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To assess decision-
making for cancer treatment
among racial/ethnic minor-
ity patients, we systemati-
cally reviewed and synthe-
sized evidence from studies
of “shared decision-making,”
“cancer,” and “minority
groups,” using PubMed, Psy-
cInfo, CINAHL, and EMBASE.
We identified significant
themes that we compared
across studies, refined, and
organized into a conceptual
model.

Five major themes
emerged: treatment deci-
sion-making, patient factors,
family and important others,
community, and provider
factors. Thematic data over-
lappedcategories,indicating
that individuals’ preferences
for medical decision-making
cannot be authentically ex-
amined outside the context of
family and community.

The shared decision-
making model should be
expanded beyond the tradi-
tional patient—physician dyad
to include other important
stakeholders in the cancer
treatment decision process,
such as family or community
leaders. (Am J Public Health.
2013;103:e15-e29. doi:10.
2105/AJPH.2013.301631)

IN SPITE OF DECLINING CANCER
incidence and mortality in the
United States, minority patients
continue to have lower 5-year
survival rates than non-Hispanic
Whites.! Although differences in
stage at diagnosis may partly ac-
count for survival differences,

a large proportion of the disparity
in survival has been attributed to
poorer quality of care, delay in
receipt of treatment, or no receipt
of treatment among minority pa-
tients.>"® Specific health systems
or individual providers no doubt
contribute to unnecessary delays
in care. However, patients also
may have reason to delay or re-
fuse treatment, such as a poor
patient—provider relationship or
dissatisfaction with the treatment
plan.

Effective patient-centered com-
munication and a positive patient—
provider relationship have been
associated with improved treat-
ment adherence, survival, and
health-related quality of life
among cancer patients.>' Racial
and ethnic minority patients are at
higher risk than White patients
for poor communication and
a strained patient—provider rela-
tionship, which in turn can lead to
delayed or nonstandard care. '™
Incorporating cultural and indi-
vidual patient preferences into
cancer treatment planning
through shared decision-making
(SDM) may improve adherence to
treatment recommendations and
reduce delays in care."*

The SDM model emphasizes
the physician’s facilitation of the
patient’s involvement in treatment

December 2013, Vol 103, No. 12 | American Journal of Public Health

decision-making to improve qual-
ity of care and patient centered-
ness, and thereby improve health
outcomes. (In health care, “patient
centeredness” includes viewing
and treating the patient as a whole
and unique person, rather than
simply focusing on the disease
process.) As opposed to the his-
torical paternalistic or informed
decision-making models, the SDM
model is defined by a 2-way in-
formation exchange between the
physician and the patient, fol-
lowed by discussion of treatment
preferences by both parties until
they reach consensus on a treat-
ment decision.'® However, cancer
patients’ preferred level of in-
volvement in treatment decision-
making may vary. A recent review
found mixed effects of the impact
of SDM interventions on patients’
satisfaction and medication ad-
herence.'® Alignment between
patients’ preferred and actual de-
cisional role may be more impor-
tant to patients’ satisfaction than
decisional autonomy.'”*®

Taken together, these data sug-
gest that the SDM approach may
not be right for every cancer pa-
tient. Indeed, the available evi-
dence suggests substantial cultural
variation in the cancer treatment
decision-making process, includ-
ing culture-specific differences in
communication style, desired
amount and type of information,
and preferred decisional role!>'
For patients living in a defined
social and cultural context such as
an American Indian/Alaska Na-
tive (AI/AN) tribe, cultural con-
gruence includes recognition of

the decision-making role played
by other important stakeholders
outside of the patient—physician
dyad. 202!

To better assess SDM among
racial/ethnic minority cancer pa-
tients, we performed a systematic
review of the literature on SDM
for cancer treatment in ethnic
minority groups. We created
a conceptual model to expand the
SDM model and to identify the
multilevel determinants of cancer
treatment decision-making among
ethnic minority groups, which in-
clude factors at the level of the
patient, family and significant
others, community, and provider.
We summarized the literature at
each level of the model to deter-
mine what is currently known
about cultural variation in cancer
treatment decision-making, to ex-
pose the relevant gaps in knowl-
edge, and to make recommenda-
tions for future research.

METHODS

The present systematic litera-
ture review followed guidelines
put forth by the Institute of Medi-
cine?? In July 2011, we initiated
asearch of the published literature
using PubMed, PsycInfo, CINAHL,
and EMBASE, without applying
date limits. As a first step, we
searched broadly for “shared
decision-making” and “cancer.”
Because shared decision-making is
a relatively recent concept and
therefore is not a standardized
keyword search term, we built
a search string that captured
“shared decision-making”
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individually for each database us-
ing the keyword search terms
available (see appendix, available
as a supplement to this article at
http://www.ajph.org). Next, we
limited the search to studies that
would capture cancer treatment
decision-making and the impact of
cultural differences on decision-
making among racial/ethnic mi-
nority populations. “Minority
groups” were defined as popula-
tions who were the racial, ethnic,
or cultural minority population in
the country where the study took
place. As with “shared decision-
making,” we developed search
strategies specific to each database
to capture the literature on mi-
nority populations.

E.L.M. and A.M. M. developed
inclusion and exclusion criteria for
the systematic review and for the
review of the search results, using
the Preferred Reporting Items
for Systematic Reviews and Meta-
Analyses (PRISMA) schema.?>
They excluded studies if they
contained no data about cancer

SYSTEMATIC REVIEW

treatment decision-making, con-
tained no data for adult patients,
contained no primary data, or did
not report or stratify by cultural,
ethnic, or racial minority group.
Both quantitative and qualitative
studies were eligible for inclusion.
One reviewer assessed 246 ab-
stracts (including duplicates) and
excluded 206 on the basis of the
exclusion criteria (see the box on
this page) as well as 9 duplicates,
leaving 31 eligible abstracts. An
additional 8 abstracts from the
references of the eligible abstracts
fulfilled criteria and were in-
cluded. In the second round of
review, 2 reviewers independently
reviewed the 39 full text articles to
verify eligibility for inclusion by
applying the inclusion and exclusion
criteria. After discussing discrep-
ancies and reaching consensus, the
reviewers excluded 16 of these
articles (PRISMA diagram, Figure 1).
We developed a data abstrac-
tion tool for the systematic review
that captured detailed data from
both quantitative and qualitative

Inclusion and Exclusion Criteria for a Systematic Literature
Review on Shared Decision-Making in Cancer Treatment

Among Minority Populations

Inclusion Criteria

® Fit the definition of “shared decision-making.

»na

® Reported data on cancer treatment decision-making.

® Collected primary data.

® Included results related to decision-making in a racial/ethnic or cultural

minority group.”
® Published in a peer-reviewed journal.
Exclusion Criteria

® Conducted on decision-making for cancer treatment in children.

® Data not stratified by race/ethnicity or study did not include a minority groupb in

study population.

® Conducted on palliative or end-of-life care in cancer treatment.

“Shared decision-making is defined as a 2-way information exchange between the
physician and the patient followed by discussion of treatment preferences by both
parties until they reach consensus on a treatment decision.'®

® A racial/ethnic or cultural minority group is defined as a population that was the racial,
ethnic, or cultural minority population in the country where the study took place.
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studies, including study features,
sample information, methods, re-
sults, conclusions, and assessments
of methodological quality. Two
reviewers independently ab-
stracted these data points from the
final articles, and E. L. M. com-
bined the results. The reviewers
resolved disagreements through
discussion until consensus was
reached.

A number of methods exist to
synthesize quantitative and quali-
tative evidence from a systematic
literature review, including narra-
tive summary, content analysis,
and qualitative metasum-
mary.**?® We chose thematic
analysis for the present study be-
cause of its organizational and
structural utility for synthesizing
quantitative and qualitative evi-
dence into coherent themes.>* We
used an inductive approach—that
is, the analysis was directed by the
data content. Six steps of thematic
analysis proceeded as follows.
First, 2 reviewers independently
performed an in-depth reading of
each article (familiarization with
the data). Second, they indepen-
dently coded data. Third, they
searched the data for significant
themes relating to the role of
shared decision-making in cancer
treatment decisions among mi-
nority groups. Fourth, the 2 re-
viewers discussed, compared, and
contrasted the themes across
studies for further refinement until
(fifth) they reached consensus on
the final set of data-driven themes,
which (sixth) they organized into
a conceptual model.

SDM has been studied in the
clinical context of very few cancer
types, and we found no significant
differences by cancer site in the
limited available evidence for this
study. Therefore, we synthesized
findings for all cancer sites com-
bined. We sorted findings and
summarized them by theme and

study type (quantitative vs quali-
tative). We report confidence in-
tervals for the findings where
available. We also describe racial,
ethnic, and gender differences,
when available.

RESULTS

A final total of 23 articles®®~*5—
11 quantitative studies?®~3%*® and
12 qualitative studies®®~*"—ful-
filled criteria and were included in
the study (Table 1). Most of the 11
quantitative studies focused solely
on breast cancer (n=8), followed
by multiple cancer sites (n=2)
and prostate cancer (n=1). Simi-
larly, most of the 12 qualitative
studies focused on breast cancer
(n=9), followed by prostate can-
cer (n=1), lung cancer (n=1), and
unreported (n=1). Most studies
were conducted in the United
States (n=19). Ten of the quanti-
tative studies compared more than
1 minority group; African Ameri-
cans were the most commonly
represented minority (n=14), fol-
lowed by Latinas (n=6), Asians
(n=1), and an unspecified “other”
(n=23) minority group. Latina
populations were frequently di-
vided into low-acculturated and
high-acculturated subgroups, de-
fined by language preference (En-
glish vs Spanish). By contrast, only
4 of the qualitative studies com-
pared multiple minority groups.
Again, African Americans were
most frequently represented (n=
5), followed by Asian (n=4), La-
tina (n=3), and Jewish (n=1)
populations. Within the Asian mi-
nority group, Chinese were repre-
sented in the most studies, fol-
lowed by Punjabis.

Thematic analysis of the quan-
titative and qualitative papers
revealed 5 major themes: treat-
ment decision-making process,
patient factors, factors related to
family and important others,
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206 Excluded During Abstract
Review
138 Not cancer treatment decision-
making
e 28 Cancer screening
e 12 Clinical trial consent
o 21 Palliative care/end-of-life care

SYSTEMATIC REVIEW

Shared Decision-Making and

Cancer
PubMed 2366
Psycinfo 38711
CINAHL 683
EMBASE 3562
(with duplicates)

\4

Shared Decision-Making, Cancer,
and Minority Groups

PubMed 106
Psycinfo 10
CINAHL 49
EMBASE 81

e 77 Other
children

decision-making

conference abstract)

9 Cancer treatment decision-making in
19 Do not fit the definition of shared

43 No primary data collection

24 Does not include or stratify by
cultural, ethnic or racial minority group
8 Other reason (i.e., case study,

(with duplicates)

A

A4

31 Eligible Abstracts

PubMed 19
Psycinfo 2
CINAHL 4
EMBASE 6

Addition of 8 Abstracts Gathered
From Citations

making

decision-making

16 Full Articles Excluded
9 Not cancer treatment decision-

7 Do not fit the definition of shared
1 No primary data collection

5 Does not include or stratify by
cultural, ethnic or racial minority group

A

A4

community factors, and provider
factors. We organized the themes
into a conceptual model of the
decision-making process for can-
cer treatment among racial/ethnic
minority patients (Figure 2). Sev-
eral subthemes emerged, particu-
larly among patient factors, which
are described in detail in this
section. Examples of dominant
subthemes include spirituality,

23 Total Included
11 Quantitative studies
12 Qualitative studies

Note. Multiple studies fit more than 1 exclusion criteria.

attitudes toward treatment, self-
efficacy, acculturation, and advo-
cacy (Table 2).

Treatment Decision-Making
Process

The 3 subthemes of treatment
decision-making process were de-
cisional role, decisional regret or
satisfaction, and decisional role
conflict. Among the quantitative

December 2013, Vol 103, No. 12 | American Journal of Public Health

FIGURE 1—Search and selection of published literature on shared decision-making, cancer, and minority
groups through July 2011 in 4 electronic databases.

studies, shared and patient-based
decision-making were most fre-
quently used for cancer treatment
decisions (Table 3). Patients’ de-
cisional roles varied among mi-
nority groups and non-Hispanic
White patients, but racial differ-
ences were not always explicit in
the studies. Adoption of an SDM
model was reported by 33% to
42% of low-acculturated Latina,

high-acculturated Latina, and
African American respon-
dents.?”-3%3134 Patient-based
decision-making was reported less
often among low-acculturated
Latina patients (29%-37%) com-
pared with high-acculturated Latina
patients (39%-~75%).27283334
High-acculturated Latina patients
were more likely to report patient-
based decision-making than any
other decision-making model,
across several studies.>”2533
Provider-based decision-making
was less common, reported by only
10% to 33% of low-acculturated
Latina patients, 7% to 27% of
high-acculturated Latina patients,
and 24% to 27% of African
American patients 27283334
Women in all minority groups
were significantly less satisfied
than White women with their de-
cisions and with the decision-
making process. Relative to
their White counterparts, low-
acculturated Latina patients
reported the highest dissatisfac-
tion, with odds ratios ranging from
3.6 (95% confidence interval
[CI]=2.9, 6.9]) to 5.5 (95% CI=
2.9, 10.5), and highest decisional
regret (odds ratio [OR] =4.1; 95%
CI=2.2, 8.0), followed by high-
acculturated Latina patients (dis-
satisfaction OR range=1.3 [95%
CI=1.0, 1.9] to 3.8 [95% CI=
1.6, 5.1]; regret OR=2.0 [95%
CI=1.2, 3.7]) and African Amer-
ican patients (dissatisfaction OR
range = 2.1 [95% CI=1.3, 3.4] to
2.2 [95% CI=1.7, 3.9]; regret
OR=1.8[95% CI=1.1, 3.0])**%°
Two quantitative studies spe-
cifically examined conflict or
alignment between patients’ pre-
ferred decisional role and their
actual decisional role.*®*' Most
respondents (69%—93%)
reported a match between their
actual and preferred level of de-
cisional involvement, although
low-acculturated Latina women
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Characteristic
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TABLE 1—Characteristics of Articles Included in a Systematic
Literature Review on Shared Decision-Making in Cancer
Treatment Among Minority Populations

Quantitative Studies
(n=11), No. (%)

Qualitative Studies
(n=12), No. (%)

Cancer site
Breast
Prostate
Lung
Multiple
Not reported
Study location
United States
Outside United States
Study population®
Patients
Patients’ family and others
Health care providers
Minority race/ethnicity of study population®
African American
Latina/Latino
Asian
Haredi Ashkenazi Jewish
Non-Hispanic White
Other (not specified)
Level of decision-making®
Patient
Family and others
Community

8 (73) 9 (75)
109 1(8)
0 1(8)
2 (18) 0
0 1(8)
10 (91) 9 (75)
1(9) 3 (25)
11 (100) 11 (92)
0 3 (25)
1(9) 3 (25)
9(82) 5 (42)
6 (55) 3 (25)
1(9) 4(33)
0 1(8)
9 (82) 3 (25)
307 1(8)
11 (100) 12 (100)
5 (45) 8 (67)
0 1(8)

were more likely to report too
little involvement. Women whose
decision-making role matched
their preferences had the highest
satisfaction with treatment re-
ceived, the highest satisfaction
with decision-making process, and
the lowest decisional regret. By
contrast, women whose decision-
making role was less or more than
they preferred were at increased
risk of treatment dissatisfaction
(OR range =1.5-2.6; P<.005),
decision-making process dissatis-
faction (OR range = 2.5-3.2;
P<.001), and high decisional re-
gret (OR range=17-2.4; P<.001)'
Qualitative studies indicated
cultural variation in the adoption

Some studies had more than 1 subcategory.

of different decision-making
models and offered some explan-
atory insights (Table 4). High-
acculturated Asian American
women preferred a more active
decisional role, believing that ac-
tive engagement was necessary to
ensure that the provider presented
all treatment options.>® A study
of low-acculturated Punjabi women
reported low decisional involve-
ment, insufficient information
about treatments, and a lack of full
engagement in the decision-
making process.>® Many (though
not all) low-acculturated Chinese
and Korean American cancer
patients preferred a provider-

based decision-making model.*®
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Another study concurred that
Chinese American women
reported discomfort with the mul-
tiple treatment options presented.
They felt it indicated a lack of
authority and expertise and they
tried to interpret the “real” rec-
ommendation.*! Although 1 study
found that the majority of Latina
and African American cancer pa-
tients preferred a significant
amount of provider involvement
in decision-making, overall, these
populations reported feeling dis-
empowered in the decision-
making process.***34%46 They
expressed the need for more in-
formation, empowerment to self-
advocate, and physicians’ respect
for patients’ autonomy. In a study
of Haredi Ashkenazi Jewish
women, respondents reported
that, although they preferred

a rabbi-as-agent model similar to
the provider-based decision-mak-
ing model, they struggled with the
consequences and benefits of del-
egating their decision to an au-
thority figure.>® One study of Af-
rican American women with
breast cancer found that lack of
participation in decision-making
led many of them to reject che-
motherapy.*® Thus, the sense of
disempowerment from poorly
aligned decision-making prefer-
ences and roles could sometimes
result in nonadherence to cancer
treatment.

Patient Factors

Patient factors that influenced
the cancer treatment decision-
making process were primarily
focused on attitudes and deeply
held beliefs, as well as tangible
aspects of a marginalized social
status. The dominant subthemes
within patient factors included
level of acculturation or language
issues, spirituality and fatalism,
attitudes about treatment and de-
cision-making, and self-efficacy.

We investigated socioeconomic
status (SES) as a potential sub-
theme, but the limited literature
did not enable an in-depth inves-
tigation of the effect of SES in-
dicators on the decision-making
process among racial/ethnic
minority patients. One study
of African American patients
reported similar decisional in-
volvement by SES status, although
the small sample size (n=26)
limited the conclusions that could
be drawn from the findings.>*
Level of acculturation and
language issues. Six quantitative
studies included an analytic com-
ponent to investigate differences
in decision-making by minority
patients’ level of acculturation and
preferred language.?%-3%3 Five
of the studies investigated
decision-making differences be-
tween low-acculturated and high-
acculturated Latina breast cancer
patients.?"~3%33 As detailed pre-
viously, investigators found statis-
tically significant differences in
decision-making, decision-making
outcomes, and decision-making
factors by acculturation and lan-
guage. For example, compared
with low-acculturated Latina pa-
tients, more high-acculturated pa-
tients reported patient-based de-
cision-making and fewer reported
provider-based decision-mak-
ing?7?® Low-acculturated pa-
tients tended to be least satisfied
with their decision-making role
and outcome. One potential ex-
planatory mechanism for these
differences by level of accultura-
tion was the need for translation in
clinical encounters. In 1 study,
only 6% of high-acculturated La-
tina patients reported needing
translation in the clinical encoun-
ter, compared with 89% of low-
acculturated Latina patients.*®
A doctor or staff member trans-
lated for 52% of low-acculturated
patients, and 36% reported
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minority patients.

translation by family or friends.
The final study examined the role
of low acculturation in nondisclo-
sure of diagnosis among minority
patients in Singapore,*® and by
extension deferment of decision-
making to family members. Not
speaking English was associated
with 7.6 greater odds (95% CI=
1.7, 34.5; P=.009) of nondisclo-
sure of diagnosis among Chinese,
Malay, and other minority patients
in Singapore.

Spirituality and fatalism. A sin-
gle quantitative study>* among
African Americans explored in-
trinsic religiosity, defined as the
degree to which participants be-
lieve that they have internalized,
and live in accordance with, their
religious principles. In this study,
patients who shared decision-
making had lower average religios-
ity scores than those who reported
physician-based decision-making
(mean score=13.5 and 14.7 units,
respectively; P=.02).

Several qualitative studies
explicated the role of patient

FIGURE 2—A conceptual model of influences on cancer treatment decision-making among racial/ethnic

spirituality or “faith in God” in
cancer treatment decision-mak-
ing 3640434547 Suivinality was
cited repeatedly as both a coping
mechanism and a factor in the
decision-making process. Spiritu-
ality was a particularly strong
coping mechanism among African
Americans.***® Specifically, spiri-
tuality played a strong role in
having faith in the providers,
strengthening the relationship
with providers, and following the
providers’ recommendations for
treatment. In these studies, prayer
was not viewed as a sufficient
treatment option by itself.***> For
several minority groups, spiritual-
ity may have limited patients’ role
in decision-making by causing
them to put their trust in their
providers and in their religious
faith; alternatively, highly spiritual
patients may have had a psycho-
social characteristic that also stim-
ulated a high level of faith in
their providers. For example, in

a study of low-acculturated Asian
Americans, providers reported
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that patients were more passive
in treatment decision-making.>®
According to their providers, these
patients often viewed their cancer
diagnosis and treatment outcome
as part of “God’s will” and relied
heavily on prayer, which limited
their active participation in deci-
sion-making.

Attitudes about treatment and
decision-making. Three quantita-
tive studies explored the impact of
patients’ attitudes about treatment
and decision-making on the de-
cisional process, with mixed find-
ings. 27?934 One study of African
American men and women found
that patients held strong support-
ive attitudes for autonomy in
information seeking, but not au-
tonomy in decision-making,>* Pa-
tients with higher educational
levels had stronger supportive at-
titudes for autonomy in informa-
tion seeking and decision-making,
but attitudes were similar across
income level. Concerns about re-
currence, survival, and radiation
were self-reported as the most

significant attitudinal factors influ-
encing treatment decision-making
for Latina, African American,

and White women.?”*® One study
of breast cancer patients®”

found that, compared with low-
acculturated Latina and White
women, significantly more African
American and high-acculturated
Latina women reported concerns
about recurrence (61.4%—-64.1%
vs 55.6%-55.8% of patients; P
for overall trend =.044) and body
image (22.3%—25.3% vs 17.2%-—
19.8%; P for overall trend =.01)
as important factors in decision-
making. Significantly fewer White
women reported radiation con-
cerns as a major decisional influ-
ence than low-acculturated Latina,
high-acculturated Latina, and Af-
rican American women (17.2%
vs 26.8%-30.9%; P for overall
trend <.001). Another study>®
found that, although concerns
about survival and radiation did
not significantly differ between
groups, low-acculturated Latina
women rated concerns about
appearance (i.e., body image;
P<.001), surgical consequences
(P<.001), and cost (P<.001)

as greater decisional influences
than did high-acculturated Latina
and White women.

Four qualitative studies ex-
plored the theme of patients’ atti-
tudes in treatment and treatment
decision-making in greater detail.
Many of the factors or concerns
around decision-making were in
direct conflict, thereby heighten-
ing patients’ anxiety 30384344
For example, a study with low-
acculturated Korean and Chinese
American patients and high-
acculturated Asian American pa-
tients found that adopting a “posi-
tive attitude” played a central role
in treatment and treatment
decision-making for Korean pa-
tients and for highly acculturated
patients.®® The highly acculturated
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Theme and Subthemes
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TABLE 2—Organization of References Into Conceptual Model Themes in a Systematic Literature Review
on Shared Decision-Making in Cancer Treatment Among Minority Populations

Quantitative References

Qualitative References

Treatment decision-making process
Decisional role

Patient factors
Level of acculturation and language
Spirituality and fatalism

Self-efficacy
Factors of family and important others

Vicarious experiences
Community factors

Communication with the community

Provider factors

group defined a positive attitude
as taking an active decisional role,
whereas the Korean group viewed
it as deferring to the provider in
decision-making. Concurrent with
the desire to adopt or display
a positive attitude were concerns
about pain and suffering (Korean
and high-acculturated Asian
American patients), public dis-
plays of suffering (Koreans), and
survival (Chinese and high-
acculturated Asian Americans). In
studies of Latina women with breast
cancer, fear of chemotherapy and
side effects was a significant factor
in treatment decision-making,**
concurrent with deep fears of re-
currence (presumably reduced by
use of chemotherapy).*>
Self-efficacy. Two quantitative
studies with similar study popula-
tions examined patients’ self-
efficacy in communication with

Conflict between actual and preferred decisional role
Satisfaction or regret with decision-making or decision

Attitudes about treatment and decision

Participation or advocacy of others in decision-making
Participation or advocacy of others and receipt of treatment

Cultural or community norms and values

Decision-making as a collective experience

Provider preferences and recommendations
Provider communication and information giving

26-28,30-34

28,31
28,31,48

26-29,33,48

34
27,29,34
32,33

Consequences of ceding decision-making autonomy

35

27,29,30,35

30,32,35

Conflict and cultural congruence in the patient-provider relationship

surgeons as a factor in cancer
treatment decision-making.3*>3 In
1 study, White, Latina, and Afri-
can American women who felt
efficacious in their ability to com-
municate with their surgeons had
lower odds of deferring the final
treatment decision to family
members (OR=0.95; 95% CI=
0.91, 0.99; P=.009) than women
who did not feel efficacious.>* The
other study found no association
between self-efficacy and cancer
knowledge or treatment outcomes
across White, Latina, and African
American women.®> Neither
reported the distribution of self-
efficacy scores across racial/ethnic
groups. A qualitative study of La-
tina breast cancer patients** in-
dicated that self-efficacy in making
decisions and communicating with
providers was a key theme dis-
cussed in the focus groups.
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26-29,33,35
26-29,33,35

36,38-47
39,41,43,45,46
39,41,43-46

36,37,41,42,44
36,40,43-45,47
36,38,43,45

44

37-39,41,42,44,45,47
40,43,45

36-38,40,41,45
36,37,42,45
37,39,45

36,39,41,43,47
36,39,41-46
41,42,44

Factors Regarding Family and
Important Others

Family and important others
played a role in the cancer treat-
ment decision-making process.
The dominant subthemes within
this level of factors included par-
ticipation and advocacy in deci-
sion-making, impact of participa-
tion and advocacy on receipt of
treatment, consequences of ceding
decision-making autonomy to im-
portant others, and the experi-
ences of important others.

Participation and advocacy of
important others in decision-
making. Six quantitative studies
examined the role of family and
important others in the clinical
encounter in general and decision-
making specifically. 26293335
Types of family and important
others differed by study, including
all companions, spouse or partner,

family, and friends. A general
trend existed for family and others
playing an important role for low-
acculturated Latina women and
a smaller role for African Ameri-
can and White women. Two
studies found that most women
(70%—-79% overall) had a com-
panion present at their consulta-
tion with the provider.>”?®
African American women had a
lower frequency of accompaniment
(71.2%) than either low-accul-
turated and high-acculturated La-
tina women or White women
(77.5%~79.2%; P for overall
trend =.032).27

The importance of companion
types in decision-making and the
decision role they played differed
significantly by race/ethnicity.
High-acculturated Latina women
(59.3%) were more likely to
indicate that their spouse or part-
ner played an important role
in decision-making than low-
acculturated Latina women (54.3%),
White women (51.6%), and Af-
rican American women (44.5%;
P for overall trend =.015).27
Despite the apparent importance
of spouse or partner in decision-
making, another study found
that no high-acculturated Latina
women and very few low-
acculturated Latina women (4.2%)
or African American women
(3.0%) identified the spouse or
partner as the final treatment
decision-maker (P for group dif-
ferences=.19).> Family and
friends appeared to play a more
significant role than spouses or
partners in decision-making,
especially among low-acculturated
Latina patients.?”*°% Low-
acculturated Latina women were
much more likely to report family
(75.9%) and friends (45.4%) as
important in decision-making than
African American women (50.3%
and 25.6%, respectively), high-
acculturated Latina women
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TABLE 3—Summarization of Findings on Shared Decision-Making From the Quantitative Literature

Article

Main Outcome Variables

Findings

Back and Huak®®

Hawley et al.”®

Hawley et al.?’”

Kaplan et al.”®

Katz et al.®

Katz et al.*®

Nondisclosure of diagnosis

Match between actual and preferred decision-
making role; satisfaction with decision or
decision-making process

Treatment received

Type of treatment received

Type of treatment received; treatment delay;
satisfaction with decision or decision-making
process

Treatment received

A “family-centered decision-making model” was important, with family-initiated nondisclosure of
diagnosis to patients in 58 of 66 cases. Nondisclosure occurred more often when patients were older
(OR=7.7; 95% Cl = 3.5, 16.8), female (OR = 6.0; 95% Cl = 2.7, 13.7), non-English speaking (OR =
7.6; 95% Cl=1.7, 34.5), and in palliative care (OR=3.2; 95% Cl=1.3, 7.9).

Decision-making: 37% of patients reported shared decision-making. Low-acculturated Latina women
were more likely to report surgeon-based decision-making (31% vs 22%-28%; P not reported) and less
likely to report patient-based decision-making (30% vs 33%-41%; P <.1). 93% of patients reported
a match between preferred and actual involvement.

Dissatisfaction and regret: low-acculturated Latina women had the greatest likelihood of dissatisfaction
(OR=5.5; 95% Cl =2.9, 10.5) and regret (OR = 4.1; 95% Cl =2.2, 8.0). Companion presence was
associated with lower dissatisfaction (OR = 0.65; 95% Cl = 0.44, 0.96).

Patient-provider decision-making: surgeon-based decision-making was highest (33.1% vs 24.0%-26.7%)
and patient-based decision-making lowest (29.5% vs 33.4%-39.8%) among low-acculturated Latina
women.

Decision-making role of family and important others: African Americans had the significantly lowest
frequency of being accompanied by anyone to a consultation (71.2% vs 77.5%-79.2%; P =.032).
Family role in decision-making was significantly highest among low-acculturated Latina women
(75.9%), followed by African American (50.3%), high-acculturated Latina (49.4%), and White women
(34.1%; P for overall trend <.001).

Accompaniment to the consultation was associated with greater receipt of mastectomy (relative risk =
1.62; 95% Cl=1.14, 2.21).

Patient-provider decision-making: more White women reported that the provider indicated radiation as
optional (32.2%) than did high-acculturated Latina (18.7%) and low-acculturated Latina (10.2%)
women.

Provider recommendation and concerns about survival were the most important influences on surgery
decision-making reported by all ethnicities.

Compared with a recommendation that radiation was optional, provider indication that radiation was
necessary was significantly associated with radiation therapy (OR = 8.05; 95% Cl = 4.04, 16.03).

Among patients with breast-conserving surgery who did not undergo radiation therapy, low-acculturated
Latina (67%) and high-acculturated Latina (69%) patients more frequently reported lack of provider
recommendation as the reason than White women (57%).

Family influence on decision-making: low-acculturated Latina women rated family influences (P <.01) as
a greater influence on decision-making than other groups.

Low-acculturated Latina women had highest odds of low satisfaction with the decision-making process
(OR = 3.6; 95% Cl = 2.9, 6.9), followed by African American women (OR = 2.2; 95% Cl = 1.7, 3.9) and
high-acculturated Latina women (OR = 1.3; 95% CI = 1.0, 1.9; P for overall trend <.001).

Decision-making: 37.1% of all women reported shared decision-making, 41.0% reported patient-based
decision-making, and 21.9% reported provider-based decision-making. Patient-based decision-making
was associated with the highest rate of mastectomy receipt.

Communication with surgeons: ethnic differences in mastectomy receipt were partially related to
information exchange with surgeons. Among women who reported surgeon-based decision-making,
more White women reported a discussion only about breast-conserving surgery (50.7%) than did African
American (31.4%) and “other” women (26.0%; P =.029). Surgeons were more likely to recommend
breast-conserving surgery to White women (51.6%) than to African American (41.7%) and “other”
women (41.0%; P <.001).

December 2013, Vol 103, No. 12 | American Journal of Public Health

Continued

Mead et al. | Peer Reviewed | Systematic Review | e21




TABLE 3—Continued

Lantz et al.®!

Maly et al.®

Maly et al.>2

Phipps et al.**

Steenland et al.*®

Satisfaction with treatment; satisfaction with
decision or decision-making process; regret
with decision or decision-making process

Type of treatment received; final treatment
decision-maker

Breast cancer knowledge; treatment delay; type
of treatment received

Patients’ decision-making role

Type of treatment received
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Satisfaction with decision-making: most patients were satisfied with the decision-making process
(80.6%). Low satisfaction with decision-making was associated with being African American (OR = 1.56;
P <.001) and being “other” ethnicity (OR = 2.21; P <.001). Women whose decision-making role was
less than or more than their preferred role had increased risk of low satisfaction with the decision-
making process (OR=3.23 [P<.001] and 2.48 [P <.001], respectively).

Regret with decision-making: increased regret was associated with being African American (OR = 1.82;
P <.001) and being “other” ethnicity (OR = 2.58; P <.001). Women whose decision-making role was less
than or more than their preferred role had increased risk of regret (OR=2.42 [P <.001] and 1.71
[P<.001], respectively).

Final decision-maker: compared with other ethnicities, low-acculturated Latina women were the least
likely to identify themselves as the final decision-maker (36.6%) and most likely to have family or friend
make the final decision (49.3%).

Family as the decision-maker: low-acculturated Latina (OR = 7.97; 95% CI = 2.43, 26.20) and high-
acculturated Latina (OR = 4.48; 95% CI = 1.09, 18.45) women were significantly more likely than White
and African American women to have family making the treatment decision. Women who felt efficacious
in their ability to communicate with surgeons were less likely to have the family as the final decision-
maker (OR = 0.95; 95% Cl = 0.91, 0.99). Women whose surgeons had a participatory decision-making
style were less likely to have the family as the final decision-maker (OR = 0.98; 95% Cl = 0.97, 0.997).
Family decision-making was associated with lower odds of breast-conserving surgery (OR = 0.39; 95%
Cl=0.18, 0.85).

Interactive information giving was associated with greater odds of breast cancer knowledge (OR = 1.15;
95% Cl =1.03, 1.27) and breast-consenving surgery (OR = 1.18; 95% Cl = 1.05, 1.31) and lower odds
of treatment delay (OR = 0.81; 95% Cl =0.72, 0.91).

Most patients (42%) reported shared decision-making, followed by patient-based decision-making
(31%). Patients reporting shared decision-making had significantly lower religiosity than those reporting
provider-based decision-making (P =.02) and minimally higher than those reporting patient-based
decision-making (P = .28).

Provider communication: African American men were more likely to report communication difficulties with
the provider than White men (OR = 3.95; 95% Cl = 1.52, 10.30). Men who received no treatment were
more likely to report poor communication with the provider than men who received treatment (OR =
5.77; 95% Cl = 1.88, 11.46).

Provider recommendation: provider recommendation was inversely associated with surgery (OR = 0.25;
95% Cl=0.11, 0.60) and no treatment (OR = 0.16; 95% Cl = 0.05, 0.52).

Spouse, family, and friend recommendation: spouse recommendation was not associated with any
treatment. Other family or friend recommendation was positively associated with receiving no treatment
(OR=4.47; 95% Cl = 1.45, 13.8) but was not associated with any other treatment choice.

Note. Cl = confidence interval; OR = odds ratio.

(49.4% and 18.2%), and White
women (34.1% and 13.7%; P
for overall trend <.001).2”
Moreover, significantly more
low-acculturated Latina women
identified family or friend as the
final decision-maker (49.3%)
than African American women
(3.0%), high-acculturated Latina
women (17.9%), and White
women (2.2%; P for group

differences <.001).>® A study of
Asian patients in Singapore found
that a “family-centered” decision-
making model was most impor-
tant to this population.>®

Only 1 study adjusted for po-
tential confounders to study the
role of important stakeholders
outside the patient—provider dyad
in minority patient cancer treat-
ment decision-making,>*
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Adjusting for demographic and
clinical factors, patients’ self-
efficacy, social support, and pro-
viders’ participatory style, the
authors found that both low-
acculturated Latina women (OR =
7.97; 95% CI=2.43, 26.20) and
high-acculturated Latina women
(OR=4.48; 95% CI=1.09,
18.45) were significantly more
likely than White and African

American women to have family
making the cancer treatment de-
cision. Women who felt efficacious
in their ability to communicate
with surgeons (OR =0.95; 95%
CI=0.91, 0.99) and whose
surgeons had a participatory
decision-making style (OR =0.98;
95% CI=0.97, 0.997) were less
likely to have the family as the
final decision-maker.
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Article Research Question

TABLE 4—Summarization of Findings on Shared Decision-Making From the Qualitative Literature

Main Findings for Decision-Making

Ashing et al.® What are the cultural and socio-ecological factors that
influence the breast cancer experience of Chinese, Korean,

and “mixed” Asian American women?

Balneaves et al.>’ What are the experiences and responses of the family
members of immigrant Punjabi women diagnosed with

breast cancer?

Coleman- To what extent and in what way do Haredi rabbinical
Brueckheimer authorities participate in breast cancer treatment
et al® decision-making?

Howard et al.>® What are the experiences of Punjabi women with breast

cancer, as described by their personal narratives?

Jones et al.*° What are the cultural beliefs and attitudes of African American
prostate cancer survivors regarding the use of

complementary alternative medicine?

Killoran and Moyer41 What are the cultural factors that influence the treatment
decision-making by Chinese American patients and the

presentation of treatment options by providers?

Kreling et al.*?

What are older breast cancer patients’ attitudes toward
chemotherapy, and what factors influenced their treatment

decision-making?

Health care professionals’ perspective: Asian American patients (1) exhibited passivity in decision-
making and fatalism toward their cancer; (2) tended to rely on word-of-mouth over provider
recommendations.

Patients’ perspective: less-acculturated patients depended on the provider for treatment decisions
because of the provider's authority. More acculturated women preferred a more active decisional
role. Attitudes (concern about burdening the family, sexual health, concern for cost of treatment)
influenced treatment decision-making.

The accepted cultural norm is nondisclosure of a cancer diagnosis to the community and in some
cases to the patient. Family advocated for women in the clinical encounter, had to be assertive
with providers, and helped with language barriers.

Involving a rabbi in the decision-making process provided cultural meaning and relieved guilt and
blame, but carried the risk of a binding decision. Involving a culture broker in the decision-making
was considered advantageous because of high levels of trust in the broker, the broker’s experience
interacting with the medical world, and nonbinding decisions, but patients were concerned about
confidentiality and gender role conflicts.

Many patients reported following the providers’ treatment advice without question. For some
women, family's decisions took precedence over their own preferences. The women were focused
more on the collective, rather than the individual, experiences of breast cancer. However, they felt
that they were not given enough information and did not feel fully engaged in the decision-making
process.

Spirituality played a significant role in treatment decision-making for patients who used
complementary alternative medicine. Almost all of the men believed that prayer helped to fight
again prostate cancer, but none thought that prayer by itself would be sufficient. They believed
that God works through health care providers. Trust in providers and in their knowledge was very
important for treatment decision-making. Patients reported that changing cultural beliefs have
changed treatment decision-making intergenerationally.

There was a cultural belief that vanity is dangerous and therefore mastectomy is safer than breast-
conserving therapy, which was considered vain. Family, friends, and community reinforced these
beliefs among the patients, affecting treatment decision-making and regret.

Patient-provider miscommunication: patients felt in conflict with the provider's decision because
the provider did not respect their choice for mastectomy, their fears, and their beliefs. This
resulted in a loss of faith in provider, dissatisfaction with treatment, or uncertainty regarding
treatment choice, and consideration of nonadherence.

Provider presentation of treatment: triangulation of multiple data sources showed that providers did
not use the mandated handbook on treatment options correctly. Providers conveyed more bias in
the discussion of treatment options than they realized. There was a wide variation in providers’
opinions and presentation of options. There was also wide variation in providers’ views about
Asian American patients and how to present information to them, including using the family as
a guide for nondisclosure. Patients felt uncomfortable with being presented multiple options,
thinking that it indicated a lack of authority and expertise.

Most patients reported a provider-based decision-making style, which they preferred. Decision-
making for chemotherapy was promoted by (1) tailored communication, which included family
members; (2) provision of support services for women without support networks; and (3) culturally
sensitive provider communication.

Latina women faced barriers to chemotherapy use that included employment, insurance, and
language issues. They felt little empowerment to seek information. African American women
reported that class and education were important determinants of how providers treated them
and that they had to be advocates for themselves to be treated well. African American women
tended to keep their diagnosis secret, resulting in lack of support from the community.
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TABLE 4—Continued

Napoles- How do understanding of ductal carcinoma in situ diagnosis,

|.43

Springer et a treatment decision-making processes, and satisfaction with

care compare between Latina and White women?

Sheppard et al®

What are the key perceptions, enablers, and nurturers that
influence African American women'’s breast cancer adjuvant

therapy decisions?

Sheppard et al* What are the factors that influence Latinas” factors that

influence Latina’ breast cancer treatment decision-making?

Williams et al.*

What are the perceptions of communication and decision-
making with providers among African American patients

living with cancer and their families?

Zhang and Siminoff*’ What are the major differences of opinion between patients
and family members while making treatment decisions, and

why do they exist?

Understanding diagnosis, prognosis, and treatment: White women had a greater understanding of
diagnosis, prognosis, and treatment than Latina women. Low-acculturated Latina women wanted
more information about surgical treatment.

Treatment decision-making process: most White women reported shared decision-making and were
more likely to report patient-based decision-making than Latina women. Latina women reported
equal occurrence of shared decision-making and provider-based decision-making, and were more
likely than White women to report provider-based decision-making. Significant factors affecting
decision-making were friends’ and others’ prior experiences, fear of recurrence, and providers’
recommendation. Less-cited factors included attitudes about the procedure, spiritual beliefs, and
cost. The factors did not differ by ethnicity.

Treatment and decisional role satisfaction: patients were satisfied with their lack of decisional
involvement and with their treatment decisions when providers’ rationale for the decision was
explained clearly and when patients believed themselves to be well informed. Patients were
dissatisfied with their lack of involvement if they did not know the other treatment options or
providers’ rationale. Patients were dissatisfied with their treatment if they perceived that the
providers were unable to commit to a specific treatment recommendation.

A common theme was cultural identity and the importance of empowering African American women
with information to self-advocate during the decision-making process. Negative perceptions of
breast cancer treatment were based primarily on the observation of others receiving treatment.
Non-African American providers more often reported their patients as fatalistic. Strong spiritual
beliefs were not a primary decision-making resource for these women.

Patients were less confident in treatment decisions if they reported poor communication with their
providers. Good communication was associated with treatment satisfaction, treatment knowledge,
and use of recommended adjuvant treatment. Lack of decision-making participation, passivity in
the interaction with providers, and limited questioning led several women to reject chemotherapy.
Collectivism, family, the faith community, and others played important roles.

Women needed better communication with providers and more information about the disease and
treatment in Spanish. The family played a significant decisional role for Latina women. Factors
that affected treatment decision-making included for following: positive provider-patient
interactions, knowledge of diagnosis and treatment options, self-efficacy in decision-making, low
communication skills or language barriers, cancer fatalism, and cultural incongruence with the
providers. Patients reported not enough time for decision-making.

Provider-patient communication and quality of life: Participants stressed the importance of effective
provider-patient communication for quality of life, including recognizing the patient’s individuality
and tailoring communication.

Decision-making: effective communication, a sense of control (i.e., desire for shared decision-
making), and providers’ respect for patients’ autonomy was important for effective decision-
making. Respondents noted that not all patients have the capacity to self-advocate because of old
age, poverty, or low education.

African American families exerted limited pressure on providers. By contrast, White families
disagreed with providers on many issues, with or without patients’ concurrence. No African
American patients switched doctors. In contrast, 38% of White patients switched doctors and
more than 66% were persuaded by caregivers to do so. African American patients and caregivers
reported following providers’ recommendations closely and relying heavily on their faith in God.
Family discordance in treatment decision-making was common (not stratified by race).

Participation and advocacy of
others and receipt of treatment. Six
quantitative studies examined the
impact of a companion’s presence
and decision-making participation

on treatment-related outcomes,
with mixed results.?72933:35 One
study found that a companion’s
presence at the decision-making
clinical encounter was associated

e24 | Systematic Review | Peer Reviewed | Mead et al.

with lower decision dissatisfaction
among cancer patients (OR =
0.65; 95% CI=0.44, 0.96), but
not regret (OR=0.72; 95% Cl=
0.43,11)28 A companion’s

presence was positively associated
with receipt of mastectomy (rela-
tive risk [RR]=1.62; 95% CI=
1.14, 2.21), whereas a strong
spousal decision-making role was
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negatively associated with mas-
tectomy (RR=0.53; 95% CI=
0.36, 0.78).” The spousal role
was not associated with any treat-
ment of prostate cancer.> Inter-
actions between others’ decision-
making role and race/ethnicity
were not reported in the studies.
Consequences of ceding
decision-making autonomy. Eight
qualitative studies explored nu-
ances and consequences of the
role of family and other important
stakeholders outside the patient—
provider dyad in decision-making.
For racial and ethnic minority
cancer patients, family members
were important advocates in the
clinical encounter and provided
social and decisional support, fa-
cilitated communication with pro-
viders, and helped overcome lan-
guage barriers 373941424445
Family members commonly had
a substantial impact on treatment
decision-making and out-

37,39,41,42,44,45

comes, and in some

cases impeded receipt of treat-

rnent42'45

or requested nondisclo-
sure of diagnosis to the patient.>”
In several studies, the treatment
preferences of family and others
dominated patients’ preferences,
specifically with Chinese, Punjabi,
and Haredi Ashkenazi pa-
tients.*83%*! For the most part,
deferring to others’ decisions for
their cancer treatment appeared to
give patients more satisfaction
with treatment and the decision-
making process, whereas opposing
others’ recommendations or pref-
erences could lead to decisional
regret.®3%4! However, a number
of patients also expressed anxiety
or regret associated with leaving
the decision up to others, particu-
larly when the treatment prefer-
ences of the patients and others
were conflicted.**!

Vicarious experiences. In addi-
tion to directly affecting treat-
ment decision-making through

SYSTEMATIC REVIEW

decisional participation and rec-
ommendations, family, friends,
and other important stakeholders
indirectly influenced patients’
cancer treatment decision-making
through their personal experi-
ences with cancer. In 1 small
quantitative study of prostate
cancer treatment among African
American men, patients were
more likely to choose brachyther-
apy because they had friends who
had received this treatment (OR =
2.04; P<.1).%

Three qualitative studies inves-
tigated the theme of others’ cancer
experiences and treatment
decision-making with African
American prostate cancer pa-
tients,*° Latina and White breast
cancer patients,43 and African
American breast cancer pa-
tients.*® Prior experiences of
friends and family*® as well as
cancer survivor mentors*® sub-
stantially influenced decision-
making about treatments and
sometimes engendered a fatalistic
attitude toward treatment. Simi-
larly, vicarious experiences were
cited as reasons for the use of
complementary and alternative
medical cancer treatments,*°
sometimes without the knowledge
of the biomedical provider.

Community Factors

In addition to main partners,
family, friends, and other impor-
tant stakeholders, the patients’
community played both positive
and negative roles in the cancer
treatment decision-making pro-
cess. Studies used the term “com-
munity” to describe a variety of
types of groups of individuals, in-
cluding the faith community,
neighborhoods, cancer survivors,
and an unspecified “community.”
The dominant subthemes in-
cluded cultural and community
norms and values, communication
with the community, and
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decision-making as a collective
process.

Cultural and community norms
and values. One way through
which the community influenced
the decision-making process was
the formation and communication
of collective norms and values,
which was explored in 5 qualita-
tive studies.>”3840445 Cyltural
norms and values actively shaped
which treatment to receive for
Chinese American and Haredi
breast cancer patients in 2 stud-
ies.®*! Many Chinese American
breast cancer patients reported
cultural pressure to receive modi-
fied radical mastectomy instead of
breast-conserving surgery, even if
the former procedure was not
medically required, because
breast-conserving surgery was
seen as “vain” and oncologically
less safe.*' The desire to adhere to
religious law figured prominently
in Haredi breast cancer patients’
decisions about what treatment to
receive and when to receive it.>®
Moreover, rabbis and cultural
brokers served as sources of in-
formation for cultural norms and
values for treatment decision-
making and, for some patients,
made the treatment decision.
Among these women, concerns
about guilt, blame, and confiden-
tiality and fears about a binding
and disagreeable treatment deci-
sion were important in identifying
which, if any, religious authority
figure they would defer their
treatment decision-making to.*® A
study of African American men
found that increased formal edu-
cation compared with previous
generations and changing cultural
norms about medical treatment
resulted in a new preference for
allopathic medicine over root and
folk medicine to treat cancer.*’

In addition to influencing which
treatments to receive, cultural
norms shaped disclosure and

others’ involvement. The cultural
norm of collectivism—defined as
a social, communal way of living
characterized by mutual obliga-
tions and expectations within
groups—played a positive role
through the support and involve-
ment of family and the faith com-
munity.*> However, it could also
play an adverse role if family in-
volvement was negative, leading
to treatment delay and limited
disclosure of the condition to the
family.

Communication with the
community. Four qualitative stud-
ies explored communication with
the community during the cancer
treatment decision-making process
in minority populations, 6374245
Fear of stigmatization influenced
many patients not to disclose their
cancer diagnosis to the community,
which resulted in lack of com-
munity support®”*®> Many breast
cancer patients reported little or no
communication about their diag-
nosis and treatment with their
neighbors®®; however, commu-
nication with the community of
cancer survivors was viewed as
important.*>

Decision-making as a collective
experience. For Punjabi and Afri-
can American breast cancer pa-
tients, the cancer diagnosis and
treatment decision-making was
viewed as a collective experience
shared with their family, but most
Punjabi and some African Ameri-
can patients kept the diagnosis se-
cret from the community to avoid
stigmatization.>”> Because of their
desire to adhere to Jewish law,
Haredi breast cancer patients
viewed treatment decision-making
and the treatment experience as a
collective experience shared within
their religious community.>®

Provider Factors
Providers’ preferences and
recommendations. Five large
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surveys confirm that providers’
recommendations were the most
important positive influence on
treatment decision-making over-
al] 29-31,35:48 Conversely, the per-
ceived absence of providers’ ad-
vocacy of a particular treatment
was associated with reduced up-
take of that treatment. In some
studies, the strength of the pro-
vider’s advocacy varied by the
patient’s ethnicity. For example,
among breast cancer patients who
had breast-conserving therapy
but did not undergo radiation
therapy, 67% of low-acculturated
Latina patients, 69% of high-
acculturated Latina patients, and
57% of White patients reported
lack of provider recommendation
as the reason.?® Compared with
a recommendation that radiation
was optional, providers’ indication
that radiation was necessary was
significantly associated with re-
ceipt of radiation therapy (OR =
8.05; 95% CI=4.04, 16.03).
Providers’ indication that it was
unnecessary (or no indication) was
significantly associated with non-
receipt of radiation (OR=0.09;
959% CI=0.04, 0.19). In another
large survey, racial differences in
the operation type appeared to
be related to perceived commu-
nication content.>° Compared
with Whites, African American
breast cancer patients reported
that surgeons placed less emphasis
on breast-conserving therapy.
These patients in turn were more
likely to opt for mastectomy over
breast-conserving therapy. Nota-
bly, abdicating the decision-
making role to providers was
also associated with the highest
rates of decisional regret and
dissatisfaction."

Five qualitative studies under-
scored the perceived importance
of displaying respect for the
providers’ status as an authority
figure across racial and ethnic
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groups. 363944347 1y 5 study of
patients with advanced lung can-
cer, African American patients
were more likely than Whites to
follow providers’ recommenda-
tions even when in conflict with
the family.*” The authors inter-
preted higher compliance among
minority patients as a sign of re-
duced agency and fewer advo-
cates within the hospital and
health care system. Similarly, in
studies of Asian women with
breast cancer, patients often
consented to the provider-
recommended treatment even
when it was in conflict with per-
sonal or community values.>®*!
Provider communication and
information giving. Provider com-
munication permeated nearly all
aspects of the decision-making
process. Three quantitative studies
reported on dimensions of com-
munication that went beyond
simple information giving. Com-
pared with White women with
breast cancer, African American
women in a population-based
survey reported less optimal en-
gagement from their surgeons
about their desires and expecta-
tions for surgery, leading to more
decisional uncertainty.° These
findings were confirmed and ex-
tended by another study of White,
Latina, and African American
women®>? that found that interac-
tive information giving on the part
of the surgeon was associated with
higher odds of knowledge (OR =
1.15;95% CI=1.03, 1.27), lower
odds of delay in treatment (OR =
0.81; 95% CI=0.72, 0.91), and
higher odds of breast-conserving
therapy (OR=1.18; 95% CI=
1.05, 1.31). Racial/ethnic differ-
ences in knowledge and use of
breast-conserving therapy disap-
peared after adjustment for pro-
vider communication style.
Finally, a survey of African
American and White men with
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prostate cancer® found that Afri-
can American men were 4 times
more likely to report poor com-
munication with their providers
(OR=3.95; 95% CI=1.52,
10.30), and this in turn was highly
associated with nonreceipt of
treatment (OR=5.77; 95%
CI=1.88, 11.46).

Eight qualitative studies ex-
plored the effect of provider
communication on the cancer
treatment decision-making pro-
cess. 263941746 A oross studies, the
theme of needing more provider
time, individualized attention,
and culturally sensitive communi-
cation was commonly iterated.
Study participants indicated that
provider-based decision-making
was acceptable provided the pro-
viders’ rationale was clearly
explained to them.*>~*° Patients
wanted informative communica-
tion that included both elicitation
of their values and guidance for
treatment.

Supportive communication
from the provider was as impor-
tant for treatment adherence as
informative communication. In
a study comparing Latina and
White women with ductal carci-
noma in situ, Latinas consistently
reported more distress than White
women, which was alleviated
when providers were sensitive to
their emotional needs.*® Partici-
pants were dissatisfied when pro-
viders did not provide supportive
communication and highly appre-
ciative when it was provided.*®

Conflict and cultural congruence
in the patient—provider relationship.
Three qualitative studies*"****
discussed conflict related to the
presence or absence of cultural
congruence (defined as cultural di-
versity, awareness, sensitivity, and
competence) at the level of the
health care provider.*® In some
instances, the cultural focus was
SES, as in a study of African

American breast cancer patients
who reported that class and edu-
cation were important determi-
nants in how providers treated
them.*? They felt that they had to
advocate in the clinical encounter
to be treated well by the clinician.
In other instances, language bar-
riers contributed to culturally in-
congruent interactions. For exam-
ple, Latina women reported that
the lack of supportive communica-
tion, language barriers, and other-
wise incongruent interactions made
them fearful of asking questions
and leaving the decision to the
provider.** Patients who perceived
that providers did not respect their
choices, fears, or beliefs lost faith
in their providers and considered
nonadherence to treatment recom-
mendations.*!

DISCUSSION

We reviewed a broad array of
studies examining treatment
decision-making among racial/
ethnic minorities with cancer and
found several commonalities
across studies. Common themes fit
into multiple categories, including
treatment decision-making pro-
cess, individual patient factors,
factors related to family and im-
portant others, community factors,
and provider factors. Thematic
data overlapped categories sub-
stantially, indicating that individ-
uals’ perceptions and preferences
for medical decision-making can-
not be authentically examined
outside the context of family and
community—and that this may be
especially so among ethnic mi-
nority patients. In addition, the
SDM process is operationalized
during communication between
the patient and the provider. Thus,
the important linkages between
themes were social support,
communication, and cultural
congruence.
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Social Support

Social support was generally
provided by spouse and family but
could also include friends, com-
munity members, and members or
leaders of a religious community.
Although several studies noted
that social support had the poten-
tial of reducing individual auton-
omy and contributing to nonre-
ceipt of treatment, strong social
support more commonly resulted
in decision-making for more ag-
gressive treatment. These findings
are supported across other dis-
eases’® and have been expanded
by studies indicating that pro-
viders are more likely to recom-
mend more aggressive treatment
when they perceive strong social
support.’52 In fact, the presence
of strong social support was asso-
ciated robustly with improved
cancer survival,”® suggesting that
social support may be an appro-
priate area for intervention in a
patient-centered approach to can-
cer care.

Communication

Among cancer patients, effec-
tive provider communication was
associated with improved psycho-
logical outcomes (e.g., reduced
anxiety, improved psychological
adjustment to diagnosis), quality of
life, and physiological function-
ing* as well as significantly in-
creased adherence to treatment
recommendations.>* Despite these
benefits, we found that cancer pa-
tients continued to have high rates
of unmet communication needs
from their providers, and these
unmet needs were amplified
among racial/ethnic minority pa-
tients. Our findings are supported
by the few studies conducted on
provider communication with in-
digenous patients worldwide,
which identify significant chal-
lenges and a high prevalence

of miscommunication.'*?"%5-57
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Challenges to communication in-
clude different communication
styles, different medical belief
models, language barriers, lack of
provider skills in cross-cultural
communication, lack of patients’
control, lack of providers’ knowl-
edge of indigenous culture and
history, distrust of providers and
the health care system, lack of

a personal relationship between
the provider and patient, and an
alienating health care environ-
ment**%°7® Cultural values and
norms among racial/ethnic minor-
ity populations may have a signifi-
cant impact on patient—provider
communication, which warrants
further investigation.>®

Cultural Congruence

We found that cultural congru-
ence was primarily explored in
terms of language among quanti-
tative studies. Across studies, low-
acculturated minority women
reported less participation in and
satisfaction with cancer treatment
decision-making, which sometimes
led to nonadherence to care.

The qualitative studies were more
likely to explore nuances of cul-
tural competence and to offer ex-
amples of how providers might
bridge cultural divides. Given that
a culturally congruent approach
to care has been associated with
improved communication, less use
of costly services (such as clinic
vs emergency department), and
better health outcomes,* the case
for understanding and strength-
ening cultural congruence among
providers is strong. This is espe-
cially so among socially vulnerable
minority patients, for whom family
and community relationships are
an important source of identity
and support.

This systematic review was ini-
tially motivated by an inquiry into
cancer treatment decision-making
processes among Al/AN patients,
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but our search was limited by a
dearth of relevant data. Although
AI/AN groups have the lowest
cancer rates among racial/ethnic
minority populations in the United
States, they also have the highest
mortality and lowest 5-year sur-
vival rates after diagnosis."®*®" As
with other racial/ethnic minority
groups, differences in quality of
treatment, delay in receipt of
treatment, and lack of treatment
likely play a significant role in
cancer survival disparities,>>%%2
and enhancing the patient—pro-
vider relationship and satisfaction
with the treatment plan may play
an important role in addressing
these disparities. In our experi-
ence, traditional models of SDM
may be inappropriate to AI/AN
communities.**®* The commu-
nity and family play significant
roles in health care decision-
making for AI/AN patients.2**-5°
Moreover, miscommunication be-
tween health care providers and
indigenous populations is perva-
sive and often unrecognized, with
negative consequences for the
clinical encounter and treatment
adherence.'® Incorporating cul-
tural and individual preferences
into the treatment decision-
making process may substantially
improve cross-cultural communi-
cation between providers and Al/
AN patients. The SDM model
should therefore be extended
beyond the traditional patient—
physician dyad, especially among
AI/AN cancer patients.

Our review has limitations that
must be noted. First, as with any
systematic review, our search may
have been subject to publication
bias. To mitigate this, we used
comprehensive search terms,
searched several large databases
linked to different disciplines in
which the topic is studied, and
carefully reviewed the reference
lists of included publications.

However, it is possible that im-
portant data may not have been
published or that papers may have
been missed. Second, we included
studies with a broad variety of
racial and ethnic minority patients,
which certainly cannot represent
the experiences or perspectives
of a single group. However, with
a broad search we can understand
common experiences and themes
in cancer treatment decision-
making among all minority pa-
tients. Furthermore, the findings of
our review are limited by the
available literature. Most of the
studies included in our review
were on breast cancer, based in
the United States, and conducted
among African Americans, which
may limit the generalizability of
the findings to other cancer sites,
countries, and racial and ethnic
minority groups. Because our re-
view was motivated by treatment
decision-making in AI/AN popu-
lations, the model needs to be
applied and further refined in this
group to enhance utility.

In spite of these limitations, we
believe that the synthesized data
present a compelling need to ex-
pand the SDM model beyond the
traditional patient—provider dyad
to other significant stakeholders,
including the family, social sup-
porters, and the minority commu-
nity. Decision aids for treatment
and screening decisions have been
found to improve the decision-
making process,®* and further
work is needed to develop such
aids to include important stake-
holders outside the patient—provider
dyad. An extended, shared
decision-making approach may be
particularly appropriate among
AI/ANs, who are at higher risk for
nonadherence to cancer care and
for cancer mortality than any
other ethnic group in the United
States. Although individual
AI/ANs may choose not to reside
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on reservation lands or not to
participate in tribal activities, Al/
ANs who are more strongly affili-
ated with traditional native culture
have been significantly less likely
to be adherent to cancer-screening
regimens.?%%%%® The sensitive
inclusion of family members or
tribal leaders in the cancer treat-
ment decision process could facil-
itate communication and cultural
congruence, and may ultimately
have an impact on adherence to
recommended cancer care. B
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