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The Importance Of Integrating
Narrative Into Health Care
Decision Making

ABSTRACT When making health care decisions, patients and consumers

use data but also gather stories from family and friends. When advising

patients, clinicians consult the medical evidence but also use professional

judgment. These stories and judgments, as well as other forms of

narrative, shape decision making but remain poorly understood.

Furthermore, qualitative research methods to examine narrative are

rarely included in health science research.We illustrate how narratives

shape decision making and explain why it is difficult but necessary to

integrate qualitative research on narrative into the health sciences. We

draw on social-scientific insights on rigorous qualitative research and our

ongoing studies of decision making by patients with cancer, and we

describe new tools and approaches that link qualitative research findings

with the predominantly quantitative health science scholarship. Finally,

we highlight the benefits of more fully integrating qualitative research

and narrative analysis into the medical evidence base and into evidence-

based medical practice.

I
n a January 2001 Narrative Matters es-
say in Health Affairs, John McDonough,
a former state legislator, reflected on
how stories affect policy making. Story-
telling will always be part of the policy

process, he wrote, but we can seek to improve
policymakers’ ability to interpret the stories they
hear.1 McDonough’s perspective is instructive
not only for the field of health policy but for
health decision making generally. Anthropolo-
gists, linguists, and neuroscientists tell us that
human beings are storytellers.2 People think,
communicate, and make decisions through sto-
ries and narrative, which makes it imperative
that researchers, health practitioners, andpolicy
makers learn how to interpret narrative more
skillfully.
In this articlewedefinenarrative as a spokenor

written account of real-life—instead of fictional
or hypothetical—events, told from the viewpoint
of someone who experienced them. Patients

mine narratives from family members, friends,
and the media when making health decisions
in exam rooms, hospital rooms, and living
rooms.3,4 In policy, it is said that a well-timed
narrative anecdote “can vaporize a mountain
of data and careful policy analysis.”1(p209) Clini-
cians use their professional judgment to guide
patients’decisions—and that judgment drawson
bothmedical research and a narrative about how
a particular patient fits in with other patients
they have treated or heard about.5 Through mul-
tiple channels such as patient stories, policy an-
ecdotes, and professional judgments, narrative
shapes our approach to health decisions.
Yet narrative is often excluded from the medi-

cal evidence base. It may appear in sections of
publications, such as the Narrative Matters es-
says in Health Affairs, but rarely does it form the
heart of an original research report in a medical
journal.6 The health sciences have limited tech-
niques for rigorous narrative analysis, and clini-
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cians and patients have few tools to use in ad-
dressing thenarrativedynamics of decisionmak-
ing. Patients and clinicians, as well as policy
makers, could benefit from increasing their skill
at interpreting stories but largely lack themeans
for doing so.
In this article we illustrate how narrative in-

fluences health decisions by patients and clini-
cians, and we discuss the need to improve how
we use narrative as evidence. We examine why
narrative insights remain overlooked despite a
growing appreciation for qualitative methods.7,8

We describe tools and approaches to bridge the
gap between qualitative inquiry and health sci-
ence, and we discuss how these tools could sup-
port rigorous qualitative research that integrat-
ed narrative data and insights into medical
evidence.

How Narrative Matters
In health decision making, narrative can trump
the evidence base for the following reasons,
among others: Medical evidence may not mea-
surepatient-centeredoutcomes,maynot include
diverse populations, or may overlook issues re-
lated to chronic illnesses or comorbidities.9 For
patients represented in the evidence base, quan-
titative data can be confusing or seem irrelevant
in the midst of decision making. In contrast,
accounts of illnesses and treatments, cautionary
tales, previous experiences, and common sense
may seem to provide compelling and actionable
information.10 Such narratives may not consti-
tute a reliable basis for sound health care deci-
sion making on their own.4 But, handled appro-
priately, they can be helpful to patients and
clinicians.
To illustrate the use of narrative in decision

making, we use four examples—two from the
authors’ published studies and two from Narra-
tiveMatters essays inHealth Affairs. The first two
examples show patients invoking narrative,
while the final twoexamples showhowclinicians
draw on their professional experiences in mak-
ing clinical judgments. The four examples illus-
trate the value of narrative evidence and the chal-
lenges of integrating narrative and conventional
medical and scientific evidence.
Policy makers also use narrative in decision

making, but in this article we focus on patients
and clinicians who share the challenge of incor-
porating narrative into decisions about what is
best for an individual’s health—as opposed to the
health of a population or constituency.

Patients’ Use Of Narratives Rebecca was
fifty-five years old when she was diagnosed with
ductal carcinoma in situ (DCIS, a noninvasive
breast cancer) and joined a longitudinal study

of the experiences and treatment decision mak-
ing of patients with breast cancer conducted by
two of the authors (Katharine A. Rendle and
MeghanHalley) and colleagues.11Despite strong
recommendations from her surgeon to undergo
a less aggressive procedure, Rebecca opted for
bilateral mastectomy. In an ethnographic inter-
view, she described how a conversation with a
breast cancer survivor had informed her deci-
sion: “Like me, [this survivor] had had children
and she…said, ‘You know, [my breasts] were
getting a bit saggy. I had breastfed a lot…and
if I have one breast that’s getting old and saggy,
and one silicone…I feel [like] a victim. I feel like
I’ve had an illness whereas all these California
women who are investing in their bodies and
having silicone implants, they are having this
very similar kind of surgery [to mastectomy].’
That made me laugh and sort of ticked into
how I feel and I sort of thought, yeah I totally
get that.…And actually if insurance is gonna pay
for this, you know, hey, I’m gonna come out of
this ahead and I’m gonna choose the size. And
she said to me, ‘You know what? I can even go
braless thesedays.’…And Iwas just thinking, oh,
my God, that would be exciting.”11(p1256)

Through the survivor’s narrative, Rebecca
found a way to understand her own diagnosis
of DCIS as an opportunity to empower herself.
From the perspective of clinical evidence, mas-
tectomywasunnecessarily aggressive, but froma
personal perspective, theprocedurealignedwith
Rebecca’s feelings about her identity, sexuality,
and sense of empowerment.
Her interview shows how she arrived at this

understanding and provides novel insights into
decisionmaking that quantitative evidence from
medical records or patient surveys cannot repli-
cate. Even surveys that gather patient-centered
information provide only limited ways to repre-
sent a woman’s experience.12 In contrast, narra-
tivedata can lead tonewandunexpected insights
for researchers and clinicians, such as about how
a treatment decision may reflect issues of body
image that emerge in the context of social
support.
In our second example, Jessie Gruman, who

was founder and president of the Center for Ad-
vancing Health until her death in 2014, de-
scribed her search for a surgeon to treat her
stomach cancer in a Narrative Matters essay.13

In the excerpt below, she illustrated how word-
of-mouth recommendations are at times more
meaningful to patients than quantitative quality
data when deciding where to seek care:
“My first urgent task was to find the right

doctor in New York City, a center of the tertiary
care universe, to remove a stomach tumor….
“I searched online but found that comparative
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quality information on surgeons specializing in
stomach cancer was virtually nonexistent. Com-
mercial physician ratings are based on academic
credentials, board certifications, and peer rat-
ings rather than outcomes or credible patient
reviews.
“I quickly realized that even with today’s new

resources to help find good doctors, the most
reliable way to distinguish the merely qualified
doctor from the expert one remains recommen-
dations from people who know people, doctors
who know doctors. And so began a week of
countless phone calls and e-mails.”13(pp427–8)

Gruman acted on information from friends
and friends of friends while viewing publicly
available clinician ratings with skepticism. It
took a savvy patient to recognize that the public
ratings were based on academic credentials and
board ratings, which do not necessarily provide
reliable evidence about patient outcomes. And it
speaks to the power of narrative that a patient
was willing to place her trust in the anecdotes
that she gathered personally.
Clinicians’ Use Of Narratives Narrative al-

so shapes howclinicians guide patient decisions.
The medical evidence base is a crucial resource
for treatment recommendation, but clinicians
also draw on their professional judgment to as-
sess the evidence in light of a patient’s situation.
They guide patients toward options that seem
sensible given their professional understanding
of the patients’needs anddesires. In the process,
cliniciansdrawonnarratives of past patients and
narratives shared by colleagues and teachers
over the years.
In the excerpt below, from our study of deci-

sion making by patients with cancer, Christo-
pher Koenig and colleagues describe an exam
room discussion in which a patient asks his
oncologist about the changes in diet he is con-
templating.14 Their interaction illustrates the dy-
namic relationships between professional expe-
rience, clinical judgment, and medical evidence:
“Mr. Lane recounts that he and his spouse have
been doing a lot of diet changes, such as cutting
out meat and dairy and eating brown rice, and
some homeopathic stuff. Mr. Lane finally asks,
‘Will that make any difference do you think?’
Dr. Rivera replies, ‘With some very strict diets
the PSA [prostate-specific antigen] increases
less quickly, but these diets are very hard to
maintain. They don’t affect just individuals,
but whole families, which can be very disruptive.
There’s also a big danger with adherence—when
people don’t feel like they can maintain these
diets, they begin to feel like they are complicit
inmaking their cancer grow.What I don’t want is
for you to feel guilty or feel like you’ve failed to
control the cancer.What I can say is that a general

“heart smart” healthy diet will go a long way
without being too disruptive.’ Dr. Rivera shifts
topics by saying that PSAs typically increase for
these types of tumors, so you should have a CAT
scan and a bone scan after 12 weeks.”14(p861)

In parts of this conversation, the physician’s
recommendations seem grounded in conven-
tional medical evidence, such as the benefits of
a “heart smart” diet and the need for computed
tomography (CT) scans (also called CAT scans,
for computerized axial tomography). At other
times, his recommendations reflect clinical judg-
ment honed during a career caring for patients
with cancer. The physician appears to draw on
this experience-based narrative when he cau-
tions his patient against attempting a major die-
tary change.
His concerns appear genuine, he presents

them sensitively, and they reflect his shared his-
tory with this patient. However, clinical judg-
ment remains subjective and idiosyncratic, a re-
flection of the fact that it develops organically
instead of through the validated procedures of
the conventional medical evidence base. Recom-
mendations based on clinicians’ judgment—
presented as narrative—can improve patients’
experiences, but they can also miss the target
because it can be difficult to fully appreciate pa-
tients’ core goals, values, and preferences. The
following example illustrates this clearly.
In a Narrative Matters essay, Diane Meier, a

palliative care physician, discusses her experi-
ences caring for a patient called “Jenny” in the
essay, whose oncologist aggressively treated her
terminal lung cancer during multiple rounds of
chemotherapy.15 After the oncologist recom-
mends another course of aggressive therapy,
Meier decides to ask him why:
“‘Jenny was in today, and she mentioned that

you had suggested intrathecal chemo for her
brain metastases,’ I said. ‘I told her I’d call to
find out what you anticipated from this ap-
proach, since this is outside my expertise.What
are you hoping we can accomplish with this
treatment?’
“After a brief pause, he spoke. ‘It won’t

help her.’
“I struggled for a response. ‘Would you want

me to encourage her to go aheadwith it anyway?’
I asked, finally.
“After anotherpause, this one longer andmore

awkward than the last, he said, ‘I don’t want
Jenny to think I’m abandoning her.’…
“His comment struck me.…
“It seemed that the only way Jenny’s oncolo-

gist knew to express his care and commitment
for her was to order tests and interventions. He
felt that to stop doing this was akin to aban-
doning her. His words transformed my under-
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standing of what I’ve viewed as inexplicable
behavior in the face of progressive and terminal
illness.”15(p896–7)

This conversation helped Meier understand
what could be viewed as overtreatment on the
part of the oncologist. The oncologist’s clinical
judgment—to recommend treatment that would
have no clinical benefit for his patient—was
based not onmedical evidence but on a narrative
developed fromhis professional experiences and
his observations and assumptions about Jenny’s
situation. Though the oncologist was well-inten-
tioned, this examplenevertheless illustrateshow
difficult it can be to construct an accurate narra-
tive of a patient’s illness experience and the po-
tential risksof recommending treatmentoptions
based on a misunderstanding of a patient’s core
values and goals.

Reconciling Narrative And Health
Science Data
These examples show how narrative can shape
patients’ and clinicians’decisionmaking.Asnot-
ed above, however, narrative’s role in decision
making remainsunderexplored inhealth science
and policy research. Three key reasons account
for this situation. First, qualitative studies often
do not gather data from representative popula-
tions, and thus their results may not be general-
izable. Second, to maintain confidentiality and
because the data are voluminous, investigators
rarely share qualitative data sets, whichmakes it
difficult to combine or compare findings from
different qualitative studies. Finally, these limi-
tations on generalizability and data sharing can
make it difficult to translate qualitative findings
into practical strategies for health improvement.
Considering these challenges, some research

methodologists have argued that narrative anal-
ysis should remain separate and distinct from
scientific inquiry.16 In studies of health, this ap-
proach would have the effect of maintaining the
status quo, in which narrative health data often
appear in specialized journals whose readers are
drawn from the medical humanities or social
sciences but not the health sciences.
However, othermethodologists have called for

efforts to bridge the gap between narrative and
scientific evidence.17 Given narrative’s role in de-
cision making and decision research, continued
investment in efforts to bridge that gap appears
reasonable.4 New methodological tools must be
developed that balance narrative richness, scien-
tific rigor, and practical utility. Such tools could
advance scholarly understanding of decision
making and improve howpatients and clinicians
make health care decisions in everyday life.
Below we describe how, with support from the

Patient-Centered Outcomes Research Institute
(PCORI), we are exploring ways to address the
challenge of integrating qualitative data into
medical evidence and practice.

Integrating Narrative Into Decision
Making: Tools And Approaches
The stories of Rebecca and Mr. Lane are taken
from studies our research group is conducting
on treatment decisions by patients with cancer.
One of our studies focuses on cancer patients’
decisions to join (or not join) an early-phase
clinical trial. Using ethnographic interviews
andobservation,we systematically collectednar-
ratives from approximately a hundred patients
with advanced cancer. As we examined their de-
cisions, it seemed likely that their narratives—of
illness trajectories, family discussions, and clin-
ical interactions—held insights beyond those
available from standard qualitative analysis.
We sought a newway to analyze these data and

drew inspiration from the bench sciences, where
molecular biologists use microarray technology
to decipher gene expression patterns. Genetic
microarrays analyze DNA and display the result-
ing data using a heatmap—a graphical represen-
tation in which color, hue, and intensity repre-
sent the data. For example, a genetic microarray
can show how thousands of genes are expressed
in hundreds of DNA samples. Genes that are
highly overexpressed will appear as areas of
bright green, while underexpressed genes will
show up as red areas. Microarray analysis of
DNA from breast cells shows distinct patterns
of green and red in normal compared to cancer-
ous cells.18 Interestingly, the heat maps reveal
that each different type of cancer has a distinct
pattern of genetic expression.
We wondered if a tool similar to the genetic

microarray could graphically represent the expe-
riences of patients with cancer. Such a narrative
heat map might include patients’ demographic
characteristics, clinical conditions, decisions,
andoutcomes. Amap that showedmanypatients
simultaneously could allow researchers, clini-
cians, patients, and caregivers to more easily
understand how their own experience compares
to the cancer journeys of others.
With support from PCORI, we are currently

building this tool, whichwe call an ethnographic
array, or “ethnoarray.”19Wedeveloped theethno-
array to better understand how contextual, clini-
cal, and personal factors as well as family and
clinical interactions shape patients’ decisions to
seek enrollment in a cancer clinical trial.20 Our
hope is that it can identify patterns of decision
making that present quantitative and qualitative
analyses cannot detect.
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Decision-making pathways, such as those re-
vealed in the ethnoarray, may also help address
the health decision challenge of organizing in-
formation. Patients facing serious health deci-
sions often receive new news. Clinicians, family
members, friends, the Internet, and patients’
own bodies constitute an endless source of test
results, advice and recommendations, and symp-
toms and side effects. The information rarely
speaks for itself. Instead, patients (togetherwith
their providers) must decide which facts to con-
sider and which to ignore, and how to make
decisions accordingly.
In situations such as these, patients and clini-

cians may need help interpreting information
and organizing it in order of importance. A nar-
rative story line can help by supplying a sense of
structure, plot, and context and a timeline that
helps patients and providers arrive at decisions
that feel sensible, informed, and transparent.4

Narrative story lines don’t tell patients or clini-
cians what to do so much as remind them of the
pathways and choices they face.
Currently, story lines arise idiosyncratically

from patients’ histories, networks, and clinical
interactions. Qualitative analysis can provide ev-
idence-based story lines. Building on a thematic
analysis of patient interviews, we developed a
short video that illustrated a common story line
we heard during interviews with patients who
had stage IV cancer. The video reminds similar
patients that one important choice they face is
whether to pursue symptommanagement, cura-
tive therapy, a clinical trial, or a combination. It
illustrates eachpathwaywith an emphasis on the
practical consequences of each choice.
In pilot tests, patients reported that the video

helped remind them of big-picture issues that
might otherwisehave gotten lost amid the count-
less everyday issues involved in living with a
complex illness. Both the ethnoarray and the
video for patients with advanced cancer suggest
how curated qualitative data can be a valuable
source of evidence to guide health decisions.

Recommendations
Stories and narratives, collected and analyzed
systematically, can yield qualitative evidence to
improve and guide decision making. We echo
McDonough’s call to embrace insights and per-
spectives gleaned from stories and narrative,
and we note that the social sciences have a rich
tradition of examining what narrative means
and how to distinguish data from anecdote.
McDonough found that a simple question—
How do you know that?—could help separate
reasonable anecdotes from irresponsible story-
telling.But turningstories intonarratives foruse

by patients, scientists, clinicians, and policy
makers requires more, including methodologi-
cal innovation and new data infrastructure.
In terms of methodology, no need is more

urgent than establishing guidelines for system-
atic qualitative research. Multiple attempts have
beenmade to establish suchguidelines, but qual-
itative scholars do not agree onwhich guidelines
are appropriate and helpful.21,22 It may be sensi-
ble to recognize that there are multiple forms
and applications of qualitative analysis and that
different standards may be appropriate for sin-
gle-case exploratory studies and for multiple-
case comparative studies.
There is no dominant funder of qualitative

research to champion the establishment of such
guidelines, however. TheNational Science Foun-
dation, National Institutes ofHealth, andRobert
Wood Johnson Foundation have published guid-
ance on qualitative methods. But these guide-
lines have not proliferated widely, and no
research funder, professional society, or pub-
lisher has sought to become the arbiter of quali-
tative research. As narrative analysis continues
to augment health science and practice, it is pos-
sible that an institutional champion such as
PCORI could help establish such guidelines.
Data infrastructure to support qualitative re-

search is a second critical priority. Capacity is not
the issue, as qualitative data sets are small com-
pared to the administrative and biomedical data
sets already in routine use. But sharing rich,
context-dependent qualitative data raises ethical
and legal issues.
Investigators have yet to devise methods that

adequately shield the confidentiality of research
subjects in a large qualitative health data set. In
quantitative studies, researchers protect confi-
dentiality by concealing personally identifiable
information in raw data, by sharing only aggre-
gated data, or both. For small qualitative studies,
researchers conceal details about subjects and
sites in published reports and do not share large
amounts of raw data. Neither concealment nor
aggregation is a viable strategy for protecting
confidentiality in large qualitative data sets,
however. Aggregation can protect confidentiali-
ty, but it destroys the richness that makes quali-
tative data valuable. Similarly, masking identi-
ties completely would conceal so much
contextual detail that the data would be uninfor-
mative.
A qualitative research infrastructure thus re-

quires innovative social engineering. The bench
sciences may again offer models worth emu-
lating, such as theNational Institutes ofHealth’s
policy on sharing genomic data.23 Such efforts
have established a research community whose
members are able to share sensitive genetic data
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using honest brokers, legal arrangements to en-
sure that participating institutions are exposed
only to manageable risk, and reliable punish-
ments to discourage misuse of the data.

Conclusion
We are at the beginning of what promises to be a
long and uncertain process of trying to integrate
narrative data into health science research and

health care decision making. A successful out-
come of this process is far from guaranteed, but
the payoff could be substantial. As Glyn Elwyn
and colleagues note, “Although numbers are
powerful, stories trump numbers, and relation-
ships trump stories.”10(p707)Developing new qual-
itative research tools could help ensure that pa-
tients, clinicians, researchers, andpolicymakers
properly account for and benefit from the power
of stories in health decision making. ▪

All authors were supported by the
Patient-Centered Outcomes Research
Institute (PCORI; Grant No. ME-1409-
22996; principal investigator: Daniel
Dohan). Additionally, Dohan, Sarah
Garrett, and Corey Abramson received
support from the National Cancer
Institute (NCI; Grant No. NIH R01
CA152195; principal investigator:

Dohan); and Meghan Halley received
support from the Richard and Susan
Levy Fund. The authors thank Stuart
Henderson, Dominick Frosch, Suepattra
May, and anonymous reviewers for their
helpful feedback. The authors are also
deeply grateful to those who
participated in our studies of decision
making and the experiences of patients

with cancer, on which the insights
presented in this article are based. The
statements presented in this publication
are solely the responsibility of the
authors and do not necessarily
represent the views of the National
Institutes of Health or of PCORI, its
Board of Governors, or its Methodology
Committee.

NOTES

1 McDonough JE. Using and misusing
anecdote in policy making. Health
Aff (Millwood). 2001;20(1):207–12.

2 Gottschall J. The storytelling animal:
how stories make us human. Boston
(MA): Houghton Mifflin Harcourt;
2012.

3 Abramson CM. The end game: how
inequality shapes our final years.
Cambridge (MA): Harvard Universi-
ty Press; 2015.

4 Bekker HL,Winterbottom AE, Butow
P, Dillard AJ, Feldman-Stewart D,
Fowler FJ, et al. Do personal stories
make patient decision aids more ef-
fective? A critical review of theory
and evidence. BMC Med Inform
Decis Mak. 2013;13(Suppl 2):S9.

5 Montgomery K. How doctors think:
clinical judgment and the practice of
medicine. Oxford: Oxford University
Press; 2006.

6 Greenhalgh T, Annandale E,
Ashcroft R, Barlow J, Black N,
Bleakley A, et al. An open letter to
the BMJ editors on qualitative re-
search. BMJ. 2016;352:i563.

7 Lamont M, White P. Workshop on
interdisciplinary standards for sys-
tematic qualitative research: cultural
anthropology, law and social sci-
ence, political science, and sociology
programs [Internet]. Washington
(DC): National Science Foundation;
[cited 2016 Feb 18]. Available from:
http://www.nsf.gov/sbe/ses/soc/
ISSQR_workshop_rpt.pdf

8 Weiner BJ, Amick HR, Lund JL, Lee
S-YD, Hoff TJ. Use of qualitative
methods in published health services
and management research: a 10-year
review. Med Care Res Rev. 2011;
68(1):3–33.

9 Institute of Medicine. A national
cancer clinical trials system for the

21st century: reinvigorating the NCI
Cooperative Group Program. Wash-
ington (DC): National Academies
Press; 2010.

10 Elwyn G, Frosch D, Volandes AE,
Edwards A, Montori VM. Investing
in deliberation: a definition and
classification of decision support
interventions for people facing dif-
ficult health decisions. Med Decis
Making. 2010;30(6):701–11.

11 Rendle KA, Halley MC, May SG,
Frosch DL. Redefining risk and
benefit: understanding the decision
to undergo contralateral prophylac-
tic mastectomy. Qual Health Res.
2015;25(9):1251–9.

12 Cella D, Riley W, Stone A, Rothrock
N, Reeve B, Yount S, et al. The Pa-
tient-Reported Outcomes Measure-
ment Information System (PROMIS)
developed and tested its first wave of
adult self-reported health outcome
item banks: 2005–2008. J Clin Epi-
demiol. 2010;63(11):1179–94.

13 Gruman JC. An accidental tourist
finds her way in the dangerous land
of serious illness. Health Aff (Mill-
wood). 2013;32(2):427–31.

14 Koenig CJ, Ho EY, Trupin L, Dohan
D. An exploratory typology of pro-
vider responses that encourage and
discourage conversation about com-
plementary and integrative medicine
during routine oncology visits. Pa-
tient Educ Couns. 2015;98(7):857–
63.

15 Meier DE. “I don’t want Jenny to
think I’m abandoning her”: views on
overtreatment. Health Aff (Mill-
wood). 2014;33(5):895–8.

16 King G, Keohane RO, Verba S. De-
signing social inquiry: scientific in-
ference in qualitative research.
Princeton (NJ): Princeton University

Press; 1994.
17 Creswell JW, Klassen AC, Plano Clark

VL, Smith KC. Best practices for
mixed methods research in the
health sciences [Internet]. Bethesda
(MD): National Institutes of Health,
Office of Behavioral and Social Sci-
ences Research; [cited 2016 Feb 18].
Available from: https://tigger.uic
.edu/jaddams/college/business_
office/Research/Best_Practices_
for_Mixed_Methods_Research.pdf

18 Prat A, Perou CM. Deconstructing
the molecular portraits of breast
cancer. Mol Oncol. 2011;5(1):5–23.

19 Abramson CM, Dohan D. Beyond
text: using arrays to represent and
analyze ethnographic data. Sociol
Methodol. 2015;45(1):272–319.

20 Brooks SE, Muller CY, Robinson W,
Walker EM,Yeager K, Cook ED, et al.
Increasing minority enrollment onto
clinical trials: practical strategies
and challenges emerge from the
NRG oncology accrual workshop. J
Oncol Pract. 2015;11(6):486–90.

21 Santiago-Delefosse M, Gavin A,
Bruchez C, Roux P, Stephen SL.
Quality of qualitative research in the
health sciences: analysis of the
common criteria present in 58 as-
sessment guidelines by expert users.
Soc Sci Med. 2016;148:142–51.

22 Devers KJ. Qualitative methods in
health services and management
research: pockets of excellence and
progress, but still a long way to go.
Med Care Res Rev. 2011;68(1):41–8.

23 National Institutes of Health. Final
NIH Genomic Data Sharing Policy.
Federal Register [serial on the In-
ternet]. 2014 Aug 28 [cited 2016
Feb 18]. Available from: https://
federalregister.gov/a/2014-20385

April 2016 35:4 Health Affairs 725
Downloaded from HealthAffairs.org on August 04, 2022.

Copyright Project HOPE—The People-to-People Health Foundation, Inc.

For personal use only. All rights reserved. Reuse permissions at HealthAffairs.org.


