
Research Article
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Abstract
Amid increasing interest in improving the patient-centeredness of research, new forms of engagement are emerging that
enable researchers to get input from community members on research goals, methods, and implementation. This input often
includes stories, which are useful for understanding lived experiences of illness and encounters with health care organizations,
and for locating these experiences within larger meta-narratives of specific communities. We analyzed the stories in tran-
scripts of 13 Community Engagement Studios and identified 4 major functions that the stories served in the sessions. Major
functions included: (1) establishing mutual understanding, (2) adding expansion and depth, (3) characterizing abstract concepts,
and (4) providing context for experience, with the latter being the most frequent. We assert that stories can serve to better
communicate the complex contexts of patient experiences, helping to align research priorities and research design with
community interests, leading to more patient-centered innovations in clinical practice.
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Introduction and Background

As the health care industry strives to improve the patient-

centeredness of care (1–3), there has also been interest in

improving the patient-centeredness of clinical research, evi-

denced by US Congressional reauthorization of the Patient-

Centered Outcomes Research Institute (PCORI). Proposals

for funding through PCORI and other agencies now require

that patient representatives be part of the research team, and

that meaningful patient input is sought before designing the

study. These are strategies to improve the extent to which

research pursues questions that are important to patients.

However, in the pursuit of meaningful input for research

design, investigators are often hampered by their own biases

and communication skills.

Meanwhile, health research organizations are expanding

their resources in the field of community engagement (4),

which specializes in this type of translation. Community

engagement specialists facilitate focus groups, studios, and

other communicative formats for obtaining input from

communities that investigators can use to improve research

design and implementation (5). The sessions aim to assist the
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investigator in gaining a fuller perspective on the individu-

als’ experiences with life and illness, and to assist the com-

munity members in providing input to the research design

process—which often takes the form of telling stories from

their everyday lives.

People often share information in the form of stories,

using conceptual resources and artifacts at hand to interpret

experiences and produce coherent narratives and explana-

tory models (6). Stories convey human experience in a way

that reflects subjectivity (ie, the teller’s perspective) and

intersubjectivity (ie, connections to listeners and readers).

Stories are useful for understanding individual experiences

of illness (7,8) and encounters with the health care system,

and for locating these experiences within larger meta-

narratives of specific communities.

Patterns in patient experiences that reflect cultural con-

text can be useful in designing policy and institutional

improvements to health services, and in research design.

Researchers are influenced by many factors as they design

studies, including the priorities of funders, their training and

mentors, and research collaborators (eg, biostatisticians,

behavioral scientists, other clinicians) who bring specialized

knowledge to the design. This article reports on findings

from an investigation into the functions of storytelling in

studios where community members provided input on the

design of research projects. With this analysis, we hope to

stimulate discussion on how patient stories can improve the

patient-centeredness of research at all translational stages.

Methods

Data

This study was approved by the Vanderbilt University insti-

tutional review board. The data for this analysis come from a

larger study that compared two types of research studios.

Studios are consultative group sessions during which

researchers receive input on a project proposal or design.

With the goal of refining the definition of patient-

centeredness in research (5,9), we randomized investigators

seeking input on their research designs to either a Commu-

nity Engagement Studio (CE; a panel of community mem-

bers or patients; 5) or a Translational Studio (a panel of other

researchers) (10). For this article, we analyzed transcripts

from 13 CE Studios. Each Studio was convened for a spe-

cific project. Studio participants were recruited through out-

reach to community centers, neighborhood associations,

community health centers, faith-based organizations, and

adult education services. Studios were facilitated by staff

from the Meharry-Vanderbilt Community Engaged

Research Core. In each, the investigator gave a short pre-

sentation describing their proposed project and inquiries on

which they sought feedback. The CE Studio model uses a

trained facilitator, often a community partner, who has expe-

rience working with diverse stakeholder groups and balan-

cing power dynamics. The facilitator guides the discussion to

ensure that the investigator’s inquiries are addressed and the

voices of all panel members sought. Facilitators did not

coach or guide the participants on how to provide feedback,

that is, they did not explicitly ask participants to tell stories.

The studios were recorded and transcribed for analysis.

Data Analysis

Using qualitative methods, we coded the transcripts from the

studios to identify stories and their functions in the session

(11). Coding involves highlighting excerpts of text in a tran-

script and labeling the excerpt with one or more codes, or

themes. Codes can emerge through a process of open coding

(12) that enables the coders to identify all themes that apply

to the data, or existing theories or frameworks can be used to

supply a set of themes. We were unable to identify an ana-

lytical framework for storytelling that was sufficient for this

case (the functions of stories in a group environment). There-

fore, we started with a basic definition of a story to enable

identification and used thematic analysis (13) based on our

ethnographic training and experience to define their function

in the studio. A story is an account with a beginning, a

sequence of unfolding events, and an ending (14). We further

defined stories as narratives with (a) at least one actor, (b)

action that unfolds over time, and (c) a realization, destina-

tion, or conflict resolution. For example, “I refilled my moth-

er’s pillbox on Sunday, and on Friday I found the pillbox still

full” would be a story; however, “my sister isn’t interested in

getting a mammogram” would not. In the transcripts, 235

excerpts were coded as stories by one researcher (C.S.) and

reviewed by a second researcher (L.L.N.). The 2 researchers

then coded the stories for how they facilitated communica-

tion in the Studio using an open-coding style; that is, we did

not apply a specific interaction or communication theoretical

framework. It was possible for any given story to have more

than one code applied to it; that is, stories were not classified

in a mutually exclusive way. Disagreements in classification

were resolved through discussion.

Results

The 100 individuals in the 13 CE Studios were patients,

caregivers, community providers, or patient advocates iden-

tified by their health status, health condition, or demographic

characteristics based on the project-based needs of the

researchers. Health conditions included diabetes, heart fail-

ure, Parkinson disease, Sickle cell disease, and intensive care

unit survivors. Table 1 describes the topics of the studios.

We found 4 major functions of stories in the Studios,

described in Table 2. They included (1) establishing mutual

understanding, (2) adding expansion and depth, (3) charac-

terizing abstract concepts, and (4) providing context for

experience, with the latter being the most frequent. Speakers

provided the context in a wide variety of domains, ranging

from the context of the body to spatial and institutional

contexts. As previously noted, a particular story may have
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been coded with more than one code. For example, many

stories involved people with whom the participant had rela-

tionships. In some cases, that relationship was a key part of

the context of the participant’s experience (see examples in

the “Relational” category in Table 2). In other cases, the

relationship was relevant, for example, motivated action, but

did not provide context for the participant’s experience of an

event or situation. Therefore, some examples in Table 2, like

many excerpts, may represent multiple domains but are pre-

sented here as exemplary of a particular domain.

Discussion

There has been a long-standing interest in storytelling in

medical and social science research (8,15–18), and our con-

tribution explores how participants used storytelling to com-

municate contextual aspects of lived experiences. We often

engage community members in research for their expertise

as patients, caregivers, or community members, and their

experiences of health care and social determinants of health

in community contexts. Yet, reflexively, we may expect

them to share their expertise in a manner that is consistent

with a scientific, explanatory framing and language, that is,

using impersonal language, focused on a logical explanatory

approach including dimensions of cause and effect. This is

not how the average person communicates.

A strength of our study is that we used qualitative meth-

ods to access the contextual factors that contribute to the

patients’ construction of meaning, making associations we

might not have otherwise observed. For example, the linkage

between breast cancer screening and family tensions about

inherited disease, or subtle paternalism experienced by

patients who must adhere to an arbitrary, insurance-driven

schedule of care are instances of such meaning-making.

These associations can inform both researchers and those

who provide research leadership and make funding decisions

(eg, funding agencies, deans, and department chairs), estab-

lishing the availability of resources for individual investiga-

tors. For example, stories can elucidate how processes

unfold, and this can serve as the basis for further inquiry.

Participants’ stories about challenges managing frequent

appointments during their working hours are clues to

Table 1. Community Engagement Studio Topics, Participants, and Focus.

Research topic Community engagement studio participants Studio focus

Deep brain stimulation in early stage
Parkinson disease

Men, age 50-65 with Parkinson disease diagnosis for
4 years or less (n ¼ 7)

Research ethics, implementation,
research design, recruitment

Symptom management smartphone
application for head and neck cancer
patients

A diverse group of patients with chronic conditions
where the pain is a factor (n ¼ 7)

Consent, implementation, intervention
design

Improving healthcare systems Patients who have been hospitalized in the previous
3-5 years and have experienced adverse events/s that
impacted care (n ¼ 9)

Research design, implementation

Exploring patient and provider
perceptions of the needs of patients
with Sickle cell trait

Individuals who have the sickle cell trait or are caregivers
for people with the trait (n ¼ 7)

Recruitment, research design

Center for excellence in precision
medicine and health equity

Hispanic adults (n ¼ 8) Implementation, dissemination

Community assessment of a REDCap-
based model of eConsent

A diverse population of patients. (n ¼ 9) Consent documents and process,
ethical considerations

HIVþ adults not engaged in care Individuals who have been diagnosed with HIV/AIDS who
have a history of poor adherence and noncompliance
(n ¼ 5)

Ethical considerations, program design

Social and behavioral determinants of
health and missed HIV health care
provider visits

A diverse group of patients (n ¼ 7) Ethical considerations, implementation,
recruitment

APOL 1 genetic testing in African
Americans

African Americans with kidney disease (n ¼ 9) Ethical considerations, recruitment

Assessing the educational needs of
ICU survivors

ICU survivors and caregivers (n ¼ 10) Program design, implementation,
dissemination

Diabetes stigma A diverse group of individuals with type 2 diabetes
(n ¼ 8)

Survey design

Patient engagement in breast imaging A diverse group of women older than 40 (n ¼ 9) Ethical considerations, program design,
implementation

Improving oral health and diabetes
outcomes

Dental providers and insurance representatives who
serve at-risk and predominantly African American
communities (n ¼ 5)

Research design, implementation,
recruitment

Abbreviation: ICU, intensive care unit.

1440 Journal of Patient Experience 7(6)



T
a
b

le
2
.

Fu
n
ct

io
n
s

o
f
St

o
ri

es
in

C
o
m

m
u
n
it
y

E
n
ga

ge
m

en
t

St
u
d
io

s.
a

Fu
n
ct

io
n

D
es

cr
ip

ti
o
n

E
x
am

p
le

s
fr

o
m

St
u
d
io

d
is

cu
ss

io
n
s

(s
to

ri
es

in
it
al

ic
s

an
d

b
o
ld

fa
ce

d
fo

r
em

p
h
as

is
)

E
st

ab
lis

h
in

g
m

u
tu

al
u
n
d
er

st
an

d
in

g
E
st

ab
lis

h
in

g
m

u
tu

al
u
n
d
er

st
an

d
in

g,
p
ro

vi
d
in

g
re

as
o
n
s

an
d

p
ri

o
ri

ti
es

,
re

sp
o
n
se

s
to

sp
ec

ifi
c

q
u
es

ti
o
n
s

P
ro

m
p
t:

W
h
at

ar
e

so
m

e
o
f
th

e
fa

ct
o
rs

th
at

p
u
sh

ed
yo

u
to

ge
t

a
m

am
m

o
gr

am
?

I
th

in
k

m
in

e
w

a
s

b
e
ca

u
se

m
y

fi
rs

t
co

u
si

n
h
a
d

b
re

a
st

ca
n
ce

r
a
n
d

sh
e

go
t

it
a
t

li
k
e

2
9
,
a
n
d

sh
e

d
id

n
’t

k
n
o
w

th
a
t

sh
e

n
e
e
d
e
d

to
ge

t
a

m
a
m

m
o
gr

a
m

.
S
h
e

fo
u
n
d

a
m

a
ss

a
n
d

w
h
e
n

sh
e

w
e
n
t

a
n
d

go
t

a
m

a
m

m
o
gr

a
m

,
sh

e
h
a
d

b
re

a
st

ca
n
ce

r.
[A

n
sw

er
in

g
th

e
sp

ec
ifi

c
q
u
es

ti
o
n

w
it
h

a
st

o
ry

]
P
ro

m
p
t:

W
h
y

d
id

yo
u

o
r

th
e

p
er

so
n

yo
u

lo
ve

n
o
t
d
o

w
h
at

th
ey

w
er

e
su

p
p
o
se

d
to

d
o

ev
en

th
o
u
gh

th
e

d
o
ct

o
r

sa
id

,“
T

h
is

w
ill

m
ak

e
yo

u
h
ea

lt
h
ie

r,
”

o
r

“T
h
is

w
ill

ke
ep

yo
u

h
ea

lt
h
y?

”
H

o
w

d
o

w
e

ad
d
re

ss
th

at
?

P
ar

ti
ci

p
an

t:
So

m
et

im
es

it
is

p
ai

n
fu

l
to

d
o

w
h
at

th
e

d
o
ct

o
r

sa
ys

to
d
o
,
p
h
ys

ic
al

p
ai

n
.
A

lo
t

o
f
p
eo

p
le

re
si

st
p
h
ys

ic
al

th
er

ap
y

ev
en

th
o
u
gh

th
ey

kn
o
w

it
’s

go
in

g
to

b
e

go
o
d

fo
r

th
em

b
ec

au
se

it
h
u
rt

s.
P
ar

ti
ci

p
an

t:
It

h
in

k
it

d
ep

en
d
s

o
n
,t

o
o
,h

o
w

si
ck

th
ey

ar
e.

M
y

n
e
p

h
e
w

d
ie

d
la

st
ye

a
r

fr
o
m

sc
le

ro
d
e
rm

a
.W

h
e
n

h
e

go
t

th
a
t

d
ia

gn
o
si

s,
a
n
d

th
e

d
o
ct

o
r

sa
id

h
is

li
fe

w
a
s

go
in

g
to

b
e

li
k
e

th
re

e
ye

a
rs

,
a
n
d

h
e

k
e
ye

d
in

o
n

th
e

th
re

e
ye

a
rs

.
S
o
,
h
e

d
id

n
’t

d
o

a
lo

t
o
f
ta

k
in

g
h
is

m
e
d
s

a
n
d

go
in

g
to

th
e

d
o
ct

o
r

a
n
d

e
ve

ry
th

in
g
.I

th
in

k
it

d
ep

en
d
s

o
n

w
h
at

th
ei

r
d
ia

gn
o
si

s
is

an
d

w
h
at

th
ey

ar
e

go
in

g
th

ro
u
gh

.
[U

si
n
g

a
st

o
ry

to
ex

p
la

in
o
n
e

re
as

o
n

w
h
y

a
p
er

so
n

m
ig

h
t

n
o
t

b
e

ad
h
er

en
t

to
tr

ea
tm

en
t]

E
x
p
an

si
o
n

an
d

D
ep

th
M

o
vi

n
g

th
e

d
is

cu
ss

io
n

b
y

ex
p
an

d
in

g
o
n

a
p
o
in

t,
ad

d
in

g
d
et

ai
l,

o
r

ad
d
in

g
a

n
ew

d
im

en
si

o
n

P
ro

m
p
t:

H
o
w

ca
n

w
e

ta
ke

th
e

st
re

ss
o
f
th

e
fin

an
ci

al
p
ar

t
o
f
it

o
ff

th
e

ca
re

gi
ve

r?
T

h
at

’s
a

b
ig

q
u
es

ti
o
n
.

I
d
o
n
’t

th
in

k
it

w
il
l,

b
e
ca

u
se

I
ca

re
fo

r
m

y
si

st
e
r.

Fo
rt

u
n
a
te

ly
fo

r
h
e
r,

sh
e

h
a
s

[i
n
su

ra
n
ce

],
a
n
d

so
fa

r
th

e
y

h
a
ve

p
a
id

fo
r

e
ve

ry
th

in
g

b
e
ca

u
se

sh
e

ju
st

go
t

o
u
t

o
f

[h
o
sp

it
a
l]

.
S
h
e

h
a
d

b
e
e
n

th
e
re

fo
r

li
k
e

n
in

e
d
a
ys

.
T

h
e

fi
n
a
n
ci

a
l
b
u
rd

e
n
,

a
s

fa
r

a
s

th
e

m
e
d
ic

a
l
si

d
e

o
f

it
,
is

o
k
a
y,

b
u
t

a
s

fa
r

a
s

th
e

th
in

gs
w

e
h
a
ve

to
d
o

fo
r

h
e
r,

b
e
ca

u
se

n
o
w

sh
e

is
a
t

h
o
m

e
o
n

o
x
yg

e
n

a
n
d

w
e

a
re

d
o
in

g
a
ll

th
e
se

th
in

gs
to

tr
y

to
k
e
e
p

h
e
r

fr
o
m

sm
o
k
in

g.
B

u
t

I
th

in
k

th
e

e
m

o
ti

o
n
a
lb

u
rd

e
n

o
n

ca
re

gi
ve

rs
,
k
n
o
w

in
g

w
h
a
t

sh
e

is
go

in
g

th
ro

u
gh

,
a
n
d

b
ri

n
gi

n
g

h
e
r

in
a
n
d

o
u
t

o
f

th
e

h
o
sp

it
a
l.

..
w

e
b
ri

n
g

h
e
r

to
th

e
E

.R
.a

n
d

th
e
y

se
n
d

h
e
r

st
ra

ig
h
t

to
th

e
IC

U
a
n
d

th
e
y

m
ig

h
t

k
e
e
p

h
e
r

fo
r

a
d
a
y

o
r

tw
o
.T

h
is

is
ju

st
a

co
n
st

a
n
t

in
a
n
d

o
u
t.

[U
si

n
g

a
st

o
ry

to
ex

p
an

d
th

e
q
u
es

ti
o
n

o
f
th

e
fin

an
ci

al
b
u
rd

en
to

in
cl

u
d
e

th
e

as
so

ci
at

ed
em

o
ti
o
n
al

b
u
rd

en
]

C
h
ar

ac
te

ri
za

ti
o
n

P
ro

vi
d
in

g
ex

am
p
le

s
o
f
ab

st
ra

ct
id

ea
s

A
t

th
e

n
e
w

p
la

ce
,
w

e
go

t
o
u
r

fl
o
o
r,

so
it

is
m

o
re

d
is

cr
e
e
t

th
a
n

it
w

a
s,

b
u
t

if
it

w
a
s

n
o
t

fo
r

th
e

d
is

cr
e
e
tn

e
ss

,
I

d
o
n
’t

th
in

k
a

lo
t

o
f

p
e
o
p

le
w

o
u
ld

co
m

e
to

d
o
ct

o
rs

’
a
p

p
o
in

tm
e
n
ts

.
It

is
a

b
ig

so
ci

a
l
st

ig
m

a
.

[G
iv

in
g

a
sp

ec
ifi

c
ex

am
p
le

o
f
w

h
at

“d
is

cr
ee

t”
m

ea
n
s

in
th

e
co

n
te

x
t

o
f
a

sp
ec

ifi
c

st
ig

m
at

iz
ed

ill
n
es

s]
P
ro

vi
d
in

g
co

n
te

x
t

fo
r

ex
p
er

ie
n
ce

H
el

p
in

g
o
th

er
s

u
n
d
er

st
an

d
h
o
w

a
p
h
en

o
m

en
o
n

is
ex

p
er

ie
n
ce

d
w

it
h

re
sp

ec
t

to
a

sp
ec

ifi
c

co
n
te

x
tu

al
d
o
m

ai
n

Se
e

th
e

sp
ec

ifi
c

co
n
te

x
tu

al
d
o
m

ai
n
s

b
el

o
w

.

�
C

o
n
te

x
t

o
f
th

e
b
o
d
y

B
o
d
ily

ex
p
er

ie
n
ce

s
an

d
in

te
rp

re
ta

ti
o
n
s

o
f
th

em
P

e
o
p

le
k
e
e
p

te
ll
in

g
m

e
it

’s
n
o
t

a
s

b
a
d

a
n
ym

o
re

,
b
u
t

I
fe

lt
th

a
t

w
h
e
n

I
h
a
d

a
n

a
b
n
o
rm

a
l
re

a
d
in

g
it

w
a
s

b
e
ca

u
se

o
f

so
m

e
th

in
g

th
e
y

d
id

b
e
ca

u
se

o
f
th

e
w

a
y

th
a
t

th
e
y

h
a
n
d
le

d
m

y
b
re

a
st

s.
I
ju

st
d
id

n
’t

li
k
e

th
a
t.

I’
ve

ju
st

n
o
t

go
n
e

b
a
ck

.
[T

h
e

b
o
d
y

is
a

ce
n
tr

al
el

em
en

t
o
f
th

e
p
er

so
n
’s

ex
p
er

ie
n
ce

o
f
m

am
m

o
gr

ap
h
y

an
d

w
h
y

sh
e

h
as

n
o
t

re
tu

rn
ed

]
�

E
m

o
ti
o
n
al

E
x
p
er

ie
n
ce

s
o
f
fe

ar
,
fr

u
st

ra
ti
o
n
,
an

d
o
th

er
em

o
ti
o
n
s

I
to

o
k

m
in

e
a
n
d

I
w

e
n
t

h
o
m

e
,a

n
d

w
h
e
n

I
w

e
n
t

b
a
ck

fo
r

m
y

d
o
ct

o
r’

s
vi

si
t,

th
e
y

sa
id

it
w

a
s

fi
n
e
,b

u
t

th
e

ti
m

e
b
e
tw

e
e
n

th
e
n
,

I
d
id

n
’t

k
n
o
w

..
.a

n
d

I
d
id

n
’t

k
n
o
w

it
w

a
s

n
o
rm

a
l

to
w

a
it

.
I

h
a
d

a
sc

re
e
n
in

g,
a
n
d

I
w

a
s

in
th

is
sc

re
e
n
in

g
p

o
p

u
la

ti
o
n
,

b
u
t

I
d
id

n
’t

k
n
o
w

a
n
y

o
f

th
a
t

in
fo

rm
a
ti

o
n
.

It
is

n
e
rv

e
-w

ra
ck

in
g,

a
n
d

yo
u
’r

e
th

in
k
in

g,
“
Y
o
u

se
n
t

m
e

[f
o
r

th
is

sc
re

e
n
in

g]
b
e
ca

u
se

o
f
th

is
,t

h
is

,a
n
d

th
is

,a
n
d

n
o
w

I
h
a
ve

n
o
th

in
g

u
n
ti

lI
ge

t
to

th
e

d
o
ct

o
r’

s
o
ff

ic
e
.”

W
e

li
ve

in
th

e
In

fo
rm

a
ti

o
n

A
ge

w
h
e
n

e
ve

ry
th

in
g

is
so

q
u
ic

k
,
so

w
h
y

is
it

ta
k
in

g
so

lo
n
g?

[E
m

o
ti
o
n
al

ex
p
er

ie
n
ce

is
la

b
el

ed
“n

er
ve

-w
ra

ck
in

g”
al

o
n
g

w
it
h

d
et

ai
ls

ab
o
u
t

th
e

w
ai

t
fo

r
re

su
lt
s]

(c
on

tin
ue

d)

1441



T
a
b

le
2
.

(c
o
n
ti
n
u
ed

)

Fu
n
ct

io
n

D
es

cr
ip

ti
o
n

E
x
am

p
le

s
fr

o
m

St
u
d
io

d
is

cu
ss

io
n
s

(s
to

ri
es

in
it
al

ic
s

an
d

b
o
ld

fa
ce

d
fo

r
em

p
h
as

is
)

�
E
ve

ry
d
ay

lif
e

E
m

b
ed

d
in

g
ill

n
es

s
ex

p
er

ie
n
ce

s
in

p
ro

ce
ss

es
o
r

d
ai

ly
ac

ti
vi

ti
es

,
eg

,
w

o
rk

o
r

sc
h
o
o
l

I
w

o
rk

in
a
n

in
d
u
st

ry
w

h
e
re

I
h
a
ve

a
ve

ry
fl

e
x
ib

le
sc

h
e
d
u
le

if
yo

u
a
re

o
n
ly

a
sk

in
g

o
ff

fo
r

fo
u
r

h
o
u
rs

o
n
ce

e
ve

ry
so

m
a
n
y

m
o
n
th

s
ve

rs
u
s

tw
o

h
o
u
rs

th
is

w
e
e
k

a
n
d

th
e
n

tw
o

w
e
e
k
s

la
te

r
b
e
ca

u
se

th
e
n

th
e
y

st
a
rt

to
q
u
e
st

io
n
,
“
W

h
a
t’

s
w

ro
n
g

w
it

h
yo

u
?”

[M
an

ag
in

g
ill

n
es

s
in

th
e

co
n
te

x
t

o
f
a

jo
b
]

A
no

th
er

pa
rt

ic
ip

an
t:

W
h
e
n

I
w

a
s

a
t

m
y

jo
b
,
I
w

a
s

b
u
yi

n
g

a
h
o
u
se

,
a
n
d

fo
r

tw
o

m
o
n
th

s,
I
d
id

n
’t

h
a
ve

a
h
o
m

e
.
I
li
te

ra
ll
y

w
a
s

h
o
m

e
le

ss
a
n
d

m
y

a
d
h
e
re

n
ce

w
e
n
t

d
o
w

n
5
0
%

..
.

[D
ai

ly
co

n
te

x
t

o
f
h
o
m

el
es

sn
es

s
in

flu
en

ce
d

ill
n
es

s-
re

la
te

d
ac

ti
vi

ti
es

]
�

Id
en

ti
ty

T
h
e

co
n
te

x
t

o
f
th

e
se

lf
I
h
a
ve

h
a
d

a
co

u
p

le
o
f

st
a
rt

-s
to

p
s

go
in

g
o
n

fo
r

va
ri

o
u
s

re
a
so

n
s.

S
o
m

e
o
f

th
o
se

a
re

m
y

fa
u
lt

,
m

y
ch

o
ic

e
.
I
ju

st
w

a
sn

’t
re

a
d
y

to
ge

t
in

to
th

e
fa

ct
th

a
t

th
is

is
p

a
rt

o
f

m
y

li
fe

n
o
w

.
[D

es
cr

ip
ti
o
n

o
f
h
o
w

o
n
e’

s
id

en
ti
ty

m
u
st

sh
ift

to
in

cl
u
d
e

th
e

ill
n
es

s
as

an
as

p
ec

t
o
f
o
n
e’

s
lif

e]
�

In
st

it
u
ti
o
n
al

E
x
p
er

ie
n
ce

s
o
f
b
io

m
ed

ic
al

o
r

o
th

er
in

st
it
u
ti
o
n
al

co
n
te

x
t

M
y

gy
n
e
co

lo
gi

st
re

a
ll
y

d
id

n
’t

le
a
ve

it
o
p

e
n

fo
r

d
e
b
a
te

.
S
h
e

ju
st

sa
id

,
“
H

e
re

is
yo

u
r

a
p

p
o
in

tm
e
n
t.

Y
o
u

n
e
e
d

to
m

a
k
e

yo
u
r

a
p

p
o
in

tm
e
n
t

to
co

m
e

b
a
ck

a
n
d

se
e

m
e

o
n
e

ye
a
r

a
n
d

o
n
e

d
a
y

a
ft

e
r

to
d
a
y,

a
n
d

th
e
n

yo
u

ca
n
’t

go
b
a
ck

a
n
d

se
e

th
e
m

u
n
ti

l
o
n
e

ye
a
r

la
te

r.
”

[D
et

ai
le

d
in

te
ra

ct
io

n
w

it
h

a
h
ea

lt
h

ca
re

p
ro

vi
d
er

an
d

im
p
lic

at
io

n
s

o
f
an

in
su

ra
n
ce

p
o
lic

y]
�

In
it
ia

l
ex

p
er

ie
n
ce

Fi
rs

t
ex

p
er

ie
n
ce

o
f
ill

n
es

s,
eg

,
d
ia

gn
o
si

s
I
ju

st
h
a
d

so
m

e
te

st
s

d
o
n
e
,j

u
st

ro
u
ti

n
e

la
b
s,

a
n
d

sh
e

go
t

a
n

A
1
c.

S
h
e

ca
ll
e
d

m
e

b
a
ck

a
n
d

m
y

d
o
ct

o
r

a
lw

a
ys

m
a
il
s

m
e

m
y

la
b

re
su

lt
s.

B
u
t

sh
e

ca
ll
e
d

m
e

a
n
d

sa
id

,
“
Y
o
u
r

A
1
c

is
[h

ig
h
],

”
a
n
d

I
sa

id
,
“
N

o
it

’s
n
o
t.

”
[I

n
it
ia

l
re

ac
ti
o
n

o
f
d
en

ia
l
at

d
is

co
ve

ri
n
g

an
ill

n
es

s
is

p
re

se
n
t]

�
R

el
at

io
n
al

R
el

at
io

n
sh

ip
s

an
d

th
ei

r
im

p
ac

ts
o
n

th
e

to
p
ic

b
ei

n
g

d
is

cu
ss

ed
P
ar

ti
ci

p
an

t:
T

h
is

is
a

h
ar

d
o
n
e

o
n

m
e

b
ec

au
se

Ia
m

th
e

o
n
ly

b
o
y

in
m

y
fa

m
ily

.I
se

e
th

at
m

o
st

w
o
m

en
ke

ep
u
p

w
it
h

it
m

o
re

th
an

m
en

.I
d
o
n
’t

kn
o
w

w
h
y.

N
o
w

,m
y

si
st

er
s,

th
ey

ar
e

lik
e,

“I
ai

n
’t

go
in

g
to

th
e

d
o
ct

o
r!

”
E
ve

r
si

n
ce

Iw
as

1
0

o
r

1
1

ye
ar

s
o
ld

,i
fI

h
av

e
a

to
en

ai
l
h
u
rt

,
I
am

go
in

g
to

go
to

th
e

d
o
ct

o
r

an
d

se
e

ab
o
u
t

it
.
I
d
o
n
’t

w
an

t
an

yt
h
in

g
to

sl
ip

u
p

o
n

m
e.

So
m

e
w

o
m

en
..

.I
ai

n
’t

sa
yi

n
’
lik

e
y’

al
l,

b
u
t

m
y

fa
m

ily
-

th
ey

w
o
n
’t

go
to

th
e

d
o
ct

o
r.

I
go

t
tw

o
si

st
e
rs

ri
gh

t
n
o
w

.T
h
e
y’

ve
b
o
th

go
t

ca
n
ce

r,
a
n
d

th
e
y

ju
st

fo
u
n
d

it
,a

n
d

o
n
e

o
f
th

e
m

is
4
1

a
n
d

th
e

o
th

e
r

o
n
e

is
3
2
.W

h
e
n

m
o
m

m
a

p
a
ss

e
d

a
w

a
y,

th
e
y

fe
e
l
li
k
e

I
sh

o
u
ld

b
e

th
e

o
n
e

to
te

ll
th

e
m

.
I
ca

n
’t

te
ll

y’
a
ll
.
Y
’a

ll
n
e
e
d

to
ta

k
e

ca
re

o
f

yo
u
rs

e
lf

!
[P

ar
ti
ci

p
an

t
re

ve
al

s
h
is

ca
re

fu
l
ap

p
ro

ac
h

to
h
ea

lt
h

an
d

th
e

b
u
rd

en
h
e

fe
el

s
in

th
e

u
n
w

el
co

m
e

re
sp

o
n
si

b
ili

ty
fo

r
h
is

si
st

er
s’

h
ea

lt
h
]

�
Sp

at
ia

l
E
x
p
er

ie
n
ce

in
p
h
ys

ic
al

sp
ac

es
T

h
is

la
st

ti
m

e
I

w
e
n
t
..

.I
w

a
sn

’t
b
ro

u
gh

t
in

to
th

e
ro

o
m

w
it

h
th

e
ro

b
e
s.

I
w

a
s

ju
st

u
sh

e
re

d
st

ra
ig

h
t

in
to

a
m

a
m

m
o
gr

a
p

h
y

ro
o
m

..
.T

h
a
t

fe
lt

o
d
d
ly

is
o
la

ti
n
g;

in
so

m
e

w
a
ys

b
e
in

g
in

th
e

ro
o
m

w
it

h
th

e
o
th

e
r

w
o
m

e
n

w
a
s

o
d
d
ly

co
m

fo
rt

in
g

to
k
n
o
w

th
a
t

I
w

a
sn

’t
th

e
o
n
ly

o
n
e

st
re

ss
e
d

o
u
t

o
ve

r
th

is
o
r

h
a
vi

n
g

to
d
o

th
is

e
ve

ry
ye

a
r

o
r

e
ve

ry
si

x
m

o
n
th

s.
[T

h
e

gr
o
u
p

w
ai

ti
n
g

ro
o
m

w
as

a
so

u
rc

e
o
f
co

m
fo

rt
an

d
so

ci
al

su
p
p
o
rt

]

A
b
b
re

vi
at

io
n
:
IC

U
,
in

te
n
si

ve
ca

re
u
n
it
.

a
E
x
am

p
le

st
o
ri

es
fr

o
m

ea
ch

ca
te

go
ry

ar
e

in
b
o
ld

te
x
t.

A
d
d
it
io

n
al

te
x
t

fr
o
m

o
th

er
St

u
d
io

p
ar

ti
ci

p
an

ts
is

in
cl

u
d
ed

to
d
em

o
n
st

ra
te

th
e

ro
le

o
f
th

e
st

o
ry

.

1442



potential ways to improve services, for example, through an

off-hours clinic. Improving access to care can improve out-

comes, and stories help us understand how access to care is

navigated in everyday life.

A second strength is that stories can help identify com-

munity priorities relevant to research that are embedded in

community narratives. This may help institutions better align

priorities with community needs and improve outcomes. For

example, health care organizations providing clinical ser-

vices to patients with a stigmatized illness may not under-

stand how that stigma plays out and that it includes patients’

experiences in clinical settings. As we show in the Charac-

terization domain, stories can help make abstract concepts

like “discretion” more concrete.

A third strength is that insights from stories can contribute

to improving research community engagement activities, and

to the design of clinical research to reduce the burden on

participants and remove other barriers to participation. The

findings presented here are the result of rigorous qualitative

analysis. The themes reflect the categories we ascertained

after a process of classifying stories and then consolidating

themes in a way that minimized redundancy while describing

the variety of experience contexts. Our themes have fidelity

to our data but can be useful to others designing research and

quality improvement initiatives. We also hope to draw atten-

tion to the value of examining stories rigorously and using

themes to inform research design and institutional quality

initiatives. Therefore, actionable efforts that might improve

patient-centeredness would first involve recognizing the

importance of stories and establishing mechanisms such as

Community Engagement Studios that enable listening to

stories. With attention to the content of the stories, investi-

gators can then build elements into research design that

address the issues identified. For example, in the domain of

Expansion and Depth, a participant describes compelling

emotional challenges in assisting a family member through

a difficult illness. An investigator could use this information

for further inquiry and the possible inclusion of a caregiver

support intervention into a clinical trial.

Our study involved several limitations. The Studio parti-

cipants were all recruited from Middle Tennessee; regional

influences may have influenced storytelling. The number of

participants in each individual Studio was relatively small.

Nevertheless, the strength of our study is that we set forth a

preliminary framework for the role of stories in community

engagement for research that can be evaluated further.

Conclusion

Our findings demonstrate that the stories of community

members and patients can provide a rich resource for

research institutions and individual investigators to better

align research design with community priorities. This align-

ment is not something for research institutions to pursue only

out of altruism; there is a 2-way benefit. If research can be

better aligned with the needs of patients, caregivers, and

other community members, the findings and innovations

resulting from that research can be more successfully imple-

mented in clinical practice.
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