en

w
as

th
e
m
os
t

im
po
rt
an
tf
ac
to
r

in
th
e
tr
ea
tm

en
t

de
ci
si
on

T
he

4
m
os
ti
m
po
rt
an
t

pr
io
ri
tie
s
w
er
e

on
co
lo
gi
c
cu
re

(9
1%

),
m
ax
im

iz
in
g
su
rv
iv
al

(6
6%

),
be
in
g
ab
le
to

sw
al
lo
w
(4
4%

),
an
d

m
ai
nt
en
an
ce

of
na
tu
ra
l

vo
ic
e
(4
1%

).
T
he

4
le
as
ti
m
po
rt
an
t

pr
io
ri
tie
s
w
er
e
ha
vi
ng

a
co
m
fo
rt
ab
ly

m
oi
st

A
bs
en
ce

of
lo
ng
itu
di
na
l

Q
oL

ou
tc
om

es
,r
ec
al
l

bi
as
,r
et
ro
sp
ec
tiv

e
si
ng
le
-i
ns
tit
ut
io
n
st
ud
y,

sm
al
ls
am

pl
e
si
ze
,

co
nf
ou
nd
er

in
fl
ue
nc
e

1618 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

m
ou
th

(5
9%

),
ke
ep
in
g

on
e’
s
ap
pe
ar
an
ce

un
ch
an
ge
d
(4
5%

),
re
tu
rn
in
g
to

on
e’
s

ac
tiv

iti
es

as
so
on

as
po
ss
ib
le
(4
5%

),
an
d

ke
ep
in
g
on
e’
s
no
rm

al
se
ns
e
of

ta
st
e
an
d
sm

el
l

(3
3%

)

B
ru
fs
ky

et
al
.

(2
01
7)

[1
7]

E
xp
lo
re
th
e
em

ot
io
na
ln
ee
ds

of
pa
tie
nt
s
at
th
e
in
iti
al

di
ag
no
si
s
of

m
et
as
ta
tic

br
ea
st
ca
nc
er

an
d
tr
ea
tm

en
t

ch
an
ge

to
in
cr
ea
se

aw
ar
en
es
s
ab
ou
tg

ap
s
an
d

fa
ci
lit
at
e
co
m
m
un
ic
at
io
n

be
tw
ee
n
pa
tie
nt
s
an
d

on
co
lo
gi
st
s

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

35
9
(p
at
ie
nt
s)
,2
52

(o
nc
ol
og
is
ts
)

Pa
tie
nt
s:
al
lw

om
en
,

m
ed
ia
n
ag
e
53

ye
ar
s,

18
%

no
n-
w
hi
te
,7
7%

ha
d
ch
ild
re
n,
82
%

ha
d

so
m
e
co
lle
ge

ed
uc
at
io
n,
67
%

H
R
+

ca
nc
er

O
nc
ol
og
is
ts
:3

0%
w
om

en
,

m
ed
ia
n
ag
e
49

ye
ar
s,

25
%

in
pr
ac
tic
e

<
10

ye
ar
s,
38
%

af
fi
lia
te
d
w
ith

ac
ad
em

ic
in
st
itu
tio
n

Fe
el
in
gs

th
at
so
m
et
hi
ng

co
ul
d
ha
ve

be
en

do
ne

to
pr
ev
en
td

is
ea
se

pr
og
re
ss
io
n

Pa
tie
nt
s
w
an
te
d

on
co
lo
gi
st
s
to

sh
ow

ca
re
an
d

co
m
pa
ss
io
n,
to

di
sc
us
s

ex
pe
ct
at
io
ns

fr
om

tr
ea
tm

en
t,

w
ay
s
to

m
an
ag
e

sy
m
pt
om

s
an
d

si
de

ef
fe
ct
s,
an
d

lo
ng
-t
er
m

go
al
s.

R
ef
er
ra
ls
to

su
pp
or
ts
er
vi
ce
s

w
er
e
im

po
rt
an
t

Fe
w
er
pa
tie
nt
s
re
po
rt
ed

fe
ar

of
un
kn
ow

n
(5
8%

vs
44
%
)
an
d
di
st
re
ss

ov
er

be
lie
vi
ng

so
m
et
hi
ng

co
ul
d
ha
ve

be
en

do
ne

to
pr
ev
en
t

di
se
as
e
pr
og
re
ss
io
n

(2
6%

vs
12
%
),
bu
t

m
or
e
pa
tie
nt
s
re
po
rt
ed

ho
pe

of
ke
ep
in
g
th
e

di
se
as
e
st
ab
le
(4
6%

vs
59
%
)a
nd

co
nf
id
en
ce

in
tr
ea
tm

en
to

pt
io
ns

(2
9%

vs
37
%
)
be
tw
ee
n
in
iti
al

di
ag
no
si
s
an
d
tr
ea
tm

en
t

ch
an
ge

Pa
tie
nt
s
in

th
e
st
ud
y
w
er
e

m
or
e
m
ot
iv
at
ed
,

kn
ow

le
dg
ea
bl
e,
an
d

ed
uc
at
ed
,r
ec
al
lb

ia
s,

no
n-
re
sp
on
se

bi
as

M
ar
tin
ez

et
al
.

(2
01
6)

[1
8]

E
xp
lo
re

th
e
as
so
ci
at
io
n

be
tw
ee
n
pa
tie
nt
s’

pe
rc
ep
tio
ns

of
au
to
no
m
y-
su
pp
or
tiv
e

co
m
m
un
ic
at
io
n
by

su
rg
eo
ns

an
d
m
ed
ic
al
on
co
lo
gi
st
s
an
d

pa
tie
nt
-a
pp
ra
is
ed

qu
al
ity

of
th
ei
r
br
ea
st
ca
nc
er

su
rg
er
y

an
d
ch
em

ot
he
ra
py

de
ci
si
on
s

Se
co
nd
ar
y
an
al
ys
is
of
su
rv
ey

da
ta
fr
om

a
po
pu
la
tio
n-
ba
se
d
st
ud
y

(i
C
an
C
ar
e
St
ud
y)

16
90

A
ll
w
om

en
,m

ea
n
ag
e

62
ye
ar
s,
55
%

w
hi
te
,

17
%

bl
ac
k,
17
%

L
at
in
a,
72
%

w
ith

so
m
e

co
lle
ge

ed
uc
at
io
n

N
/A

A
ut
on
om

y-
su
p-

po
rt
iv
e

co
m
m
un
ic
at
io
n,

so
lic
ita
tio

n
of

pa
tie
nt

pr
ef
er
en
ce
s
fo
r

co
m
m
un
ic
at
io
n

st
yl
e

Fo
r
su
rg
ic
al
de
ci
si
on
s,

hi
gh
-a
ut
on
om

y-
-

su
pp
or
tiv
e

co
m
m
un
ic
at
io
n
w
as

as
so
ci
at
ed

w
ith

in
cr
ea
se
d
de
ci
si
on

qu
al
ity

sc
or
e
(4
.6
4
vs

4.
34
,p

<
0.
00
1)

co
m
pa
re
d
to

lo
w
-a
ut
on
om

y-
-

su
pp
or
tiv
e

co
m
m
un
ic
at
io
n.

Si
m
ila
r
tr
en
ds

w
er
e

se
en

fo
r
ch
em

ot
he
ra
py

de
ci
si
on
s
(4
.6
7
vs

4.
41
,

p
<
0.
00
1)

D
ep
en
de
nc
e
on

se
lf
-r
ep
or
tin

g,
in
fl
at
io
n

of
ra
tin
gs
,r
ev
er
se

ca
us
al
ity
,u
se

of
on
ly

2
di
st
in
ct
ge
og
ra
ph
ic
al

ar
ea
s,
co
m
m
un
ic
at
io
n

st
yl
es

th
at
m
ay

no
tf
it

in
to

pr
ed
ef
in
ed

ca
te
go
ri
es

L
ee

et
al
.

(2
01
6)

[1
9]

E
lu
ci
da
te
th
e
re
la
tio
ns
hi
ps

be
tw
ee
n
pa
tie
nt
-p
er
ce
iv
ed

ro
le
an
d
de
ci
si
on
-m

ak
in
g
in

lu
ng

ca
nc
er

ca
re
,d
ra
w
in
g

fr
om

se
ri
al
in
te
rv
ie
w
s
on

th
e
sa
fe
ty
-n
et
lu
ng

ca
nc
er

tr
ea
tm

en
te
xp
er
ie
nc
e
w
ith

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g
ite
ra
tiv

e
an
al
ys
is

13
dy
ad
s

62
%

m
en
,6
2%

ag
e

46
–6
0
ye
ar
s,
46
%

hi
gh

sc
ho
ol

ed
uc
at
io
n,
46
%

m
ar
ri
ed

U
se

of
m
ed
ic
al
la
ng
ua
ge

in
vi
si
ts
,c
ha
ng
in
g

gr
ou
ps

of
pr
ov
id
er
s,

la
ck

of
kn
ow

le
dg
e,

ph
ys
ic
ia
ns

m
ak
in
g

de
ci
si
on
s
fo
r
th
em

C
ar
eg
iv
er

pr
es
en
ce

du
ri
ng

vi
si
ts

4
m
aj
or

th
em

es
in

th
e

ex
pe
ri
en
ce

of
lu
ng

ca
nc
er

ca
re
:c
ha
lle
ng
es

to
ef
fe
ct
iv
e

co
m
m
un
ic
at
io
n,

ca
re
gi
ve
rs
as

ad
vo
ca
te

an
d
fa
ci
lit
at
or
;l
ac
k
of

Sm
al
ls
am

pl
e
si
ze
,a
ttr
iti
on

Support Care Cancer (2019) 27:1613–1637 1619



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

A
fr
ic
an
-A

m
er
ic
an

pa
tie
nt
-c
ar
eg
iv
er

dy
ad
s

un
de
rs
ta
nd
in
g
of

pr
og
no
si
s
an
d

ou
tc
om

es
;c
lin
ic
ia
ns

m
ak
e
de
ci
si
on
s

Pa
rk
er
et

al
.

(2
01
6)

[2
0]

E
xa
m
in
e
th
e
ps
yc
ho
so
ci
al

pr
ed
ic
to
rs
an
d

de
ci
si
on
-m

ak
in
g
pr
oc
es
s

re
ga
rd
in
g
C
PM

am
on
g

w
om

en
w
ith

sp
or
ad
ic
br
ea
st

ca
nc
er

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

11
7

A
ll
w
om

en
,m

ea
n
ag
e

54
ye
ar
s,
67
%

C
au
ca
si
an
,7
4%

m
ar
ri
ed
/p
ar
tn
er
ed
,5
0%

co
lle
ge

ed
uc
at
io
n
or

hi
gh
er
,5
8%

em
pl
oy
ed

(f
ul
l-
or

pa
rt
-t
im

e)

L
es
s
kn
ow

le
dg
e

an
d
gr
ea
te
r

ca
nc
er

w
or
ry

N
ee
d
to

pr
ov
id
e
ed
uc
at
io
n

ab
ou
tC

PM
an
d
ad
dr
es
s

ps
yc
ho
so
ci
al
fa
ct
or
s

th
at
dr
iv
e
w
om

en
’s

pr
ef
er
en
ce
s
fo
r
C
PM

G
en
er
al
iz
ab
ili
ty

to
ot
he
r

ra
ci
al
an
d
et
hn
ic

gr
ou
ps
;l
ac
k
of

m
ea
su
re
m
en
to

f
th
e

m
et
ho
d
of

di
ag
no
si
s,

br
ea
st
de
ns
ity
,

in
su
ra
nc
e,
co
st
,a
nd

in
fl
ue
nc
e
of

m
ed
ia

C
ol
le
y
et

al
.

(2
01
7)

[2
1]

(1
)
D
es
cr
ib
e
as
so
ci
at
io
ns

be
tw
ee
n
de
m
og
ra
ph
ic
s
an
d

de
ci
si
on
-m

ak
in
g
ro
le
,(
2)

ex
am

in
e
re
la
tio

ns
hi
ps

be
tw
ee
n
ps
yc
ho
lo
gi
ca
l

ch
ar
ac
te
ri
st
ic
s
(a
nx
ie
ty

an
d

de
pr
es
si
on
)
an
d

de
ci
si
on
-m

ak
in
g
ro
le
,a
nd

(3
)
id
en
tif
y
re
la
tio
ns
hi
ps

be
tw
ee
n
de
ci
si
on
-m

ak
in
g

ro
le
an
d
ps
yc
ho
so
ci
al

ad
ju
st
m
en
tc
ha
ra
ct
er
is
tic
s,

su
ch

as
co
pi
ng

st
yl
e,

pe
rs
on
al
ity
,a
nd

m
en
ta
l

ad
ju
st
m
en
tt
o
ca
nc
er

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

us
in
g
da
ta

fr
om

a
la
rg
er

lo
ng
itu
di
na
l

st
ud
y
on

sy
m
pt
om

ex
pe
ri
en
ce

76
5

71
–8
1%

w
om

en
,m

ed
ia
n

ag
e
53
–5
9
ye
ar
s,

66
–7
4%

w
hi
te
,

64
–6
8%

m
ar
ri
ed

or
pa
rt
ne
re
d,
28
–4
0%

cu
rr
en
tly

em
pl
oy
ed

Pa
ss
iv
e
de
ci
si
on
-m

ak
in
g

st
yl
e

A
ct
iv
e
or

co
lla
bo
ra
tiv
e

de
ci
si
on
-m

ak
in
g

st
yl
e

56
.3
%

of
pa
tie
nt
s
re
po
rt
ed

pr
ef
er
ri
ng

an
d
ac
tin

g
in

a
co
lla
bo
ra
tiv
e
ro
le
;

th
os
e
pr
ef
er
ri
ng

th
e

pa
ss
iv
e
ro
le
w
er
e
ol
de
r

an
d
le
ss

ed
uc
at
ed
,h
ad

lo
w
er

in
co
m
e,
an
d

w
er
e
le
ss

re
si
lie
nt
.

Pa
ss
iv
e
co
pi
ng

st
yl
es

w
er
e
le
ss
lik
el
y
to
w
an
t

to
co
nt
ri
bu
te
or

co
nt
ro
l

th
e
de
ci
si
on
-m

ak
in
g

pr
oc
es
s
an
d
w
er
e
m
or
e

fa
ta
lis
tic
,l
es
s
lik
el
y
to

us
e
hu
m
or
,a
nd

le
ss

ad
ap
tiv

e
co
pi
ng

st
ra
te
gi
es

Si
ng
le
-t
im

e
po
in
ts
tu
dy
,

on
ly

re
la
tin
g
to

ge
ne
ra
l

tr
ea
tm

en
t,
se
le
ct
io
n

bi
as

po
te
nt
ia
ld

ue
to

40
%

re
fu
sa
lr
at
e,

ov
er
re
pr
es
en
ta
tio
n
of

w
hi
te
an
d
hi
gh
ly

ed
uc
at
ed
/h
ig
hl
y

ea
rn
in
g
in
di
vi
du
al
s

Sh
ab
as
on

et
al
.

(2
01
4)

[2
2]

(1
)
D
et
er
m
in
e
th
e
as
so
ci
at
io
n

be
tw
ee
n
S
D
M

an
d
pa
tie
nt

sa
tis
fa
ct
io
n
du
ri
ng

R
T
an
d

(2
)e
xp
lo
re
pa
tie
nt
de
si
re
fo
r

an
d
pe
rc
ep
tio

n
of

co
nt
ro
l

du
ri
ng

R
T,

an
d
ho
w
th
es
e

fa
ct
or
s
re
la
te
to

pa
tie
nt

sa
tis
fa
ct
io
n,
an
xi
et
y,

de
pr
es
si
on
,a
nd

fa
tig
ue

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

30
5

53
%

m
en
,l
ar
ge
st
ag
e

gr
ou
p
55
–6
5
ye
ar
s

(3
8.
7%

),
75
.7
%

w
hi
te
,

22
%

co
m
pl
et
ed

co
lle
ge
,5
1.
5%

no
t

em
pl
oy
ed
,6
5.
3%

m
ar
ri
ed
/p
ar
tn
er
ed
,

31
.8
%

re
po
rt
ha
vi
ng

SD
M

D
es
ir
e
bu
tn

o
pe
rc
ep
tio
n

of
co
nt
ro
lo

f
tr
ea
tm

en
t

de
ci
si
on
s

SD
M
,p
er
ce
iv
ed

co
nt
ro
lo

f
tr
ea
tm

en
t

de
ci
si
on
s

32
.3
%

re
po
rt
ha
vi
ng

co
nt
ro
lo

f
tr
ea
tm

en
t,

72
.6
%

re
po
rt

sa
tis
fa
ct
io
n
w
ith

tr
ea
tm

en
t

In
cr
ea
se

in
th
e
pe
rc
ep
tio
n

of
co
nt
ro
la
nd

SD
M

co
rr
el
at
ed

w
ith

an
in
cr
ea
se

in
pa
tie
nt

sa
tis
fa
ct
io
n
(8
4.
4%

vs
71
.4
%

sa
tis
fa
ct
io
n
w
ith

an
d
w
ith
ou
tS

D
M
,

re
sp
ec
tiv
el
y;

p
<
0.
02
)

H
ig
he
r
sa
tis
fa
ct
io
n
se
en

in
pa
tie
nt
s
re
po
rt
in
g
m
or
e

pe
rc
ei
ve
d
co
nt
ro
lo

ve
r

tr
ea
tm

en
ts
vs

th
os
e

re
po
rt
in
g
no

co
nt
ro
l

re
ga
rd
le
ss

if
th
e
pa
tie
nt

T
im

e
po
in
ts
tu
dy
,

co
rr
el
at
io
ns

vs
ca
us
at
io
n;

co
nt
ro
ls
fo
r

em
ot
io
na
lr
es
po
ns
es

m
ay

ha
ve

su
bj
ec
tb

ia
s,

an
d
th
e
st
ud
y
w
as

do
ne

du
ri
ng

th
e
la
st
w
ee
k
of

R
T
w
ith

m
os
ts
id
e

ef
fe
ct
s,
w
hi
ch

m
ay

sk
ew

an
sw

er
s

1620 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

pr
ef
er
re
d
co
nt
ro
lo
rn
ot
,

sa
tis
fa
ct
io
n

pe
rc
en
ta
ge
s,

re
sp
ec
tiv
el
y
(8
9.
7%

vs
69
.2
%
,p

<
0.
00
1)

In
pa
tie
nt
s
de
si
ri
ng

co
nt
ro
l

bu
tw

ho
di
d
no
tr
ec
ei
ve

it,
m
or
e
ad
ve
rs
e

em
ot
io
na
lr
es
po
ns
es
,

su
ch

as
an
xi
et
y
an
d

de
pr
es
si
on
,w

er
e

ex
pe
ri
en
ce
d

C
hh
ab
ra
et

al
.

(2
01
3)

[2
3]

C
ha
ra
ct
er
iz
e
pr
ac
tic
es

in
su
bs
pe
ci
al
is
tp

hy
si
ci
an
s’

co
m
m
un
ic
at
io
n
st
yl
es
,a
nd

th
ei
r
po
te
nt
ia
le
ff
ec
ts
on

sh
ar
ed

de
ci
si
on
-m

ak
in
g,
in

se
co
nd
-o
pi
ni
on

co
ns
ul
ta
tio

ns

Q
ua
lit
at
iv
e
an
al
ys
is
of

re
co
rd
ed

co
ns
ul
ta
tio
ns

us
in
g
th
em

e-
or
ie
nt
ed

di
sc
ou
rs
e
an
al
ys
is

20
vi
si
ts
(b
et
w
ee
n
20

pa
tie
nt
s
an
d
15

ph
ys
ic
ia
ns
)

Pa
tie
nt
s:
60
%

w
om

en
,

la
rg
es
ta
ge

gr
ou
ps

30
–3
9
ye
ar
s
an
d

50
–5
9
ye
ar
s
(3
0%

ea
ch
),
60
%

w
hi
te
,9
0%

w
ith

co
lle
ge

ed
uc
at
io
n

Ph
ys
ic
ia
ns
:8

5%
m
en
,

la
rg
es
ta
ge

gr
ou
p

50
–5
9
ye
ar
s
(4
0%

)

L
on
g
na
rr
at
iv
es

w
ith

no
tim

e
fo
r

pr
oc
es
si
ng
/q
ue
st
io
ns
,

ph
ys
ic
ia
n
co
nt
ro
lo

f
to
pi
cs
,

di
re
ct
iv
e/
de
fe
re
nt
ia
l

sp
ee
ch

In
vi
tin
g
sp
ee
ch
:

op
en
-e
nd
ed

qu
es
tio
ns
,

af
fi
rm

at
io
ns
,

pe
ri
od
ic
pa
us
es

M
aj
or

fi
nd
in
g
w
as

br
oa
dc
as
tin

g,
pa
tte
rn

of
le
ng
th
y
ph
ys
ic
ia
n

m
on
ol
og
s
on

di
se
as
e

m
ec
ha
ni
sm

s
an
d

hi
st
or
y,
tr
ea
tm

en
t

op
tio
ns
,o
r
pr
og
no
st
ic

in
fo
rm

at
io
n

O
th
er

te
ch
ni
qu
es

in
cl
ud
ed

de
fe
re
nt
ia
l(
ph
ys
ic
ia
n

m
in
im

iz
in
g
th
ei
r
ro
le
),

di
re
ct
iv
e
(p
hy
si
ci
an

im
pl
yi
ng

th
ei
r
de
ci
si
on

is
ri
gh
t)
,o
r
in
vi
tin
g

sp
ee
ch

(e
nc
ou
ra
ge
m
en
t

of
pa
tie
nt

in
pu
t)

Sm
al
ls
am

pl
e
si
ze
,2

si
te
s,

no
va
lid
at
io
n
of

ju
dg
in
g
pa
tie
nt
’s

re
ac
tio

ns
,a
nd

tr
ea
tm

en
t

op
tio

ns
m
ay

ha
ve

di
ct
at
ed

ph
ys
ic
ia
n’
s

ap
pr
oa
ch

re
ga
rd
le
ss

of
ge
ne
ra
ld

em
ea
no
r

K
in
g
et

al
.

(2
01
3)

[2
4]

E
xa
m
in
e
va
ri
ab
le
s
as
so
ci
at
ed

w
ith

de
ci
si
on
al
co
nf
lic
t

re
la
te
d
to

su
rg
ic
al
tr
ea
tm

en
t

fo
r
un
ila
te
ra
lb

re
as
tc
an
ce
r

an
d
pr
ef
er
en
ce
s
fo
r
B
M

in
yo
un
ge
r
w
om

en
w
ith

a
ne
w

di
ag
no
si
s
of

br
ea
st
ca
nc
er

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

us
in
g
da
ta

fr
om

a
la
rg
er

R
C
T

ev
al
ua
tin
g
a
ra
pi
d
ge
ne
tic

co
un
se
lin

g
an
d
te
st
in
g

in
te
rv
en
tio

n

28
4

A
ll
w
om

en
,m

ea
n
ag
e

43
ye
ar
s,
w
hi
te
(6
5%

),
co
lle
ge

ed
uc
at
ed

(7
9%

),
m
ar
ri
ed

(6
3%

),
em

pl
oy
ed

fu
ll-
tim

e
(7
2%

)
A
ve
ra
ge

=
0.
87

(S
D
=
1.
13
),
fi
rs
t-
or

se
co
nd
-d
eg
re
e
re
la
tiv
es

w
ith

br
ea
st
or

ov
ar
ia
n

ca
nc
er

A
ve
ra
ge

es
tim

at
ed

ri
sk

of
ha
vi
ng

a
B
R
C
A
1/
2

m
ut
at
io
n
=
13
.0
6%

(S
D
=
22
.8
8%

)

H
ig
he
r
co
nf
lic
ti
f
le
ss

ed
uc
at
ed
,u
nm

ar
ri
ed
,

no
t a

ca
nd
id
at
e
fo
r

lu
m
pe
ct
om

y,
no
t

re
ce
iv
ed

a
su
rg
ic
al

re
co
m
m
en
da
tio
n,
m
or
e

ne
ur
ot
ic
,m

or
e

ge
ne
ra
lly

di
st
re
ss
ed
,o
r

m
or
e
af
ra
id
of

ra
di
at
io
n

L
ow

er
co
nf
lic
ti
f

st
ro
ng
er

gu
id
an
ce

fr
om

ph
ys
ic
ia
n

H
ig
he
r
de
ci
si
on
al
co
nf
lic
t

re
ga
rd
in
g
th
e
su
rg
ic
al

de
ci
si
on

w
as

as
so
ci
at
ed

w
ith

ha
vi
ng

le
ss

th
an

a
co
lle
ge

ed
uc
at
io
n

(p
=
0.
00
2)
,b
ei
ng

un
m
ar
ri
ed

(p
=
0.
02
),

no
tb

ei
ng

a
ca
nd
id
at
e

fo
r
lu
m
pe
ct
om

y
(p
=
0.
04
),
no
th

av
in
g

re
ce
iv
ed

a
sp
ec
if
ic

su
rg
ic
al

re
co
m
m
en
da
tio
n

(p
≤
0.
00
1)
,h
ig
he
r

ne
ur
ot
ic
is
m

(p
≤
0.
01
),

hi
gh
er

ca
nc
er
sp
ec
if
ic

(p
=
0.
00
2)

an
d
ge
ne
ra
l

di
st
re
ss

(p
≤
0.
00
1)
,

an
d
m
or
e
co
nc
er
ns

ab
ou
tt
he

im
pa
ct
of

ra
di
at
io
n
(p
=
0.
03
)

Se
lf
-r
ep
or
te
d
re
su
lts

fr
om

on
ly

pa
tie
nt

pe
rs
pe
ct
iv
e,
no

ot
he
r

pr
og
no
st
ic
in
fo
rm

at
io
n,

sm
al
ls
am

pl
e
si
ze
,

ge
ne
ra
liz
ab
ili
ty

Support Care Cancer (2019) 27:1613–1637 1621



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

Sh
el
to
n
et

al
.

(2
01
3)

[2
5]

E
xa
m
in
e
ps
yc
ho
so
ci
al
fa
ct
or
s

(e
.g
.,
at
tit
ud
es
,s
oc
ia
l

su
pp
or
t)
,p
ro
vi
de
r-
re
la
te
d

fa
ct
or
s
(e
.g
.,

co
m
m
un
ic
at
io
n,
tr
us
t)
,a
nd

tr
ea
tm

en
tc
on
si
de
ra
tio
ns

in
a
pr
os
pe
ct
iv
e
st
ud
y
of

a
sa
m
pl
e
of

ea
rl
y-
st
ag
e
br
ea
st

ca
nc
er

pa
tie
nt
s
el
ig
ib
le
fo
r

ch
em

ot
he
ra
py

an
d/
or

ho
rm

on
al
th
er
ap
y
(B
Q
U
A
L

co
ho
rt
)

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

an
d

m
ed
ic
al
re
co
rd

re
vi
ew

us
in
g
da
ta
fr
om

a
la
rg
er

co
ho
rt
st
ud
y
ev
al
ua
tin
g

in
fl
ue
nc
es

on
tr
ea
tm

en
t

no
n-
ad
he
re
nc
e

11
45

A
ll
w
om

en
,4
7%

ag
ed

50
–6
4
ye
ar
s,
69
%

C
au
ca
si
an
,3
0%

w
ith

ho
us
eh
ol
d
in
co
m
e
ov
er

$9
0,
00
0,
49
%

w
ith

at
le
as
ts
om

e
co
lle
ge

ed
uc
at
io
n,
53
%

m
ar
ri
ed
,3
2%

re
tir
ed
,

31
%

fu
ll-
tim

e
em

pl
oy
m
en
t,
70
%

em
pl
oy
er
-s
po
ns
or
ed

in
su
ra
nc
e

O
ld
er

pa
tie
nt

ag
e
re
du
ce
d

co
m
m
un
ic
at
io
n
qu
al
ity

an
d
fa
m
ily

su
pp
or
t,
an
d

hi
gh
er

fa
ta
lis
m
,

co
m
m
un
ic
at
io
n
qu
al
ity
,

an
d
pr
ov
id
er

in
vo
lv
em

en
tw

er
e

re
du
ce
d
in

bl
ac
k

pa
tie
nt
s
w
hi
le
m
is
tr
us
t

w
as

hi
gh
er

Se
co
nd
ar
y
pe
rs
on

to
he
lp

m
ak
e

de
ci
si
on
/b
e

pr
es
en
td

ur
in
g

co
ns
ul
ta
tio
n,

sh
ar
ed

or
pa
tie
nt
-c
en
te
re
d

de
ci
si
on
--

m
ak
in
g,
po
si
tiv
e

be
lie
fs
ab
ou
t

tr
ea
tm

en
t(
e.
g.
,

be
lie
f
in

re
du
ci
ng

ri
sk

of
re
cu
rr
en
ce
)

M
aj
or
ity

of
pa
rt
ic
ip
an
ts

(7
6%

)
re
po
rt
ed

th
at

so
m
eo
ne

w
as

w
ith

th
em

w
he
n
th
e
do
ct
or

ta
lk
ed

to
th
em

ab
ou
t

ch
oo
si
ng

th
ei
r

tr
ea
tm

en
t.
38
%

of
w
om

en
w
an
te
d
eq
ua
l

de
ci
si
on
-m

ak
in
g
po
w
er

w
ith

a
do
ct
or

w
hi
le

33
%

w
an
te
d
to

m
ak
e

de
ci
si
on
s
on

th
ei
r
ow

n
bu
tc
on
si
de
r
th
e
do
ct
or

op
in
io
n.
P
ro
vi
de
r

co
m
m
un
ic
at
io
n
w
as

lo
w
er

am
on
g
bl
ac
k

pa
tie
nt
s
co
m
pa
re
d
to

w
hi
te
s
(p
<
0.
00
01
).

Pr
ov
id
er

co
m
m
un
ic
at
io
n
w
as

al
so

lo
w
er

am
on
g

pa
tie
nt
s
65

an
d
ol
de
r,

pa
rt
ic
ul
ar
ly

co
m
m
un
ic
at
io
n
re
la
te
d

to
ch
em

ot
he
ra
py

tr
ea
tm

en
t

Sm
al
ls
am

pl
e
si
ze
,l
im

ite
d

in
cl
us
io
n
of

ra
ci
al
an
d

et
hn
ic
m
in
or
iti
es
,

ge
ne
ra
liz
ab
ili
ty

So
ng

et
al
.

(2
01
3)

[2
6]

E
xa
m
in
e
ho
w
pa
tie
nt
s’

so
ci
od
em

og
ra
ph
ic
,

ca
nc
er
-r
el
at
ed
,a
nd

su
bj
ec
tiv
e
af
fe
ct
iv
e
fa
ct
or
s

im
pa
ct
ed

th
ei
r
ro
le
in

tr
ea
tm

en
td

ec
is
io
n-
m
ak
in
g

Pr
os
pe
ct
iv
e
fo
llo
w
-u
p
fr
om

a
la
rg
er

co
ho
rt
st
ud
y

(H
C
aP
-N

C
)
ex
pl
or
in
g

ra
ci
al
di
ff
er
en
ce
s
in

pr
os
ta
te
ca
nc
er

ag
gr
es
si
ve
ne
ss

78
8

A
ll
m
en
,6
3%

<
65

ye
ar
s,

79
%

m
ar
ri
ed
,4
3%

w
hi
te
,5
7%

at
le
as
t

so
m
e
co
lle
ge

ed
uc
at
io
n,
63
%

st
ag
e
I,

54
%

lo
w
di
se
as
e

ag
gr
es
si
ve
ne
ss

N
ot

ha
vi
ng

en
ou
gh

tim
e

fo
r
de
ci
si
on
-m

ak
in
g,

hi
gh
er

ca
nc
er

ag
gr
es
si
ve
ne
ss

R
ec
ei
vi
ng

ad
vi
ce

fr
om

ot
he
rs
,

co
nc
er
ns

ab
ou
t

ph
ys
ic
al
im

pa
ct

of
tr
ea
tm

en
t

A
pp
ro
xi
m
at
el
y
41
%

of
pa
tie
nt
s
re
po
rt
ed

pa
tie
nt
-o
nl
y

de
ci
si
on
-m

ak
in
g,
45
%

re
po
rt
ed

sh
ar
ed

de
ci
si
on
-m

ak
in
g,
an
d

13
%

re
po
rt
ed

ph
ys
ic
ia
n-
on
ly

de
ci
si
on
-m

ak
in
g.
A
ge
,

ca
nc
er

ag
gr
es
si
ve
ne
ss
,

co
nc
er
ns

ab
ou
tt
he

ph
ys
ic
al
im

pa
ct
of

tr
ea
tm

en
t,
ha
vi
ng

en
ou
gh

tim
e
fo
r

de
ci
si
on
-m

ak
in
g,
an
d

re
ce
iv
in
g
ad
vi
ce

fr
om

ot
he
rs
w
er
e
fo
un
d
to
be

si
gn
if
ic
an
tly

as
so
ci
at
ed

w
ith

tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g

D
at
a
ob
ta
in
ed

3
ye
ar
s
af
te
r

pa
tie
nt
s
co
m
pl
et
ed

tr
ea
tm

en
t(
su
bj
ec
tt
o

re
ca
ll
bi
as
)

A
le
xa
nd
er

et
al
.(
20
12
)

D
es
cr
ib
e
an
d
qu
an
tif
y
th
e

co
nt
en
to

f
th
e
su
bs
pe
ci
al
ty

co
ns
ul
ta
tio

n
in

re
ga
rd

to

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

re
co
rd
ed

co
ns
ul
ta
tio
ns

us
in
g
co
nt
en
ta
na
ly
si
s

23
6
(p
at
ie
nt
s)
an
d
40

(h
em

at
ol
og
is
ts
)

Pa
tie
nt
s:
53
%

m
en
,

m
ed
ia
n
ag
e
55

ye
ar
s,

89
%

w
hi
te
,7
8%

H
ed
gi
ng
,a
m
bi
gu
ou
s

pr
og
no
st
ic

co
nv
er
sa
tio
ns

U
nm

ar
ri
ed

or
lo
w
er

ed
uc
at
io
n

pa
tie
nt
s,
lo
ng
er

D
is
cu
ss
io
ns

ab
ou
tt
he

pu
rp
os
e
of

th
e
vi
si
ta
nd

pa
tie
nt
’s
kn
ow

le
dg
e

G
en
er
al
iz
ab
ili
ty
;

no
n-
ve
rb
al
be
ha
vi
or
s

th
at
m
ig
ht
in
fl
ue
nc
e
th
e

1622 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

[2
7]

ex
ch
an
gi
ng

in
fo
rm

at
io
n
an
d

id
en
tif
y
pa
tie
nt

an
d

pr
ov
id
er

ch
ar
ac
te
ri
st
ic
s

as
so
ci
at
ed

w
ith

di
sc
us
si
on

el
em

en
ts

m
ar
ri
ed
/li
vi
ng

w
ith

a
pa
rt
ne
r

Ph
ys
ic
ia
ns
:8

5%
m
en
,

m
ed
ia
n
ag
e
47

ye
ar
s,

m
ed
ia
n
8
ne
w
pa
tie
nt
s

co
ns
ul
ta
tio

ns
/m

on
th

co
ns
ul
ta
tio
n

tim
e,
m
or
e

qu
es
tio
ns

fr
om

pa
tie
nt
/s
up
po
rt

pe
rs
on

ab
ou
tt
he
ir
di
se
as
e

w
er
e
co
m
m
on
.O

th
er

el
em

en
ts
su
ch

as
pa
tie
nt
’s
pr
ef
er
en
ce

fo
r

hi
s/
he
r
ro
le
in

de
ci
si
on
-m

ak
in
g,

pr
ef
er
en
ce
s
fo
r

in
fo
rm

at
io
n,
or

un
de
rs
ta
nd
in
g
of

pr
es
en
te
d
in
fo
rm

at
io
n

w
er
e
le
ss

co
m
m
on
.

T
re
at
m
en
t

re
co
m
m
en
da
tio
ns

w
er
e

pr
ov
id
ed

in
97
%

of
th
e

co
ns
ul
ta
tio
ns

an
d

un
am

bi
gu
ou
s

pr
es
en
ta
tio
ns

of
pr
og
no
si
s
oc
cu
rr
ed

in
81
%

of
th
e

co
ns
ul
ta
tio
ns
.T

he
m
ed
ia
n
du
ra
tio
n
of

co
ns
ul
ta
tio
ns

w
as

80
m
in

in
te
ra
ct
io
n
w
er
e
no
t

ca
pt
ur
ed
;p

hy
si
ci
an

aw
ar
en
es
s
of

au
di
o

re
co
rd
in
g

Pi
et
er
s
et

al
.

(2
01
2)

[2
8]

U
nd
er
st
an
d
ho
w
w
om

en
ag
ed

70
ye
ar
s
an
d
ol
de
r
w
ho

ha
d

re
ce
nt
ly

un
de
rg
on
e

tr
ea
tm

en
tf
or

ea
rl
y-
st
ag
e

br
ea
st
ca
nc
er

ex
pe
ri
en
ce
d

tr
ea
tm

en
td

ec
is
io
n-
m
ak
in
g

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g

gr
ou
nd
ed

th
eo
ry

18
A
ll
w
om

en
,3
4%

m
ar
ri
ed
,

50
%

hi
gh

sc
ho
ol

gr
ad
ua
te
,r
an
ge

3–
30

m
on
th
s
si
nc
e

di
ag
no
si
s

N
ot

kn
ow

in
g
w
ha
tt
o
as
k,

ne
ga
tiv
e
cl
in
ic
ia
n

di
sp
os
iti
on
s,
ag
ei
sm

,
po
w
er

ba
la
nc
e

M
ut
ua
lit
y
of

ca
ri
ng
,

so
ci
al
su
pp
or
t,

as
ki
ng

qu
es
tio
ns
,

pl
ur
al
ity

of
in
fo
rm

at
io
n,

re
ce
iv
in
g

sa
tis
fa
ct
or
y

an
sw

er
s,
m
ak
in
g

ow
n
de
ci
si
on
s

A
m
aj
or

fi
nd
in
g
w
as

th
at

th
e
po
w
er

of
re
la
tin

g
sp
on
ta
ne
ou
sl
y
w
as

us
ed

as
a
ve
hi
cl
e
to

co
nn
ec
tw

ith
ot
he
rs
.

In
st
ru
m
en
ta
lr
el
at
in
g

(m
ut
ua
lc
ar
in
g)

de
pi
ct
ed

th
at
th
e

w
om

en
pa
rt
ic
ip
at
ed

in
3
w
ay
s
of

re
la
tin
g
to

sh
ar
e
in

tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g:

ob
ta
in
in
g
in
fo
rm

at
io
n,

in
te
rp
re
tin
g
he
al
th
ca
re

pr
ov
id
er
s,
an
d

de
te
rm

in
in
g
th
e

tr
us
tw
or
th
in
es
s
of

th
ei
r

pr
ov
id
er
s

Sa
m
pl
in
g
te
ch
ni
qu
e
an
d

ac
tiv
e
en
ga
ge
m
en
tm

ay
ha
ve

in
fl
ue
nc
ed

w
om

en
’s
pe
rc
ep
tio
n
of

cl
in
ic
al

de
ci
si
on
-m

ak
in
g,

re
su
lts

ba
se
d
on

se
lf
-r
ep
or
te
d
m
ea
su
re
s

w
hi
ch

m
ay

no
t

co
rr
el
at
e
w
ith

ac
tu
al

be
ha
vi
or

Si
da
na

et
al
.

(2
01
2)

[2
9]

Pr
ov
id
e
an

in
si
gh
ti
nt
o

in
fo
rm

at
io
n
so
ur
ce
s

co
ns
ul
te
d
an
d
fa
ct
or
s

di
ct
at
in
g
tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g
in

yo
un
g

pr
os
ta
te
ca
nc
er

pa
tie
nt
s

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

48
8

A
ll
m
en
,m

ea
n
ag
e

45
.7

ye
ar
s,
88
%

w
hi
te
,

85
%

m
ar
ri
ed
,9
5%

em
pl
oy
ed

C
on
ce
rn

fo
r
si
de

ef
fe
ct
s,

un
m
ar
ri
ed

pa
tie
nt
s,

ch
oi
ce

of
ra
di
at
io
n

D
oc
to
r’
s

re
co
m
m
en
da
tio
n

(m
os
ti
nf
lu
en
tia
l

fa
ct
or
),

sh
ar
ed
/p
at
ie
nt
--

ce
nt
er
ed

de
ci
si
on
--

m
ak
in
g,
so
ci
al

M
os
tc
om

m
on

th
er
ap
y

w
as

su
rg
er
y
(8
1.
4%

).
Pa
rt
ic
ip
an
ts
w
ith

at
le
as
ts
om

e
co
lle
ge

ed
uc
at
io
n
or

an
nu
al

in
co
m
e
>
$1
00
,0
00

w
er
e
m
or
e
lik
el
y
to

co
ns
ul
t3

or
m
or
e

L
ac
k
of

de
ta
ile
d

in
fo
rm

at
io
n
on

th
e

no
n-
re
sp
on
de
rs
,r
ec
al
l

bi
as

Support Care Cancer (2019) 27:1613–1637 1623



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

su
pp
or
t,
hi
gh

ed
uc
at
io
n/
-

in
co
m
e

do
ct
or
s.
D
oc
to
r’
s

re
co
m
m
en
da
tio
n
w
as

th
e
m
os
ti
nf
lu
en
tia
l

in
fo
rm

at
io
n
so
ur
ce

fo
llo
w
ed

by
th
e

In
te
rn
et
.I
nf
or
m
ed

de
ci
si
on
-m

ak
in
g
w
as

ch
os
en

by
pa
tie
nt
s

pr
ef
er
ri
ng

ra
di
at
io
n
an
d

ac
tiv
e
su
rv
ei
lla
nc
e,

w
he
re
as

sh
ar
ed

de
ci
si
on
-m

ak
in
g
w
as

pr
ef
er
re
d
by

su
rg
er
y

co
ho
rt
.8
9%

di
d
no
t

re
gr
et
th
ei
r
tr
ea
tm

en
t

de
ci
si
on

N
el
so
n
et

al
.

(2
01
1)

[3
0]

E
va
lu
at
e
th
e
ex
te
nt

of
co
m
m
un
ic
at
io
n
of

pa
tie
nt
s

w
ho

ha
d
be
en

di
ag
no
se
d

w
ith
in

th
e
pr
ev
io
us

ye
ar

w
ith

al
ls
ta
ge
s
of

lu
ng

ca
nc
er
th
ey

ha
d
w
ith

th
ei
r

ph
ys
ic
ia
ns

on
to
pi
cs

re
la
te
d

to
go
al
s
an
d
pr
ef
er
en
ce
s
fo
r

tr
ea
tm

en
ta
nd

to
pa
tie
nt
s’

ph
ys
ic
al
,e
m
ot
io
na
l,

pr
ac
tic
al
,a
nd

sp
ir
itu

al
ne
ed
s

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

76
44
%

m
en
,m

ea
n
ag
e

65
.3

ye
ar
s,
55
%

w
hi
te
,

21
%

A
fr
ic
an
-A

m
er
ic
an
,

19
%

H
is
pa
ni
c,
47
%

st
ag
e
1,
8%

st
ag
e
2,

22
%

st
ag
e
3,
22
%

st
ag
e

4,
m
ed
ia
n
tim

e
fr
om

di
ag
no
si
s
3.
3
m
on
th
s

In
ad
eq
ua
te
ph
ys
ic
ia
n

co
m
m
un
ic
at
io
n

(>
30
%
)
on

sp
ir
itu
al

co
nc
er
ns
,p
ra
ct
ic
al

ne
ed
s,
lif
e
su
pp
or
t

pr
ef
er
en
ce
s,
liv

in
g
w
ill
,

he
al
th
ca
re
pr
ox
y
an
d

ho
sp
ic
e

A
de
qu
at
e
ph
ys
ic
ia
n

co
m
m
un
ic
at
io
n

on
ph
ys
ic
al

sy
m
pt
om

s,
em

ot
io
na
l

sy
m
pt
om

s,
ch
an
ge
s
of

cu
re
,

tr
ea
tm

en
t

co
m
pl
ic
at
io
ns
,

tr
ea
tm

en
tg

oa
ls

20
%

of
re
sp
on
de
nt
s

re
po
rt
ed

th
at
th
ei
r

ph
ys
ic
ia
ns

co
m
m
un
ic
at
ed

“n
ot

at
al
l”
or

“a
lit
tle

bi
t”
on

al
l1
1
to
pi
cs
.R

at
es

of
in
ad
eq
ua
te

co
m
m
un
ic
at
io
n
w
er
e

eq
ua
lly

hi
gh

fo
r

pa
tie
nt
s
w
ith

la
te
-s
ta
ge

di
se
as
e
an
d
ea
rl
y-
st
ag
e

di
se
as
e.
M
ul
tip
le

lo
gi
st
ic
re
gr
es
si
on

an
al
ys
is
in
di
ca
te
d
th
at

th
es
e
ra
te
s
w
er
e
al
so

si
m
ila
r
am

on
g
pa
tie
nt
s

of
di
ff
er
en
ta
ge
s,
se
x,

in
co
m
e,
an
d
pa
th
ol
og
ic

st
ag
e.
C
om

pa
re
d
w
ith

w
hi
te
s,
bl
ac
ks

re
po
rt
ed

si
m
ila
rl
y
hi
gh

ra
te
s

(O
R
=
0.
66
;9

5%
C
I
=
0.
32
–1
.4
);

ho
w
ev
er
,H

is
pa
ni
cs

w
er
e
le
ss

lik
el
y

(O
R
=
0.
31
;9

5%
C
I
=
0.
15
–0
.6
5)

to
re
po
rt
in
ad
eq
ua
te

co
m
m
un
ic
at
io
n
w
ith

th
ei
r
he
al
th
ca
re

pr
ov
id
er
s

N
on
-r
es
po
ns
e
bi
as
,

fo
cu
se
d
on

co
m
m
un
ic
at
io
n
w
ith

lu
ng

ca
nc
er

ph
ys
ic
ia
ns

an
d
di
d
no
ta
sk

pa
tie
nt
s

w
he
th
er

th
ey

ha
d

di
sc
us
se
d
th
es
e
to
pi
cs

w
ith

a
pa
lli
at
iv
e
ca
re

cl
in
ic
ia
n
or

w
ith

an
ot
he
r
pr
of
es
si
on
al

ca
re
gi
ve
r ,
su
ch

as
a

nu
rs
e
or

a
ch
ap
la
in

X
u
et

al
.

(2
01
1)

[3
1]

G
ai
n
pe
rs
pe
ct
iv
e
on

m
en
’s

th
ou
gh
ts
an
d
pe
rc
ep
tio
ns

21
A
ll
m
en
,a
ge

ra
ng
e

48
–7
0
ye
ar
s,
38
%

E
m
ot
io
na
lc
on
te
xt

of
fe
ar
/u
nc
er
ta
in
ty
,

V
al
ui
ng

qu
al
ity

of
lif
e
an
d
cu
re
,

M
en

w
ith

lo
ca
liz
ed

pr
os
ta
te
ca
nc
er

E
xp
lo
ra
to
ry
,s
m
al
ls
am

pl
e

si
ze
,l
ac
k
of

w
at
ch
fu
l

1624 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

re
ga
rd
in
g
ch
oo
si
ng

th
ei
r

pr
os
ta
te
ca
nc
er

tr
ea
tm

en
t

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g

co
nc
ep
tu
al
m
od
el

m
ar
ri
ed
,3
8%

co
lle
ge

gr
ad
ua
te
s,
81
%

pr
iv
at
e

in
su
ra
nc
e

fr
us
tr
at
io
n
w
ith

la
ck

of
si
ng
le
re
co
m
m
en
da
tio
n

ov
er

ot
he
r
op
tio

ns
,

co
nf
lic
tin
g

re
co
m
m
en
da
tio
ns
,

ph
ys
ic
ia
n
di
st
ru
st

se
lf
-r
el
ia
nc
e,

hi
gh
er

ed
uc
at
io
na
l

le
ve
l,

pr
of
es
si
on
al
is
m

of
ph
ys
ic
ia
n,

ag
re
em

en
t

am
on
g

ph
ys
ic
ia
ns
,

so
ci
al
su
pp
or
t

re
po
rt
ed

m
ak
in
g
“t
he

be
st
ch
oi
ce

fo
r
m
e”

by
co
ns
id
er
in
g
m
ed
ic
al

in
fo
rm

at
io
n
ga
in
ed

fr
om

al
ls
ou
rc
es

an
d

pe
rs
on
al
fa
ct
or
s
w
hi
le

pe
rs
on
al
ly

fr
am

in
g
th
e

m
ea
ni
ng

of
th
e

di
ag
no
si
s
an
d

tr
ea
tm

en
t.
C
an
ce
r

er
ad
ic
at
io
n
w
as

ne
ar
ly

ev
er
y
pa
tie
nt
’s
in
iti
al

go
al
,a
nd

fo
r
m
an
y

m
en
,i
tr
em

ai
ne
d
th
e

pr
im

ar
y
fa
ct
or

in
th
ei
r

de
ci
si
on
,b
ut

fo
r
so
m
e,

qu
al
ity
-o
f-
lif
e
is
su
es

w
er
e
al
m
os
te
qu
al
ly

im
po
rt
an
t.
A
di
re
ct

re
co
m
m
en
da
tio
n
fr
om

a
ph
ys
ic
ia
n
in
fl
ue
nc
ed

m
en
’s
de
ci
si
on
s.

H
ow

ev
er
,w

he
n

ph
ys
ic
ia
ns

di
d
no
t

di
re
ct
ly

re
co
m
m
en
d
a

tr
ea
tm

en
t,
th
ei
r

de
sc
ri
pt
io
n
of

ef
fi
ca
cy

an
d
si
de

ef
fe
ct
s
of

th
e

di
ff
er
en
to

pt
io
ns

w
as

in
fl
ue
nt
ia
l.
A
ne
cd
ot
al

ex
pe
ri
en
ce
s
of

fa
m
ily

an
d
fr
ie
nd
s
w
er
e
al
so

im
po
rt
an
t,
es
pe
ci
al
ly

in
de
ci
di
ng

“w
ha
tn

ot
to

do
”

w
ai
tin
g
pa
rt
ic
ip
an
ts
,

ge
ne
ra
liz
ab
ili
ty

Po
lit
ie
t
al
.

(2
01
1)

[3
2]

E
xa
m
in
e
ph
ys
ic
ia
ns
’

co
m
m
un
ic
at
io
n
of

un
ce
rt
ai
nt
y
an
d
its

im
pa
ct

on
pa
tie
nt
s’
de
ci
si
on
s
an
d

de
ci
si
on

sa
tis
fa
ct
io
n

L
on
gi
tu
di
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

an
d

m
ed
ic
al
re
co
rd

re
vi
ew

an
d
ap
po
in
tm

en
t

ob
se
rv
at
io
n

75
(a
ll)
,4
6
(w

ith
ca
nc
er
)

O
ve
ra
ll:

al
lw

om
en
,m

ea
n

ag
e
51

ye
ar
s,
76
%

w
hi
te
,5
6%

w
ith
ou
t

co
lle
ge

de
gr
ee
,5
5%

sa
tis
fi
ed

w
ith

de
ci
si
on
,

15
%

ch
oi
ce

no
ti
n
lin
e

w
ith

ph
ys
ic
ia
n

re
co
m
m
en
da
tio
n

M
or
e
ed
uc
at
io
n
w
ith

gr
ea
te
r
ph
ys
ic
ia
n

co
m
m
un
ic
at
io
n
of

un
ce
rt
ai
nt
y

G
re
at
er

in
vo
lv
em

en
ti
n

de
ci
si
on
s

T
he

m
ea
n
tr
an
sl
at
ed

sc
or
e

of
th
e
O
P
T
IO

N
sc
al
e

w
as

68
.0
(S
D
=
18
.3
),

bu
to

nl
y
33
.2

(S
D
=
19
.1
)
fo
r
th
e

un
ce
rt
ai
nt
y
ite
m
s.

A
m
on
g
ca
nc
er
pa
tie
nt
s,

co
m
m
un
ic
at
in
g

un
ce
rt
ai
nt
y
w
as

ne
ga
tiv
el
y
re
la
te
d
to

de
ci
si
on

sa
tis
fa
ct
io
n

(p
<
0.
00
2)
,a
nd

th
er
e

w
as

an
in
te
ra
ct
io
n

be
tw
ee
n
pa
tie
nt

in
vo
lv
em

en
ti
n

N
o
au
di
o
of

co
nv
er
sa
tio
ns
,

ex
tr
a
pe
rs
on

in
th
e

ro
om

m
ay

ha
ve

ad
de
d

bi
as
,o
nl
y
on
e
ite
m

in
su
rv
ey

ab
ou
t

sa
tis
fa
ct
io
n,
su
bj
ec
tiv
e

sc
al
e
of

nu
m
er
ac
y,

m
ix
ed

re
su
lts

of
ca
nc
er

an
d
ca
nc
er

pr
ev
en
tio
n

Support Care Cancer (2019) 27:1613–1637 1625



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

de
ci
si
on
s
an
d

co
m
m
un
ic
at
in
g

un
ce
rt
ai
nt
y
in

re
la
tio
n

to
pa
tie
nt
s’
de
ci
si
on

sa
tis
fa
ct
io
n
(p
<
0.
03
)

Sh
ep
pa
rd

et
al
.

(2
01
0)

[3
3]

(1
)
U
se

qu
al
ita
tiv
e
m
et
ho
ds

to
de
sc
ri
be

fa
ct
or
s
th
at

in
fl
ue
nc
e
bl
ac
k
w
om

en
’s

ad
ju
va
nt

th
er
ap
y
de
ci
si
on
s,

(2
)
us
e
th
es
e
fo
rm

at
iv
e
da
ta

to
de
ve
lo
p
m
es
sa
ge
s
fo
r
a

tr
ea
tm

en
td

ec
is
io
n-
su
pp
or
t

in
te
rv
en
tio
n,
an
d
(3
)
pi
lo
t

te
st
th
e
ac
ce
pt
ab
ili
ty

an
d

ut
ili
ty

of
th
e
in
te
rv
en
tio
n

w
ith

co
m
m
un
ity

m
em

be
rs

an
d
ne
w
ly

di
ag
no
se
d

w
om

en

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

in
te
rv
ie
w
s
us
in
g
cu
ltu

ra
l

fr
am

ew
or
k

14
(p
at
ie
nt
s)
,1
0

(s
ur
vi
vo
rs
),
10

(p
ro
vi
de
rs
)

O
ve
ra
ll:

al
lw

om
en
,8
1%

w
ith

at
le
as
th

ig
h

sc
ho
ol

ed
uc
at
io
n,
50
%

un
m
ar
ri
ed
/u
np
ar
tn
er
ed
,

3%
st
ag
e
0,
25
%

st
ag
e

1,
34
%

st
ag
e
2,
9%

st
ag
e
3,
3%

st
ag
e
4

C
om

m
un
ic
at
io
n
w
ith

pr
ov
id
er
,f
ea
r
of

si
de

ef
fe
ct
s,
be
lie
fs
th
at

th
er
ap
ie
s
w
er
e

ex
pe
ri
m
en
ta
l,
co
nc
er
ns

ab
ou
tb

ei
ng

un
ab
le
to

ca
re

fo
r
fa
m
ily

m
em

be
rs
,f
ee
lin
gs

of
m
is
tr
ea
tm

en
tb

y
m
ed
ic
al
co
m
m
un
ity
,

fa
ta
lis
m

In
fo
rm

at
io
n

pr
ov
is
io
n,

pa
tie
nt

em
po
w
er
m
en
t,

ho
pe
,

de
te
rm

in
at
io
n,

fa
ith

in
G
od

an
d

ac
ce
pt
an
ce

of
di
ag
no
si
s,

ad
he
re
nc
e,
nu
rs
e

in
vo
lv
em

en
t,

ad
dr
es
si
ng

th
e

em
ot
io
na
l

as
pe
ct
s,
so
ci
al

su
pp
or
t

M
os
tw

om
en

re
lie
d
on

th
ei
r
pr
ov
id
er
s
fo
r

tr
ea
tm

en
t

re
co
m
m
en
da
tio
ns
.

Se
ve
ra
lw

om
en

re
po
rt
ed

pr
ob
le
m
s

co
m
m
un
ic
at
in
g
w
ith

pr
ov
id
er
s
an
d
fe
lt

un
pr
ep
ar
ed

to
as
k

qu
es
tio
ns

an
d
di
sc
us
s

ad
ju
va
nt

tr
ea
tm

en
t

op
tio
ns
.U

si
ng

qu
al
ita
tiv
e
da
ta
,a
n

in
te
rv
en
tio

n
an
d

gu
id
eb
oo
k
to

in
te
ra
ct

w
ith

pa
tie
nt
s
w
as

de
ve
lo
pe
d
an
d
as
se
ss
ed

by
pa
tie
nt
s,
su
rv
iv
or
s,

an
d
ph
ys
ic
ia
ns
,t
o
be

te
st
ed

in
R
C
T

Sm
al
lc
on
ve
ni
en
ce

sa
m
pl
e,
se
lf
-r
ep
or
ts
of

co
m
m
un
ic
at
io
n

ef
fi
ca
cy

O
ro
m

et
al
.

(2
01
6)

[3
4]

D
et
er
m
in
e
if
ac
tiv
e
pa
tie
nt

pa
rt
ic
ip
at
io
n
in

tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g
an
d

pa
tie
nt

kn
ow

le
dg
e
ha
d
an

ef
fe
ct
on

tr
ea
tm

en
t

de
ci
si
on
-m

ak
in
g
su
cc
es
s

an
d
qu
al
ity

of
lif
e

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

us
in
g
da
ta

fr
om

a
m
ul
ti-
si
te

lo
ng
itu
di
na
l

ob
se
rv
at
io
na
ls
tu
dy

15
29

(w
ith

de
ci
si
on

ex
pe
ri
en
ce

da
ta
),
13
42

(w
ith

6-
m
on
th

fo
llo
w
-u
p
da
ta
)

A
ll
m
en
,m

ea
n
ag
e
at

di
ag
no
si
s
63
.1

ye
ar
s,

82
%

no
n-
H
is
pa
ni
c

w
hi
te
,3
0.
7%

w
ith

gr
ad
ua
te
de
gr
ee
,8
4%

m
ar
ri
ed
/c
oh
ab
ita
tin
g,

53
%

>
$1
00
,0
00

an
nu
al
in
co
m
e,
51
%

fu
ll-
tim

e
em

pl
oy
ed

L
es
s
de
ci
si
on
al

co
nf
li c
t,
m
or
e

ac
tiv
e
ro
le
in

de
ci
si
on
--

m
ak
in
g,
hi
gh
er

ba
se
lin
e

kn
ow

le
dg
e

A
m
on
g
th
os
e
w
ith

6-
m
on
th
fo
llo
w
-u
p
da
ta

an
d
co
nf
ir
m
ed

tr
ea
tm

en
t-
ty
pe

da
ta
,

22
.3
%

(n
=
29
4)

re
ce
iv
ed

ac
tiv
e

su
rv
ei
lla
nc
e,
26
.8
%

(n
=
35
3)

re
ce
iv
ed

ra
di
at
io
n,
an
d
51
.0
%

(n
=
67
2)

re
ce
iv
ed

su
rg
er
y.
F
or

m
en

de
ci
di
ng

ho
w
to

tr
ea
t

th
ei
r
pr
os
ta
te
ca
nc
er
,

th
e
m
or
e
de
ci
si
on
al

co
nt
ro
lt
he
y
ha
d,
th
e

le
ss

de
ci
si
on
al
co
nf
lic
t

th
ey

ex
pe
ri
en
ce
d,
an
d

th
e
m
or
e
sa
tis
fi
ed

th
ey

w
er
e
w
ith

th
e

de
ci
si
on
-m

ak
in
g

pr
oc
es
s

C
an
no
ti
nf
er

ca
us
al
ity
,

di
ff
er
en
ce

be
tw
ee
n

ac
tu
al
an
d
se
lf
-r
ep
or
te
d

kn
ow

le
dg
e,
di
ff
er
en
ce

be
tw
ee
n
di
ff
ic
ul
ty

in
m
ak
in
g
de
ci
si
on
s
an
d

se
lf
-r
ep
or
t

Sc
hu
ba
rt
et

al
.

(2
01
5)

[3
5]

Id
en
tif
y
ke
y
is
su
es

fa
ce
d
by

A
fr
ic
an
-A

m
er
ic
an

w
om

en
14

A
ll
w
om

en
,m

ed
ia
n
ag
e

61
.5

ye
ar
s,
57
%

hi
gh

Fe
ar

w
ith

di
ag
no
si
s/
tr
ea
tm

en
t,

St
ro
ng

in
fo
rm

al
su
pp
or
t,

3
m
aj
or

th
em

es
id
en
tif
ie
d:

fe
ar

ac
ro
ss

th
e
br
ea
st

Sa
m
pl
e
si
ze
,

ge
ne
ra
liz
ab
ili
ty
,r
ec
al
l

1626 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

di
ag
no
se
d
w
ith

br
ea
st

ca
nc
er
re
ga
rd
in
g
tr
ea
tm

en
t

de
ci
si
on
s

Q
ua
lit
at
iv
e
da
ta
an
al
ys
is
of

fo
cu
s
gr
ou
ps

us
in
g

th
em

at
ic
an
al
ys
is

sc
ho
ol

ed
uc
at
io
n
or

le
ss
,1
00
%

in
su
re
d

un
su
re

ho
w
to

te
ll

lo
ve
d
on
es
,l
im

ite
d

re
ca
ll
of

in
fo
rm

at
io
n

du
e
to

sh
oc
k
of

di
ag
no
si
s,
us
ef
ul
ne
ss
of

in
fo
rm

at
io
n
pr
ov
id
ed
,

un
an
sw

er
ed

co
nc
er
ns

w
ith

ag
in
g

sp
ir
itu

al
ity
/-

pr
ay
er
,

fa
m
ily
/f
ri
en
ds

to
pr
ov
id
e

in
fo
rm

at
io
n

ca
nc
er

di
se
as
e

tr
aj
ec
to
ry
,p
re
fe
re
nc
e

fo
r
vi
su
al
in
fo
rm

at
io
n

fo
r
un
de
rs
ta
nd
in
g

di
ag
no
si
s
an
d
su
rg
ic
al

tr
ea
tm

en
t,
an
d
re
lia
nc
e

on
fa
m
ily

an
d
fr
ie
nd
s

fo
r
su
pp
or
t

bi
as
,l
im

ite
d

de
m
og
ra
ph
ic

in
fo
rm

at
io
n

W
al
sh

et
al
.

(2
01
0)

[3
6]

(1
)
D
et
er
m
in
e
th
e
to
ta
ln
um

be
r

of
in
fo
rm

at
io
n
so
ur
ce
s

ob
ta
in
ed

an
d
us
ed

to
in
fl
ue
nc
e
tr
ea
tm

en
t

de
ci
si
on
s,
an
d
(2
)d

et
er
m
in
e

th
e
cl
in
ic
al
an
d

de
m
og
ra
ph
ic
fa
ct
or
s

as
so
ci
at
ed

w
ith

th
e
us
e
of

sp
ec
if
ic
so
ur
ce
s
of

in
fo
rm

at
io
n
in

ca
nc
er

pa
tie
nt
s

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

us
in
g
da
ta

fr
om

a
la
rg
er

st
ud
y
on

ca
nc
er
pa
tie
nt
sa
tis
fa
ct
io
n

(A
C
C
E
SS

st
ud
y)

17
84

(n
=
59
2
br
ea
st
,

n
=
50
3
co
lo
re
ct
al
,

n
=
14
9
lu
ng
,n

=
53
9

pr
os
ta
te
)

45
.7
%

(c
ol
or
ec
ta
l)
an
d

52
.3
%

(l
un
g)

w
om

en
,

m
os
tc
om

m
on

ag
e

<
55

ye
ar
s
(b
re
as
t,

39
.8
%
),
65
–7
5
ye
ar
s

(c
ol
or
ec
ta
l,
37
.4
%
;

lu
ng
,4
1.
6%

;p
ro
st
at
e,

44
.5
%
),
34
.1
–4
5.
1%

w
ith

hi
gh

sc
ho
ol

ed
uc
at
io
n

C
ol
or
ec
ta
la
nd

lu
ng

ca
nc
er

pa
tie
nt
s
ut
ili
ze
d
le
ss

so
ur
ce
s
of

in
fo
rm

at
io
n,

la
ck

of
st
af
f
di
sc
us
si
on

ab
ou
to

th
er

tr
ea
tm

en
ts

lik
e
al
te
rn
at
iv
e

m
ed
ic
in
e

B
re
as
ta
nd

pr
os
ta
te

ca
nc
er

pa
tie
nt
s,

yo
un
ge
r
ag
e,

hi
gh
er

in
co
m
e/
-

ed
uc
at
io
n,
th
os
e

w
ho

us
ed

C
A
M
,

th
os
e
w
ith

ve
ry

go
od

or
ex
ce
lle
nt

se
lf
-r
ep
or
te
d

he
al
th

st
at
us
,

an
d
th
os
e

re
po
rt
in
g
SD

M
ut
ili
ze
d
m
or
e

so
ur
ce
s
of

in
fo
rm

at
io
n

O
ve
r
69
%

of
st
ud
y

pa
rt
ic
ip
an
ts
re
po
rt
ed

ob
ta
in
in
g
in
fo
rm

at
io
n

fr
om

a
so
ur
ce

ot
he
r

th
an

th
e
tr
ea
tm

en
ts
ta
ff
.

Pa
rt
ic
ip
an
ts
w
ith

a
co
lle
ge

de
gr
ee

w
er
e

m
or
e
lik
el
y
to

us
e
th
e

In
te
rn
et
(O

R
=
3.
7;

95
%

C
I
=
1.
5–
9.
0)

an
d

sc
ie
nt
if
ic
re
se
ar
ch

re
po
rt
s
(O

R
=
3.
3;

95
%

C
I
=
1.
6–
6.
9)

to
in
fl
ue
nc
e
tr
ea
tm

en
t

de
ci
si
on
s

Fo
cu
se
d
on
ly

on
so
ur
ce
s

of
in
fo
rm

at
io
n,
re
ca
ll

bi
as
, i
nf
lu
en
ce

of
de
at
h,

sa
m
pl
e
la
ck
in
g

di
ve
rs
ity

K
ah
n
et

al
.

(2
00
7)

[3
7]

E
xa
m
in
e
th
e
in
fl
ue
nc
e
of

pa
tie
nt
-c
en
te
re
d
ca
re

ac
tiv
iti
es

on
on
go
in
g

ta
m
ox
if
en

us
e
4
ye
ar
s
af
te
r

in
iti
at
io
n

Pr
os
pe
ct
iv
e
co
ho
rt
st
ud
y
an
d

ob
se
rv
at
io
na
ld

at
a
fr
om

th
e
N
C
C
Q

88
1

A
ll
w
om

en
,~

33
%
,

65
+
ye
ar
s
ol
d,
~
25
%

ly
m
ph

no
de

in
vo
lv
em

en
ta
t

di
ag
no
si
s,
54
%

st
ag
e
1,

40
%

st
ag
e
2,
92
%

E
R
/P
R
po
si
tiv

e

E
xp
er
ie
nc
e
of

si
de

ef
fe
ct
s

no
tt
ol
d
ab
ou
ti
n

ad
va
nc
e
le
d
to

le
ss

co
nt
in
ua
tio
n
of

ta
m
ox
if
en

R
ec
ei
vi
ng

w
ha
tw

as
co
ns
id
er
ed

“t
he

ri
gh
ta
m
ou
nt

of
su
pp
or
t”
fr
om

he
al
th
ca
re

pr
of
es
si
on
al
s

an
d
“a
bo
ut

ri
gh
t”
ro
le
in

de
ci
si
on
-m

ak
in
g

du
ri
ng

in
iti
al

tr
ea
tm

en
tl
ed

to
m
or
e

co
nt
in
ua
tio
n
of

ta
m
ox
if
en

Pa
tie
nt
s
re
po
rt
in
g
le
ss

su
pp
or
tt
ha
n
th
ey

ne
ed
ed

w
hi
le
be
in
g

tr
ea
te
d
fo
r
ca
nc
er
w
er
e

si
gn
if
ic
an
tly

le
ss

lik
el
y

to
co
nt
in
ue

ta
m
ox
if
en

us
e,
ev
en

af
te
r

ad
ju
st
in
g
fo
r
sy
m
pt
om

in
te
ns
ity

(p
=
0.
00
51
).

Si
gn
if
ic
an
tp

re
di
ct
or
s

of
re
ce
ip
to

f
al
l4

pa
tie
nt
-c
en
te
re
d

pr
oc
es
se
s
(s
up
po
rt
,

de
ci
si
on
-m

ak
in
g
ro
le
,

pr
ov
id
er

in
pu
t,
si
de

ef
fe
ct
s)
in
cl
ud
e
ag
e

gr
ea
te
r
th
an

65
ye
ar
s

(O
R
=
1.
71
;9

5%
C
I=

1.
15
–2
.5
5)
,

m
od
er
at
e
or

se
ve
re
si
de

ef
fe
ct
s
(O

R
=
2.
58
;

95
%

C
I=

1.
82
–3
.6
5)
,

an
d
st
ag
e
2
or

3
ca
nc
er

co
m
pa
re
d
w
ith

st
ag
e
1

O
bs
er
va
tio
na
ld

at
a,

co
nf
ou
nd
in
g,

ge
ne
ra
liz
ab
ili
ty
,

no
n-
re
sp
on
se

bi
as
,

re
ca
ll
bi
as

Support Care Cancer (2019) 27:1613–1637 1627



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

(O
R
fo
r
st
ag
e
2
=
0.
54
;

95
%

C
I=

0.
34
–0
.8
4;

an
d
O
R
fo
r
st
ag
e

3
=
0.
20
;9

5%
C
I=

0.
08
–0
.5
1)

L
iv
au
da
is
et

al
.

(2
01
2)

[3
8]

E
xp
lo
re

a
va
ri
et
y
of

fa
ct
or
s

as
so
ci
at
ed

w
ith

di
sc
us
si
on
,

us
e,
an
d
di
sc
on
tin
ua
tio
n
of

H
T
fo
r
D
C
IS
,i
nc
lu
di
ng

pa
tie
nt
,t
um

or
,a
nd

tr
ea
tm

en
t-
re
la
te
d

ch
ar
ac
te
ri
st
ic
s
an
d

ph
ys
ic
ia
n-
pa
tie
nt

co
m
m
un
ic
at
io
n
fa
ct
or
s

Q
ua
nt
ita
tiv
e
an
al
ys
is
of

te
le
ph
on
e
in
te
rv
ie
w
s

74
4

A
ll
w
om

en
,m

ea
n
ag
e

56
.5

ye
ar
s,
53
%

no
n-
L
at
in
a
w
hi
te
,2
1%

L
at
in
a
E
ng
lis
h

sp
ea
ke
rs
,2
6%

L
at
in
a

Sp
an
is
h
sp
ea
ke
rs
,

30
.6
%

si
ng
le
,5
0%

pr
iv
at
e
in
su
ra
nc
e

Sp
an
is
h
sp
ea
ke
rs
,w

ith
E
R
/P
R
-n
eg
at
iv
e
tu
m
or

st
at
us
,w

er
e
le
ss

lik
el
y

to
ha
ve

di
sc
us
se
d

ad
ju
va
nt

H
T

Pa
tie
nt
s
re
ce
iv
in
g

br
ea
st
--

co
ns
er
vi
ng

su
rg
er
y
or

ra
di
at
io
n,
w
ho

sa
w
an

on
co
lo
gi
st
fo
r

fo
llo

w
-u
p
ca
re

an
d
w
ho
se

ph
ys
ic
ia
n

em
ph
as
iz
ed

th
e

ne
ce
ss
ity

of
tr
ea
tm

en
t,
w
er
e

m
or
e
lik

el
y
to

ha
ve

di
sc
us
se
d

ad
ju
va
nt

H
T

A
lth

ou
gh

83
%

of
w
om

en
di
sc
us
se
d
ad
ju
va
nt

H
T

w
ith

a
ph
ys
ic
ia
n,
47
%

us
ed

ad
ju
va
nt

H
T,

an
d

23
%

of
us
er
s
re
po
rt
ed

di
sc
on
tin
ua
tio
n
by

a
m
ed
ia
n
of

11
m
on
th
s.

Ph
ys
ic
ia
n

re
co
m
m
en
da
tio
n
is
an

im
po
rt
an
tf
ac
to
r

as
so
ci
at
ed

w
ith

us
e
an
d

di
sc
on
tin
ua
tio
n
of

ad
ju
va
nt

H
T
fo
r
D
C
IS

E
R
/P
R
st
at
us

of
pa
rt
ic
ip
an
ts
,s
el
f-
re
po
rt

of
H
T,

tim
e
di
ag
no
si
s

bi
as

Y
an
ez

et
al
.

(2
01
2)

[3
9]

Pr
op
os
e
a
m
od
el
to

el
uc
id
at
e

pa
th
w
ay
s
th
ou
gh

w
hi
ch

ac
cu
ltu
ra
tio
n
(i
nd
ic
at
ed

by
la
ng
ua
ge

us
e)
an
d
re
po
rt
s
of

co
m
m
un
ic
at
io
n

ef
fe
ct
iv
en
es
s
sp
ec
if
ic
to

m
ed
ic
al
de
ci
si
on
-m

ak
in
g

co
nt
ri
bu
te
to

de
ci
si
on
al

ou
tc
om

es
(i
.e
.,
co
ng
ru
en
cy

be
tw
ee
n
pr
ef
er
re
d
an
d

ac
tu
al
in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g,
tr
ea
tm

en
t

sa
tis
fa
ct
io
n)

an
d
qu
al
ity

of
lif
e
am

on
g
L
at
in
as

an
d

no
n-
L
at
in
a
w
hi
te
w
om

en
w
ith

br
ea
st
ca
nc
er

Q
ua
nt
ita
tiv
e
an
al
ys
is
of

te
le
ph
on
e
in
te
rv
ie
w
s

49
4
(n
=
32
6
L
at
in
a,

n
=
16
8
w
hi
te
)

A
ll
w
om

en
,m

ea
n
ag
e

50
–5
3
ye
ar
s,
80
%

L
at
in
as

bo
rn

in
M
ex
ic
o

or
So

ut
h/
C
en
tr
al

A
m
er
ic
a,
53
–5
6%

lu
m
pe
ct
om

y,
ed
uc
at
io
na
la
nd

in
co
m
e

ba
la
nc
es

be
tw
ee
n

gr
ou
ps

L
at
in
as

re
po
rt
ed

w
or
se

co
m
m
un
ic
at
io
n,
po
or
er

br
ea
st
ca
nc
er
em

ot
io
na
l

he
al
th
,b
ut

hi
gh
er

tr
ea
tm

en
ts
at
is
fa
ct
io
n

G
re
at
er

us
e
of

E
ng
lis
h
w
as

as
so
ci
at
ed

w
ith

gr
ea
te
r

pa
ti e
nt
-r
ep
or
te
d

ph
ys
ic
ia
n

ad
eq
ua
cy

in
th
e

de
ci
si
on

pr
oc
es
s

an
d
gr
ea
te
r

pa
tie
nt

se
lf
-e
ff
ic
ac
y
in

co
m
m
un
ic
at
io
n

A
m
on
g
L
at
in
as
,6
3%

re
po
rt
ed

co
ng
ru
en
cy

in
de
ci
si
on
-m

ak
in
g,

w
he
re
as

76
%

of
no
n-
L
at
in
a
w
hi
te
s

re
po
rt
ed

co
ng
ru
en
cy
.

L
an
gu
ag
e
us
e,

co
ng
ru
en
cy

in
de
ci
si
on
-m

ak
in
g,
an
d

pa
tie
nt
-r
ep
or
te
d

ph
ys
ic
ia
n
ad
eq
ua
cy

in
th
e
de
ci
si
on

pr
oc
es
s

ex
pl
ai
ne
d
16
.0
%

of
th
e

va
ri
an
ce

in
tr
ea
tm

en
t

sa
tis
fa
ct
io
n.

Pa
tie
nt
-r
ep
or
te
d

ph
ys
ic
ia
n
ad
eq
ua
cy

in
th
e
de
ci
si
on

pr
oc
es
s

ex
pl
ai
ne
d
28
.0
%

of
th
e

va
ri
an
ce

in
pa
tie
nt
-r
ep
or
te
d
qu
al
ity

of
ph
ys
ic
ia
n

co
m
m
un
ic
at
io
n

Se
lf
-r
ep
or
t,
re
ca
ll
bi
as
,

re
sp
on
se

bi
as
,l
an
gu
ag
e

as
pr
ox
y
fo
r

ac
cu
ltu
ra
tio
n,

si
ng
le
-i
te
m

m
ea
su
re

of
tr
ea
tm

en
ts
at
is
fa
ct
io
n,

im
ba
la
nc
e
in

cu
ltu
ra
l

or
ig
in
s

H
aw

le
y
et

al
.

(2
00
9)

[4
0]

(1
)
E
va
lu
at
e
th
e
as
so
ci
at
io
n

be
tw
ee
n
pa
tie
nt

in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g
an
d
th
e

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

16
51

A
ll
w
om

en
,m

ea
n
ag
e
at

di
ag
no
si
s
55
–5
9
ye
ar
s,

23
.9
%

L
at
in
a
(1
2.
0%

lo
w
ac
cu
ltu

ra
te
d,

L
ow

-a
cc
ul
tu
ra
te
d
L
at
in
a

pa
tie
nt
s
re
po
rt
ed

a
su
rg
eo
n-
ba
se
d

tr
ea
tm

en
td

ec
is
io
n

M
or
e
pa
tie
nt

in
vo
lv
em

en
ti
n

de
ci
si
on
--

m
ak
in
g,

38
.1
%

of
w
om

en
re
po
rt
ed

a
sh
ar
ed

su
rg
ic
al

tr
ea
tm

en
td

ec
is
io
n,

34
.4
%

re
po
rt
ed

a

Se
lf
-r
ep
or
t,
cr
os
s-
se
ct
io
na
l

na
tu
re
,g
en
er
al
iz
ab
ili
ty
,

no
co
nt
ro
lf
or

si
te

ef
fe
ct
s,
la
ck

of

1628 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

re
ce
ip
to

f
m
as
te
ct
om

y
am

on
g
ra
ci
al
ly

an
d

et
hn
ic
al
ly

di
ve
rs
e
pa
tie
nt
s

w
ith

ea
rl
y-
st
ag
e
br
ea
st

ca
nc
er
,a
nd

(2
)
as
se
ss

fa
ct
or
s
as
so
ci
at
ed

w
ith

ch
oi
ce

of
m
as
te
ct
om

y
as

th
e

in
iti
al
tr
ea
tm

en
tf
or

br
ea
st

ca
nc
er
,i
nc
lu
di
ng

pa
tie
nt

at
tit
ud
es

re
ga
rd
in
g
su
rg
er
y

an
d
th
e
in
vo
lv
em

en
to

f
ot
he
rs
in

th
e

de
ci
si
on
-m

ak
in
g
pr
oc
es
s

11
.9
%

hi
gh

ac
cu
ltu
ra
te
d)
,2
7.
1%

A
fr
ic
an
-A

m
er
ic
an
,

48
.9
%

w
hi
te
,3
8–
58
%

no
tm

ar
ri
ed
/p
ar
tn
er
s,

17
.2
%

m
as
te
ct
om

y

m
or
e
of
te
n.
B
od
y

im
ag
e
co
nc
er
ns

an
d

sp
ou
se

in
pu
tr
es
ul
te
d
in

le
ss

m
as
te
ct
om

y

co
nc
er
ns

ab
ou
t

re
cu
rr
en
ce

an
d

ra
di
at
io
n,
an
d

ac
co
m
pa
ny
in
g

of
su
pp
or
tt
o

su
rg
er
y

co
ns
ul
ta
tio
n

re
su
lte
d
in

m
or
e

m
as
te
ct
om

y,
re
ga
rd
le
ss

of
ra
ce
/e
th
ni
ci
ty

pa
tie
nt
-b
as
ed

de
ci
si
on
,

an
d
27
.5
%

re
po
rt
ed

a
su
rg
eo
n-
ba
se
d

de
ci
si
on
.F

or
ea
ch

ra
ci
al
or

et
hn
ic
gr
ou
p,

th
e
pr
op
or
tio
n
of

w
om

en
w
ho

re
ce
iv
ed

m
as
te
ct
om

y
in
iti
al
ly

w
as

su
bs
ta
nt
ia
lly

gr
ea
te
r
am

on
g
w
om

en
w
ho

re
po
rt
ed

a
pa
tie
nt
-b
as
ed

de
ci
si
on

co
m
pa
re
d
w
ith

th
os
e

w
ho

re
po
rt
ed

a
sh
ar
ed

or
su
rg
eo
n-
ba
se
d

de
ci
si
on

va
lid
at
io
n
of

so
m
e

m
ea
su
re
s

H
aw

le
y
et

al
.

(2
00
7)

[4
1]

E
va
lu
at
e
fa
ct
or
s
as
so
ci
at
ed

w
ith

w
om

en
’s
re
po
rt
ed

le
ve
lo

f
in
vo
lv
em

en
ti
n

br
ea
st
ca
nc
er

su
rg
ic
al

tr
ea
tm

en
td

ec
is
io
n-
m
ak
in
g,

an
d
th
e
fa
ct
or
s
as
so
ci
at
ed

w
ith

th
e
m
at
ch

be
tw
ee
n

ac
tu
al
an
d
pr
ef
er
re
d

in
vo
lv
em

en
ti
n
th
is
de
ci
si
on

C
ro
ss
-s
ec
tio
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

10
38

(p
at
ie
nt
s)
an
d
27
0

(s
ur
ge
on
s)

Pa
tie
nt
s:
al
lw

om
en
,m

ea
n

ag
e
59

ye
ar
s,
68
%

w
hi
te
,6
4%

so
m
e

co
lle
ge

ed
uc
at
io
n
or

m
or
e,
25
%

m
as
te
ct
om

y,
44
%

du
ct
al
ca
rc
in
om

a
in
si
tu

Su
rg
eo
ns
:1

5%
w
om

en
,

m
ea
n
ye
ar
s
of

ex
pe
ri
en
ce

17
,5
1%

pe
rf
or
m

≥
50

pr
oc
ed
ur
es
/y
ea
r

D
is
cu
ss
io
n
of

on
ly
1
of

th
e

su
rg
er
y
ty
pe
s,
yo
un
ge
r

ag
e,
lo
w
er

ed
uc
at
io
n,

hi
gh
-v
ol
um

e
su
rg
eo
ns

w
er
e
as
so
ci
at
ed

w
ith

to
o
lit
tle

pa
tie
nt

in
vo
lv
em

en
ti
n

de
ci
si
on

38
%

of
w
om

en
re
po
rt
ed

a
sh
ar
ed

su
rg
ic
al

tr
ea
tm

en
td

ec
is
io
n,

39
%

re
po
rt
ed

a
pa
tie
nt
-b
as
ed

de
ci
si
on
,

an
d
22
%

re
po
rt
ed

a
su
rg
eo
n-
ba
se
d

de
ci
si
on
.T

he
re

w
as

a
su
bs
ta
nt
ia
lv

ar
ia
tio

n
in

th
e
4
ca
te
go
ri
es

of
th
e

pa
tie
nt

re
qu
es
t/s
ur
ge
on

re
co
m
m
en
d
va
ri
ab
le
:

(1
)
w
om

en
w
ho

as
ke
d

fo
r
an
d
re
ce
iv
ed

a
tr
ea
tm

en
t

re
co
m
m
en
da
tio
n

(4
8%

),
(2
)
w
om

en
w
ho

as
ke
d
fo
r
bu
td

id
no
t

re
ce
iv
e
a
tr
ea
tm

en
t

re
co
m
m
en
da
tio
n

(2
0%

),
(3
)
w
om

en
w
ho

di
d
no
ta
sk

fo
r
bu
td

id
re
ce
iv
e
a
tr
ea
tm

en
t

re
co
m
m
en
da
tio
n

(1
6%

),
an
d
(4
)
w
om

en
w
ho

di
d
no
ta
sk

fo
ra
nd

di
d
no
tr
ec
ei
ve

a
tr
ea
tm

en
t

re
co
m
m
en
da
tio
n

(1
6 %

)

Se
lf
-r
ep
or
t,
re
ca
ll
bi
as
,

ge
ne
ra
liz
ab
ili
ty
,

m
is
si
ng

da
ta
,

lim
ita
tio
ns

of
m
ea
su
re
s

us
ed

A
nd
er
se
n
et

al
.

(2
00
9)

[4
2]

E
xa
m
in
e
th
e
lo
ng
-t
er
m

ef
fe
ct
s

on
w
om

en
’s
H
R
Q
oL

of
in
vo
lv
em

en
ti
n

Q
ua
nt
ita
tiv
e
an
al
ys
is
of

te
le
ph
on
e
in
te
rv
ie
w
s

25
0
(2

ye
ar
s)
,2
12

(5
ye
ar
s)
,a
nd

17
4

(1
0
ye
ar
s)

10
0%

w
om

en
,8
3%

w
hi
te
,

m
ea
n
ag
e
55

ye
ar
s,

73
%

so
m
e
co
lle
ge

In
cr
ea
se
d
ag
e,

in
co
m
e,
an
d

ed
uc
at
io
n

A
ft
er

co
nt
ro
lli
ng

fo
r

de
m
og
ra
ph
ic
an
d

di
se
as
e
va
ri
ab
le
s,

B
ia
s
of
tr
ea
tm

en
to
ut
co
m
e,

se
lf
-r
ep
or
t,
tim

e
lim

its
on

de
ci
si
on
-m

ak
in
g

Support Care Cancer (2019) 27:1613–1637 1629



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

de
ci
si
on
-m

ak
in
g
ab
ou
tt
he
ir

tr
ea
tm

en
tf
or

br
ea
st
ca
nc
er

an
d
ab
ou
tf
ol
lo
w
-u
p
ca
re

af
te
r
tr
ea
tm

en
t

ed
uc
at
io
n,
51
%

an
nu
al

in
co
m
e
≥
$4
0,
00
0,

39
.5
%

2
ye
ar
s
po
st

di
ag
no
si
s,
31
.5
%

5
ye
ar
s
po
st
di
ag
no
si
s,

29
%

10
ye
ar
s
po
st

di
ag
no
si
s

pr
ed
ic
te
d

in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g

in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g

ov
er
al
ls
ig
ni
fi
ca
nt
ly

pr
ed
ic
te
d
su
rv
iv
or

qu
al
ity

of
lif
e
re
la
te
d
to

th
e
ge
ne
ra
lh

ea
lth

an
d

vi
ta
lit
y
su
bs
ca
le
s

(p
<
0.
01

an
d
p
<
0.
05
,

re
sp
ec
tiv

el
y)
.A

ll
ot
he
r

ty
pe
s
(s
ur
ge
ry
,

ra
di
at
io
n/
-

ch
em

ot
he
ra
py
,a
nd

fo
llo
w
-u
p)

of
in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g
al
so

si
gn
if
ic
an
tly

pr
ed
ic
te
d

th
e
ge
ne
ra
lh

ea
lth

an
d

vi
ta
lit
y
su
bs
ca
le
s.

C
on
gr
ue
nc
e
of

in
vo
lv
em

en
ti
n

de
ci
si
on
-m

ak
in
g
w
ith

a
pa
tie
nt
’s
pr
ef
er
re
d
le
ve
l

of
in
vo
lv
em

en
tw

as
al
so

as
so
ci
at
ed

w
ith

im
pr
ov
ed

su
rv
iv
or

H
R
Q
oL

on
se
ve
ra
l

su
bs
ca
le
s

M
ar
tin
ez

et
al
.

(2
00
9)

[4
3]

E
xa
m
in
e
ho
w
PC

IE
m
ay

op
er
at
e
th
ro
ug
h
fe
el
in
g

in
fo
rm

ed
to

in
fl
ue
nc
e

pa
tie
nt
s’
T
D
S

L
on
gi
tu
di
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

20
13

(b
as
el
in
e)

an
d
12
14

(f
ol
lo
w
-u
p)

B
as
el
in
e:
49
%

m
en
,8
6%

w
hi
te
,4
4%

so
m
e

co
lle
ge

ed
uc
at
io
n,
69
%

m
ar
ri
ed
,3
4%

br
ea
st
,

32
%

pr
os
ta
te
,3
4%

co
lo
re
ct
al
,1
5%

m
et
as
ta
tic

Fo
llo
w
-u
p:

48
%

m
en
,

89
%

w
hi
te
,4
8%

so
m
e

co
lle
ge

ed
uc
at
io
n,
72
%

m
ar
ri
ed
,3
5%

br
ea
st
,

33
%

pr
os
ta
te
,3
3%

co
lo
re
ct
al
,1
3%

m
et
as
ta
tic

B
re
as
tc
an
ce
r
(c
om

pa
re
d

to
ot
he
r
ty
pe
s)
an
d

hi
gh
er

st
ag
e
de
cr
ea
se

T
D
S

PC
IE
,m

ar
ri
ed

st
at
us
,i
nc
re
as
ed

he
al
th

st
at
us
,

an
d
fe
el
in
g

in
fo
rm

ed
in
cr
ea
se

T
D
S.

Fe
el
in
g

in
fo
rm

ed
an
d

sa
tis
fi
ed

at
ba
se
lin
e

pr
ed
ic
te
d

sa
tis
fa
ct
io
n
at

fo
llo

w
-u
p

PC
IE

w
as

re
la
te
d
to

co
nc
ur
re
nt

T
D
S

(β
=
0.
06
)
an
d
fe
el
in
g

in
fo
rm

ed
(β

=
0.
15
),

af
te
r
co
nf
ou
nd
er

ad
ju
st
m
en
ts
.A

m
ed
ia
tio
n
an
al
ys
is
w
as

co
ns
is
te
nt

w
ith

PC
IE

af
fe
ct
in
g
T
D
S
th
ro
ug
h

fe
el
in
g
in
fo
rm

ed
.

B
as
el
in
e
PC

IE
pr
ed
ic
te
d
fe
el
in
g

in
fo
rm

ed
(β

=
0.
04
)

m
ea
su
re
d
1
ye
ar

la
te
r,

af
te
r
ad
ju
st
m
en
ts
fo
r

ba
se
lin
e
fe
el
in
g

in
fo
rm

ed
an
d
ot
he
r

co
nf
ou
nd
er
s.
Fe
el
in
g

in
fo
rm

ed
w
as

re
la
te
d
to

co
nc
ur
re
nt

T
D
S

(β
=
0.
35
)
af
te
r

co
nf
ou
nd
er

ad
ju
st
m
en
t

an
d
fo
llo

w
-u
p
T
D
S

Sm
al
le
ff
ec
ts
iz
es
,

se
lf
-r
ep
or
t,
lim

ite
d

ca
nc
er

ty
pe
s;
P
C
IE

is
a

m
ea
su
re
of

br
ea
dt
h
an
d

no
to

f
de
pt
h

1630 Support Care Cancer (2019) 27:1613–1637



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

(β
=
0.
13
)a
ft
er
ba
se
lin

e
T
D
S
an
d
co
nf
ou
nd
er

ad
ju
st
m
en
t

A
ro
ra

et
al
.

(2
00
9)

[4
4]

E
va
lu
at
e
pa
th
w
ay
s
lin
ki
ng

ph
ys
ic
ia
ns
’

de
ci
si
on
-m

ak
in
g
st
yl
e
w
ith

ca
nc
er

su
rv
iv
or
s’
H
R
Q
oL

Se
co
nd
ar
y
an
al
ys
is
of
su
rv
ey

da
ta
fr
om

a
po
pu
la
tio
n-
ba
se
d
st
ud
y

(A
P
E
C
C
)

39
5

43
.3
%

w
om

en
,m

ea
n
ag
e

62
.6

ye
ar
s,
73
.8
%

no
n-
H
is
pa
ni
c
w
hi
te
,

51
%

w
ith

at
le
as
ts
om

e
co
lle
ge

ed
uc
at
io
n,
27
%

an
nu
al
in
co
m
e

>
$1
00
,0
00
,3
9.
5%

w
or
ki
ng
,7
1.
5%

m
ar
ri
ed
/p
ar
tn
er
ed
,

26
.2
%

bl
ad
de
r,
59
.6
%

co
lo
re
ct
al
,1
4.
3%

le
uk
em

ia

E
m
pl
oy
ed

pa
tie
nt
s

re
po
rt
ed

su
bo
pt
im

al
ph
ys
ic
ia
n

de
ci
si
on
-m

ak
in
g
st
yl
e

R
es
id
en
to

f
m
ed
ic
al
ly

un
de
rs
er
ve
d

ar
ea
,t
re
at
m
en
t

in
th
e
la
st

12
m
on
th
s,

re
po
rt
ed

m
or
e

op
tim

al
ph
ys
ic
ia
n

de
ci
si
on
-m

ak
in
g

st
yl
es
.O

pt
im

al
st
yl
e
in
cr
ea
se
s

pa
tie
nt

se
lf
-e
ff
ic
ac
y
an
d

tr
us
t(
pr
ox
im

al
),

an
d
pe
rs
on
al

co
nt
ro
la
nd

le
ss

un
ce
rt
ai
nt
y

(i
nt
er
m
ed
ia
te
)

w
hi
ch

af
fe
ct

H
R
Q
oL

(d
is
ta
l

ou
tc
om

e)

T
he

pe
rc
en
ta
ge

of
ca
nc
er

su
rv
iv
or
s
re
po
rt
in
g

su
bo
pt
im

al
co
m
m
un
ic
at
io
n
on

ea
ch

of
th
e
5
PD

E
M
S

ite
m
s
(d
is
cu
ss
in
g
in

a
w
ay

pa
tie
nt

un
de
rs
to
od
,

en
co
ur
ag
ed

qu
es
tio
ns

on
op
tio
ns
,e
nc
ou
ra
ge
d

qu
es
tio
ns

on
re
co
m
m
en
da
tio
ns
,

en
co
ur
ag
ed

pa
tie
nt

op
in
io
n,
in
vo
lv
ed

pa
tie
nt

as
m
uc
h
as

th
ey

w
an
te
d)

ra
ng
ed

fr
om

21
to

49
%
.E

xc
ep
tf
or

ph
ys
ic
al
he
al
th
,

ph
ys
ic
ia
n
st
yl
e
w
as

as
so
ci
at
ed

w
ith

al
l

pr
ox
im

al
,i
nt
er
m
ed
ia
te
,

an
d
di
st
al
ou
tc
om

es
(p
≤
0.
01
).
2
si
gn
if
ic
an
t

pa
th
w
ay
s
by

w
hi
ch

a
pa
rt
ic
ip
at
or
y
ph
ys
ic
ia
n

st
yl
e
m
ay

be
as
so
ci
at
ed

w
ith

su
rv
iv
or
s’
m
en
ta
l

he
al
th
:(
1)

by
in
cr
ea
si
ng

su
rv
iv
or
s’

pa
rt
ic
ip
at
io
n

se
lf
-e
ff
ic
ac
y
an
d

th
er
eb
y
en
ha
nc
in
g
th
ei
r

pe
rc
ep
tio
ns

of
pe
rs
on
al

co
nt
ro
l(
p
<
0.
01
)
an
d

(2
)
by

en
ha
nc
in
g

su
rv
iv
or
s’
le
ve
lo

f
tr
us
t

an
d
th
er
eb
y
re
du
ci
ng

th
ei
r
pe
rc
ep
tio
ns

of
un
ce
rt
ai
nt
y
(p
<
0.
05
)

C
ro
ss
-s
ec
tio
na
ld

at
a,

se
lf
-r
ep
or
t,
PD

E
M
S

as
se
ss
m
en
to

ve
r
a

1-
ye
ar
tim

e
fr
am

e,
pa
tie
nt

de
fi
ni
tio
n
of

de
ci
si
on
-m

ak
in
g

D
av
ie
s
et

al
.

(2
01
0)

[4
5]

D
es
cr
ib
e
pa
tte
rn
s
of

pa
tie
nt

in
vo
lv
em

en
ti
n
he
ad

an
d

ne
ck

ca
nc
er

de
ci
si
on
-m

ak
in
g

Q
ua
lit
at
iv
e
an
al
ys
is
of

au
di
o

re
co
rd
in
gs
,a
ud
io

di
ar
ie
s,

an
d
in
te
rv
ie
w
s
us
in
g

gr
ou
nd
ed

th
eo
ry

39
(a
ll)

an
d
22

(i
nt
er
vi
ew

ed
)

A
ll:

56
%

m
en
,4
9%

kn
ow

n
ca
nc
er
,1
5%

st
ag
e
1,
3%

st
ag
e
2,

13
%

st
ag
e
3,
13
%

st
ag
e

4
In
te
rv
ie
w
ed
:6

4%
m
en
,

50
%

kn
ow

n
ca
nc
er
,2
%

Se
ri
ou
s
ill
ne
ss

an
d

ex
pe
ri
en
ci
ng

co
ns
id
er
ab
le
pa
in
,

di
sc
om

fo
rt
,a
lte
ra
tio
n

in
th
e
ab
ili
ty
to
pe
rf
or
m

ac
tiv
iti
es

of
da
ily

liv
in
g,
fe
ar
fo
r
th
ei
r
lif
e

T
ru
st
an
d

co
nf
id
en
ce

in
ph
ys
ic
ia
n

A
m
on
g
th
e
44

vi
si
ts
,t
he

ov
er
al
ll
en
gt
h
w
as

a
m
ed
ia
n
of

25
m
in

(m
ea
n,
27

m
in
;r
an
ge
,

9–
65

m
in
).

C
on
ve
nt
io
na
l

de
ci
si
on
-m

ak
in
g
w
as

N
on
-e
xh
au
st
iv
e,

ge
og
ra
ph
y,
sa
m
pl
e
si
ze

Support Care Cancer (2019) 27:1613–1637 1631



T
ab

le
2

(c
on
tin

ue
d)

A
ut
ho
r

(y
ea
r)

St
ud
y
ai
m

St
ud
y
de
si
gn

Sa
m
pl
e
si
ze

Sa
m
pl
e
de
sc
ri
pt
io
n

B
ar
ri
er
s

F
ac
ili
ta
to
rs

K
ey

fi
nd
in
gs

L
im

ita
tio

ns

st
ag
e
1,
0%

st
ag
e
2,

18
%

st
ag
e
3,
23
%

st
ag
e

4

fo
rm

ul
at
ed

in
to
a
3-
st
ep

m
od
el
:(
1)

ex
ch
an
gi
ng

in
fo
rm

at
io
n,
(2
)

di
sc
us
si
ng

op
tio
ns
,a
nd

(3
)
m
ak
in
g
a
de
ci
si
on

L
ee

et
al
.

(2
01
0)

[4
6]

E
xa
m
in
e
w
he
th
er

ca
nc
er

pa
tie
nt
s’
In
te
rn
et
us
e
le
ad
s

th
em

to
pr
ef
er
a
m
or
e
ac
tiv
e

ro
le
in

m
ed
ic
al

de
ci
si
on
-m

ak
in
g
an
d

w
he
th
er

th
e
ef
fe
ct
s
of

In
te
rn
et
us
e
on

ac
tiv
e

pa
rt
ic
ip
at
io
n
pr
ef
er
en
ce
s

va
ry

ac
co
rd
in
g
to

pa
tie
nt
s’

ed
uc
at
io
n
le
ve
ls

L
on
gi
tu
di
na
ls
ur
ve
y

qu
es
tio
nn
ai
re

20
13

(b
as
el
in
e)

an
d
12
14

(f
ol
lo
w
-u
p)

B
as
el
in
e:
50
.9
%

w
om

en
,

m
ea
n
ag
e
66
.2

ye
ar
s,

85
.6
%

w
hi
te
,6
7.
1%

m
ar
ri
ed
,1
5.
5%

m
et
as
ta
tic
,3
4%

co
lo
re
ct
al
,3
3.
7%

br
ea
st
,3
2.
3%

pr
os
ta
te

Fo
llo
w
-u
p:
51
.4
%

w
om

en
,

m
ea
n
ag
e
65
.5

ye
ar
s,

88
.2
%

w
hi
te
,7
0%

m
ar
ri
ed
,1
2.
9%

m
et
as
ta
tic
,3
1.
9%

co
lo
re
ct
al
,3
4.
8%

br
ea
st
,3
3.
3%

pr
os
ta
te

In
te
rn
et
us
e
fo
r

he
al
th

in
fo
rm

at
io
n
le
d

to
m
or
e
ac
tiv

e
de
ci
si
on
-m

ak
in
g

In
20
07
,3
7.
1%

of
th
e

re
sp
on
de
nt
s
re
po
rt
ed

th
at
th
ey

ac
qu
ir
ed

he
al
th

in
fo
rm

at
io
n
on

th
e
In
te
rn
et
.T

he
re
w
as

no
in
te
ra
ct
iv
e
ef
fe
ct
of

In
te
rn
et
us
e
an
d

ed
uc
at
io
n
on

ac
tiv
e

pa
rt
ic
ip
at
io
n
pr
ef
er
en
ce

Sm
al
le
ff
ec
ts
iz
es
,

se
lf
-r
ep
or
t,
lim

ite
d

ca
nc
er

ty
pe
s

M
az
or

et
al
.

(2
01
3)

[4
7]

E
xp
lo
re

pa
tie
nt
s’
an
d
fa
m
ily

m
em

be
rs
’
vi
ew

s
on

co
m
m
un
ic
at
io
n
du
ri
ng

ca
nc
er

ca
re
,a
nd

to
id
en
tif
y

th
os
e
as
pe
ct
s
of

cl
in
ic
ia
n-
pa
tie
nt

co
m
m
un
ic
at
io
n
w
hi
ch

w
er
e

m
os
ti
m
po
rt
an
tt
o
pa
tie
nt
s

an
d
fa
m
ily

m
em

be
rs

Q
ua
lit
at
iv
e
an
al
ys
is
of

pa
tie
nt
s/
fa
m
ily

m
em

be
rs

us
in
g
gr
ou
nd
ed

th
eo
ry
,

se
co
nd
ar
y
an
al
ys
is
in

th
e

co
nt
ex
to

f
th
e
H
M
O
R
N

C
an
ce
r
R
es
ea
rc
h

N
et
w
or
k
an
d
th
e
C
N
R

C
an
ce
r
C
om

m
un
ic
at
io
n

R
es
ea
rc
h
C
en
te
r

12
0
(p
at
ie
nt
s)
an
d
17

(f
am

ily
m
em

be
rs
)

88
%

fe
m
al
e,
ag
e
ra
ng
e

37
–8
1
ye
ar
s,
21

di
ff
er
en
tt
yp
es

of
ca
nc
er

(b
re
as
t/c
ol
or
ec
ta
lm

os
t

co
m
m
on
)

Ja
rg
on
,u
nc
er
ta
in
ty
,

in
ac
cu
ra
te
in
fo
rm

at
io
n

In
fo
rm

at
io
n

ex
ch
an
ge
,

ho
pe
/o
pt
im

is
m
,

po
si
tiv
e

at
tit
ud
es
,

fo
st
er
in
g

re
la
tio
ns
hi
ps
,

in
te
rp
er
so
na
l

m
an
ne
r,

en
ab
lin
g
pa
tie
nt

se
lf
--

m
an
ag
em

en
t

Pa
tie
nt
s
w
an
ts
en
si
tiv

e,
ca
ri
ng

cl
in
ic
ia
ns

w
ho

pr
ov
id
e
in
fo
rm

at
io
n

th
at
th
ey

ne
ed
,w

he
n

th
ey

ne
ed

it,
in

a
w
ay

th
at
th
ey

ca
n

un
de
rs
ta
nd
;w

ho
lis
te
n

an
d
re
sp
on
d
to

qu
es
tio
ns

an
d

co
nc
er
ns
;a
nd

w
ho

at
te
m
pt

to
un
de
rs
ta
nd

th
e
pa
tie
nt
’s
ex
pe
ri
en
ce

D
iv
er
si
ty

am
on
g
or
ig
in
al

st
ud
ie
s,
us
e
of

th
em

es
vs

ex
pe
ri
en
ce
,

in
te
rv
ie
w
s
at
di
ff
er
en
t

st
ag
es

A
C
C
E
SS

A
ss
es
sm

en
to

f
C
an
ce
r
C
ar
e
an
d
S
at
is
fa
ct
io
n;

A
O
C
N
ad
va
nc
ed

on
co
lo
gy

ce
rt
if
ie
d
nu
rs
e;
A
P
E
C
C
A
ss
es
sm

en
to

f
Pa
tie
nt
s’
E
xp
er
ie
nc
e
of

C
an
ce
r
C
ar
e;
B
M

bi
la
te
ra
lm

as
te
ct
om

y;
B
Q
U
A
L
B
re
as
t

C
an
ce
rQ

ua
lit
y
of

C
ar
e;
C
A
M

co
m
pl
em

en
ta
ry
an
d
al
te
rn
at
iv
e
m
ed
ic
in
e;
C
H
E
SS

C
om

pr
eh
en
si
ve

H
ea
lth

E
nh
an
ce
m
en
tS

up
po
rt
Sy

st
em

;C
Ic
on
fi
de
nc
e
in
te
rv
al
;C

P
M

co
nt
ra
la
te
ra
lp
ro
ph
yl
ac
tic

m
as
te
ct
om

y;
D
C
IS

du
ct
al
ca
rc
in
om

a
in
si
tu
;E

R
es
tr
og
en

re
ce
pt
or
;H

C
aP

-N
C
H
ea
lth

C
ar
e
A
cc
es
s
an
d
P
ro
st
at
e
C
an
ce
r
T
re
at
m
en
ti
n
N
or
th
C
ar
ol
in
a;
H
T
ho
rm

on
al
th
er
ap
y;
H
R
Q
oL

he
al
th
-r
el
at
ed

qu
al
ity

of
lif
e;
N
C
C
Q

N
at
io
na
l
In
iti
at
iv
e
fo
r
C
an
ce
r
C
ar
e
Q
ua
lit
y;

O
P
TI
O
N
ob
se
rv
in
g
pa
tie
nt

in
vo
lv
em

en
t
in

de
ci
si
on
-m

ak
in
g;

O
R
od
ds

ra
tio

;
P
C
IE

pa
tie
nt
-c
lin

ic
ia
n
in
fo
rm

at
io
n
en
ga
ge
m
en
t;
P
D
E
M
S
ph
ys
ic
ia
ns
’
de
ci
si
on
-

m
ak
in
g
st
yl
e
sc
al
e;

P
R
pr
og
es
te
ro
ne

re
ce
pt
or
;
Q
oL

qu
al
ity

of
lif
e;

R
C
T
ra
nd
om

iz
ed

co
nt
ro
lle
d
tr
ia
l;
R
T
ra
di
ot
he
ra
py
;
SD

st
an
da
rd

de
vi
at
io
n;

SD
M

sh
ar
ed

de
ci
si
on
-m

ak
in
g;

TD
S
tr
ea
tm

en
t
de
ci
si
on

sa
tis
fa
ct
io
n

1632 Support Care Cancer (2019) 27:1613–1637



effects had better long-term adherence compared to those who
reported not being informed (82% vs 72%, p = 0.0016), regard-
less of actual occurrence [37].

Physician communication appeared to be the largest barrier
to SDM across studies. Women in Schubart et al. [35] found
physician communication to vary in utility, with recall obscured
by the emotional response they felt after delivery of the diagno-
sis. Livaudais et al. [38] identified that physician communication
regarding the use of hormonal therapy for ductal carcinoma in
situ varied, and that the strength of language for the recommen-
dation was strongly associated with long-term patient use
(OR = 11.2; 95% CI = 6.50–19.4) and discontinuation
(OR = 0.38; 95% CI = 0.19–0.73). Breast cancer patients facing
surgical treatment in Hawley et al. [41] were more likely to
report too little involvement in the decision-making process
when physicians failed to fully discuss both mastectomy and
breast-conserving surgery options. Other concerns identified in
studies ranged from use of technical medical language among
African-American patient-caregiver dyads with lung cancer in
Lee et al. [19] to patterns of Bbroadcasting,^ or lengthy mono-
logs by the physician, in consultations for hematological cancer
in Chhabra et al. [23]. Physicians in Alexander et al. [27] were
found to have generally underutilized communication behaviors
such as determining patient preference and verifying patient
understanding, while patients with advanced lung cancer in
Nelson et al. [30] noted a number of topics where communica-
tion was lacking, such as hospice, living wills, spiritual con-
cerns, and life support preferences.

Facilitators of SDM

Three consistent themes of facilitators for SDMwere also iden-
tified, including (1) physician consideration of patient prefer-
ences [13, 18, 21, 25, 27–29, 32–34, 37, 40, 47], (2) positive
physician actions/behaviors (caring, trusting, relationship build-
ing, strong communication) from patient perspective [14, 15,
17, 18, 21–24, 28–30, 45, 47], and (3) use or encouragement of
support systems [14, 17, 19, 25–29, 31, 33, 35].

Physician understanding of patient needs makes treatment
decisions more likely to be discussed between the parties as
partners, often increasing patient satisfaction. This was demon-
strated in the secondary analysis of the iCanCare study where
Martinez et al. [18] discovered that women who received high-
autonomy-supportive conversation reported significantly higher
decision quality scores than those who received low-autonomy-
supportive conversations, regarding both chemotherapy and sur-
gery (p < 0.001). Women in Shelton et al. [25] expressed desire
for connection and communication with their doctor, with 38%
wanting equal power with their doctor regarding their treatment
and 33% desiring full control of their treatment with advice from
the physician. Room for improvement on the part of providers
was noted, with black women receiving less communication
than white women (p < 0.0001) and women over 65 years

who were also less informed [25]. In a qualitative study of older
women, Pieters et al. [28] discovered that while support from
physicians was crucial for patients, many felt that they had con-
trol over their treatment from the options presented to them. This
type of shared experience allowed for an empowered feeling that
the women found to be a positive experience [28]. Mazor et al.
[47] determined that patients who were included in information
sharing and decision-makingweremore satisfiedwith treatment,
and those who experienced a physician deciding everything for
them often felt confused and dissatisfied. Finally, there was a
growing trend in assessing patients’ preferences for SDM, as
seen in the work by Alexander et al. [27], where 37% of patients
were asked during consultation with their physician about their
role preference. The study concluded that despite this work to-
ward SDM, gaps exist as only 5% of conversations included an
inquiry into the patient’s preferences for information [27].

Positive patient-physician interactions account for increased
trust among patients in their physicians. Arora and Gustafson
[15] examined randomized data on helpful informational, emo-
tional, and decision-making support given by physicians to their
patients. Initially, each type of support significantly increased
patient’s trust in their physicians, (p < 0.05, p < 0.001, and
p < 0.01, respectively), but at 5 months, only emotional support
was associated with increased trust (p< 0.01), although trust was
still high regardless [15]. Alongside trust, patient confidence in
the physician was a notable facilitator in several studies, as dem-
onstrated by Davies et al. [45]. According to Brufsky et al. [17],
patients expected a level of concern and empathy from their
physicians regarding treatment, side effects, and goals. Not only
was compassion expected from physicians, but patients also de-
sired strong guidance and advice in their treatment regimens.
King et al. [24] determined that there was less conflict in surgical
decision-making on the part of the patients when a physician
provided a strong endorsement of a particular treatment regimen.
This trend was reversed however, when the physician provided
no guidance regarding treatment; significantly higher instances
of surgical decision conflict were reported in those cases
(p < 0.001) [24]. This finding was further corroborated by a
cross-sectional study by Sidana et al. [29], in which the authors
determined that the most significant factor in patient decision-
making was the recommendation of a physician. Finally, second-
ary analysis of data by Mazor et al. [47] collected from several
cancer research centers summarizes this sentiment by asserting
patients’ desire for a physicianwho cares for them, supports them
with easily understandable information, is able to listen actively
and honestly, and can empathize with the patient journey.

The final major facilitator was patients seeking out support
from sources other than their physicians, such as family mem-
bers, friends, support groups, and religion. Brufsky et al. [17]
recognized this as 70% of women at initial diagnosis and 66%
of women later in breast cancer disease progression desired re-
ferral to support services. Unfortunately, a gap existed despite
this element being seen as important, as only 36% of patients
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reported receiving that referral at their initial diagnosis [17].
Shelton et al. [25] found that 76% of women in a cross-
sectional survey cohort had the physical support of a close con-
fidant at their treatment-choosing appointments with physicians.
These support figures helped, in many cases, the women decide
upon a treatment path [25]. Lee et al. [19] reported similar find-
ings. Further, several studies report stories and anecdotes of
friends/family who had gone through similar disease processes,
playing a role in helping a patientmake decisions [14, 26, 31]. Of
the men surveyed in Xu et al. [31], 90.5% reported that discus-
sions with acquaintances who had also been treated for prostate
cancer helped to inform their decisions, particularly what treat-
ment pathways theywould not choose. Similarly, Song et al. [26]
reported that having time to speak with and understanding their
diagnosis with support systems are among the most important
factors in a patient’s decision. Finally, Sheppard et al. [33] report-
ed that for many patients, it was reported that having faith in a
higher power allowed them to cope with their diagnosis and
treatment and believe that they would be able to persist through
cancer-related treatments.

Discussion

Awide array of research assessing contributors to SDM in the
field of oncology was discovered through this systematic lit-
erature review, allowing for identification of themes under
barriers and facilitators to SDM. Major barriers from the pa-
tient perspective included uncertainty or lack of consensus in
the treatment decision, concern regarding adverse effects, and
poor physician communication. Major facilitators to SDM
included physician consideration of patient preferences, posi-
tive physician actions/behaviors, and use or encouragement of
support systems. With this synthesis of the literature, there is
potential to improve the design and implementation of SDM
into oncology care.

Joseph-Williams et al. [48] conducted a systematic review
regarding patient-reported barriers and facilitators to SDM
across broad (non-cancer), specific care, including areas such
as hemodialysis, heart failure, primary care, and end of life.
The analysis grouped barriers/facilitators under two broad an-
alytical themes, including organization of the healthcare sys-
tem (factors largely not within control of physicians and pa-
tients) and attributes of the encounter itself (factors driven by
the SDM participants themselves) [48]. For the former, time,
continuity of care, workflow, and environmental consider-
ations were discussed as key contributors [48]; these were
largely not noted in our present study regarding cancer-
specific SDM. For the latter theme, contributors such as power
imbalances between physician and patient, physician pre-
sumptions about patient role, trust, and positive interpersonal
physician characteristics overlapped with the results of the
present study [48]. Though the results of this previous review

were greatly informative to the present analysis, an evaluation
of facilitators and barriers specific to oncology care was still
deemed necessary for several reasons. First, decisions regard-
ing cancer treatment are weighted heavily in significance by
patients and, in many cases, are irreversible. Second, treat-
ment regimens are often complex and unfamiliar, rendering
a larger knowledge deficit between physicians and patients
compared to therapies for more well-known chronic disease.
Finally, in many cases, multiple treatment options are recom-
mended and driven broadly by patient preferences regarding
efficacy and adverse effects; this inherently renders a more
difficult decision for patients.

Patient approval regarding their physician’s communi-
cation and behavioral style during consultations appears to
be the most important consideration, rendering a large bar-
rier to SDM when communication is poor, and a significant
facilitator to SDM when a relationship is appropriately
established. Trust in the physician or health system has
been identified as a key factor not just in patient satisfac-
tion with their care but also in their decision to accept or
adhere to cancer treatment at all [49, 50]. Establishing trust
starts as early as disclosure of the diagnosis [51], by the
provision of patient-centered care through methods such as
maintaining eye contact, expressing emotional support,
and providing information at an appropriate pace. The de-
velopment of optimal consultation skills does not appear to
be related to the degree of physician experience or attri-
butes, but communication and empathy can be improved
through focused training efforts [52, 53].

DAs, or patient-oriented informational tools designed to
help patients prepare for medical decisions by weighing ben-
efits and risks, are commonly employed as a major component
of SDM [54]. Across treatment or screening decisions, a re-
cent review by Cochrane showed DAs to improve patient
knowledge and help patients identify their priorities and feel
more informed [4]. Although DAs are a useful component of
the process, it is important to recognize that SDM should
consider far wider implications beyond short-term cognitive
and affective outcomes [55]. As demonstrated in this review,
patients value and desire consideration of aspects of their treat-
ment beyond the simple balance of efficacy and adverse ef-
fects, such as the presence of support systems throughout their
care. Although value frameworks from groups like ASCO
have expanded to include patient considerations such as cost
or quality of life, it is prudent that SDM considers the human-
istic aspects of cancer treatment as well. Many of these items
may not be able to be addressed using a DA and require an
engaged physician and a thorough consultation to tackle.

Emerging evidence suggests that the value that SDM pro-
vides extends beyond patients to benefit the healthcare system
as a whole. Physicians express broad support for the use of
SDM as a mechanism to help contain costs [56], and a large-
scale analysis by the Lewin Group estimated that the use of
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SDM across 11 procedures among the Medicare population
could result in savings of over $9 billion in the national health
expenditure over a 10-year time frame [57]. Understanding the
optimal approaches to implementing SDM has the potential to
help deliver significant impact through cost savings, particularly
for cancer care where costs of care impact decision-making [58].
In addition to reducing unnecessary costs, these patient-centered
approaches also provide opportunities to improve the quality of
care and optimize healthcare utilization [59, 60], which can play
a critical role in supporting the progression toward a value-based
healthcare system.

Limitations

The heterogeneity of the literature identified in this review
made individualized assessments of study quality difficult,
particularly using a method that could be compared across
studies with different designs. Accordingly, in our summary
of evidence, we provided an assessment of study limitations as
transparent as possible. Second, the mixture of qualitative and
quantitative data made the comparisons across studies diffi-
cult; however, this provides a rich view of the field using
different methodologies that each has inherent strengths and
limitations. Third, the study focused specifically on barriers/
facilitators among studies conducted in the USA, and there-
fore, additional considerations identified in the international
literature may have been omitted in this analysis. However,
the authors specifically chose to focus on US-based studies
due to the uniqueness of the US healthcare system, compared
to socialized or single-payer systems that are prevalent inter-
nationally. Finally, although cancer is an overarching theme, it
is recognized that different tumor types and treatment modal-
ities may have individualized considerations not captured in
detail by this analysis. Despite this, the goal of the study was
to render broad outcomes with maximum generalizability
across patients with cancer, which was accomplished.

Conclusion

Overall, this study provided indication of clear themes regard-
ing barriers and facilitators to SDM in oncology care. These
attributes could be useful in the development of a clear SDM
strategy, including interventions and decision aids, for oncol-
ogy care through understanding patients’ values when making
treatment decisions and for optimizing training opportunities
for medical personnel involved in oncology care delivery.
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