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Eliciting Patient Narratives
In American Medicine

Applying Rigorous Qualitative Methods
to [Large-Scale Collection ofi Patient EXpPerience



Eliciting Patient Narratives at lLarge-Scale

» Laying the Groundwork

= Developing criteria for rigor
= Several rounds of elicitations
= Matched interviews for validation



Eliciting Patient Narratives at lLarge-Scale

» Laying the Groundwork

= Developing criteria for rigor =» 4 criteria
= Several rounds of elicitations
= Matched interviews for validation



Criteria for Rigorous Elicitation

(Complete: provide a full picture of:the experiences that
matter to the patient describing them

Balanced: accurately: reflect both positive andinegative
aspects of:the patient’'s eXPErENCES

Meaningful: convey: a story that is,coherent to other

patients and allows them: 1o assess Its relevance to; their
OWN: care

Representative: Capture experiences from patients
across a range of health status and socio-demographics



Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= DPeveloping criteria for rigor
»  Several rounds of elicitations =» 758 cases
= Matched interviews for validation



Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= Developing criteria for rigor
= Several rounds of elicitations =» 758 cases
» Matched interviews for validation =» 100 cases
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Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= Developing criteria for rigor
= Several rounds of elicitations
= Matched interviews for validation

> Evaluation
= Complete
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Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= Developing criteria for rigor
= Several rounds of elicitations
= Matched interviews for validation

> Evaluation
=  Balanced
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Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= Developing criteria for rigor
= Several rounds of elicitations
= Matched interviews for validation

> Evaluation
= Meaningful
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Eliciting Patient Narratives at lLarge-Scale

» Laying the Foundation

= Developing criteria for rigor
= Several rounds of elicitations
= Matched interviews for validation

> Evaluation
= Representative
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Eliciting Patient Narratives at lLarge-Scale

> Laying the Foundation
» Evaluation

» Dissemination
= Pilot-testing: CA and MA
= Initial Implementation: MA



A Database off Patient Experience: Eliciting
Richi Narratives about Healthrand Health
Care




Why: DIPEX?

s [dentify questions and problems, that
Matter terpatients

s Provide support and infermation; te
patients and caredIVers

s Promote Dalanced encounter between
patients and healthrprofessionals

s BE a Iearningl resource for medical
students; dectors, NUrSES and other health
Profiessionals

s [nfermpolicy.
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DIPEX methodolegy.

x AIm IS GO represent the breadest pessible riange; or
PEISPECHINVES, Us/g HGorous qualiatlVe [ eSEarc/i HEL10dS

m [FOr eachrhealth  conditionr (or module), researchers
conduct 40~ 50/ interviews; among patients firom diffierent
PackgroUnds, recrlitea tirotgh a range off avenues
(Maximum! Variation)

s [nterviews continue; tuntil ne: NEW: IdEaSI OF EXPEFIENEES are
Volced (Saturation)

g% DIPEX internafional n




DIPEX methodolegy.

liranscripts coded by theme;, With iocUS Rl Bothr cOmMmon
and dIVErgent eXperiences

REsearchers preduce ~ 35 summaries in lay languade,
lItstrated With  Video;, aldio;, or WHtten INtERVIEWS ClipS
(roughly: 350 clipsiper module)

Modules disseminated; viarpublicly=available website(e:d.
www:healthtalkiorg ) data’ available fier'secendary,

analysis and: use (With permission)

%‘% DIPEX international n



http://www.healthtalk.org/

DIPEX International
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® O Health Experiences Research Network

healthexperiencesusa.org

Partnership between University of Wisconsin, Johns
Hopkins University,
Oregon Health & Science University, and Yale University.
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US Health Experiences Modules

wortfunded modules

7 Depressioniintyoung adults (UW-=Madisen)

2 Veteranstwithrtratmaticrbrainfinjuny (VA/OHSU)
Propoesed modules; UnAer review.

> GuliFrWar lliness (VA)

> Pediatric cancer (NIH CiliSA)

> Adultstwithrcongenital heart disease (INIH CIiSA)
> LLow back pain’ (Donaghue Foundation)




HERN'S commitment Is to:

v LListeniter patients ter capiurela Wide ange or:
EXPERIENCES and PrieHGIES

A Empower patients by gIVing VOICE tor thell: Story,
andl CheICeS about sharnhg thelr data

A BHAGNVOIGCES gt WoUldh tpEeieard thretudh
OURErR Engadement: actiVities

A MoVeENTo VOICEN O VOICES — SYtHes/ZIig tiees:
and disseminating/ te broad aludiences— not just
PEer-reviewed literature




US Moduie: Young Aaults witn Depression
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Young adulthood: A critical time of
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Our Recruitment Flyer

TELL YOUR
STORY
TO HELP
OTHERS.
FEEL LESS
ALONE.

As part of a new project, researchers in the Department of Family
Medicine at the University of Wisconsin are trying to find young
adults (ages 18-29) interested in sharing their experiences of having
depression. The project’s goal is to create a module on a website
with information for individuals and their caregivers about others’
personal experiences living with depression. You will be
compensated $25 for participating. Please call or contact us via text
(608-285-2078) or email (healthtalkus@gmail.com) if you are
interested.

[

healthtal kus@gmail.com
Call or Text: 608-2685-2078
healthtal kus@grmail.cam
Call or Text: 508-285-2078
healthtal kusi@gmail.com
Call or Text: 608-265-2078
Call or Text: 508-265-20758
healthtal kus@gmail.com
Call or Text: 608-285-2078
healthtal kus@gmail.com
Call or Text: 608-285-2078
healthtal kusdgmail.com
Call or Text: 608-2685-2078
healthtalkus@gmail com
Call or Text: 608-285-2078
healthialkusE gmail.com
Call or Text: 608-285-2078
healthakus@gmall com
Call or Text: 608-285-2078
healthtalkus gmail.com
Call or Text: 608-285-2078
healthtalkus gmail.com
Call or Text: 608-285-2078
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LLive Depression Module
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http://www.healthexperiencesusa.org/

Young Adulis’ Experiences of Depression in the U.S.

Overview

w First experiences with
n {2)

Depression and feeling different
when young

Young adults’ views about what
causes depression

» Living with depre n (19)
w Getting help: see
Getting professional help for
depression
Therapy and counseling

Depression, medication, and
treatment choices

Depression treatment in emergency
rooms and hospitals

Holistic and integrative approaches
to deprassion

w Helping yourself: support, self-
care, and feeling better (7)

Building relationships that work when
depressed

Depression and pets

Depression and strategies for
everyday e

Cycles of depression and
maintaining hope

Depression, spintuality, and faith
Depression and healing
v Messages to others

Messages to family and friends
to support 3 person with depression

Messages to other young adults with
depression

Resources & Information

In this section you can find out about experiences young adulis ages
18 - 29 have with depression by seeing, hearing and reading
personal stories they shared with us. Our researchers travelled to
several regions and many different communities throughout the
United States to talk to 38 young people in their own homes or
community settings. Find out what people said about issues such as
growing up in the shadow of depression, dealing with combinations
of depression and anxiety, deciding whether and when to “go public”
with their condition, and finding strategies for everyday life or how to
maintain hope as they cope with depression.

The young people who shared their stories did so for varied reasons.
Their voices and personal expeniences differed. But they shared a
belief that speaking up and telling their stories would matter — both to
themselves and to others.

0 A~

Young adults and depression.in US

EXPERIENCES

OF DEPRESSION

IN U.S.
YOUNG ADULTS

Young adults who told their stories for this website also wanted to be sure to remind visitors to the
website like you that if at any time you need immediate crisis assistance, help is available. Please visit our

resources for more information.

Dr. David Rakel of the University of Wisconsin, provides some background on these experiences and

offers ideas for how to explore this content.

Dr. David Rakel, Family Physician at Th... @§ =




Young Adulis’ Experiences of Depression in the U.S.

Resources & Information

» First experiences with
depression {2)

In this section you can find out about expeniences young adults ages
How depression feels 18 - 29 have with depression by seeing, hearing and reading
personal stories they shared with us. Our researchers travelled to
Signs and symptoms of depression several regions and many different communities throughout the
4 L United States to talk to 38 young people in their own homes or
Depression and eating disorders community settings. Find out what people said about issues such as
growing up in the shadow of depression, dealing with combinations
of depression and anxiety, deciding whether and when to "go public”
. . with their condition, and finding strategies for everyday life or how to
E:,fl:,sé!ow; mﬁﬁ) maintain hope as they cope with depression. EXPER|ENCES

Depression, substance use and The young people who shared their stories did so for varied reasons. OF DEPRESSION
abuse Their voices and personal experiences differed. But they shared a
belief that speaking up and telling their stories would matter — both to IN U.S.

Depression and seff-harming themselves and to others.
YOUNG ADULTS

Going public with depression?

Depression and anxsty

Desrtaion taliise Young adults and depressionin US o »

Depression and identity

Depression and relationships
Depression and school

Depression and everyday tasks
Depression and work

Depression, bias. and disadvantage
Barriers to care

The positive sides of depression
Depression and suicide

Depression and transitions to

Young aduits who told their stories for this website alsc wanted to be sure to remind visitors to the
website like you that if at any time you need immediate crisis assistance, help is available. Please visit our
reso for more information.

Dr. David Rakel of the University of Wisconsin, provides some background on these experiences and

ng yourself: support, self- x 2
g ey e offers ideas for how to explore this content.

and feeling better (7)
» Messages to others {2)

Dr. David Rakel, Family Physician at Th... § #



» First nr.nc!",.crcc:\ with HOW depf@moﬂ 'e“s

deprwsson (3}

Daprassicn and taakng dfara Inthe Unitac States. clinical guidelines ant/or DSM-V Crizeria deecribe spacific signs and symptoms
when young professionals can use lo diagnose depression®. In this section of the wabsite, we focus an something
different: how deprassion feels to yourg adults while they are Iving inside of i, as descrbed by those we
Youry aduls’ views sbout what intanviewead, (For summaries of how i feels for young adulls 1o cycle in and out of deprasgsion, or how it
cuxmas daprassion feais to ba heaing from I, see ‘Cy N 3 ining hope' and ‘De on and
healing.
» Living with deprossion (16) !
> Young adulls have a variety of experiances with depression, but one thing all those we talkad to shared is
How depreasion faals the faeling that they are somehow separated from the rest of the worid, Each parson described, In one
way af another, baing in thel "own litle warkd,” loeing their motivation ta do things, and bacoming socially
SAQES GACSYMPLOT Of deprascion isolated. Cne person talked about “feeling 50 alien to the rest of the world Sround me.” Sam said Mat
Cepresson und ealrg drsorders when ha's deprassed ba has to "unplug and not really communicaba with anyons.”

Dapmesion and anxiaty

g;rm ;::r“(‘o’(';;) ¢ Now Playing vaw oo
e Marty describes how he could net

HD:LW. subeanca usa and , _ get out of bed.

Cupression and ssf-hanming

Gaing pubic with dapmssion?

Depression and abuse

Cepression and idectity

Dapmesion and reafionshins

Depression and school

Cupression und everyduy ssks

Dapraesion and work

Deprassion, bas, and dsacvantage

Bamers o care

Frint fransoript

The poalive sdes of deoreasion

Deprossion and sucda For many people, that sense of Isolation was accompanied by feeling overwneimed. Some described this

as everything becoming unmanagesbly “sbrasive 10 my sansaes”; bagnt ights, groups of other pacpie,
Cepressico and trars toes 1 noise, denfight Others talked sboul everyoay respensidlities like school work becoming "frightening,” or
aduthood ms50hng N tears while i public withcut knowing why,

w» Gecting help: seoking

Gatting profassional Palo for

deprossion Sam says that during bad periods
of deprassion, his experience of

Therapy and counselng being overwhelmed is itself
overwhelming.

¢ Now Playing warw profiln

Dapmssion, macication, and
treatment choloes

Cupression insglmant in smegency
reoms and nosptal

Mols3c and inlegratve approaches
10 dapeession

w Helping yoursolt: sepport,
wet-care, and feeiing botter (T}

Having & pumposs in 1te

Buldng relabionsnips that work when

duprussed
( Print runscript

Daprasaion and pats

Depression and stralogies for
everyduy W

Cycles of anprassion and
mantaring hope For many of thoss we inlesviewsd, ardinary language and descriplions were not nuancad anough 1o

Metaphors about depression




Depresson and feaing diferant
when young

Young Adts’ vaws atel what
s Jepress on

v Lving with ceprewsion |19)
How depresson beels

Signs and symptoms of depression
Deprassion and eatng cisardars
Dapmassion and aney

Deprassson and cbssssve
compuisive disorcer (OCD)

Deprossion, sbemance use and
s

Depresson and soHharming
5o ng pubiic with ceprossion?
Deprezzion and abuse
Daprassion and identry
Dapraeson and ressnoatips
Deprasson and school
Depression and everyday tasks
Deprezzion and work
Deprossion, bias, and disacvantage
Bantas 10 cae

T e thew 3icas of caprassion
Depresson and sucde
Depreszion and ransitaons

Geang professiona: help for
daprassion

Tharapy and oXinsiing
Depuesion, mesicaton, and
roetment chooes

Depreczon meaiment in emasgency
fooms and haap ek

HOLEIT 30G ITegraive spproschies
0 degression

w Holping yourself: support
salf-care, and faeling beta

g @ puroces = He

Suldng relsionestips Il work ween
deprossed

Dapmassion and pats

Daprasson and sismgns for
peryday e

Ciyzios of docression and
FaAneg hopa

Deprueson, spithuaily and fath

Depression and work - <

Mary yourg adulls between the ages of 18 and 29 have not yet had tme to devalop & long of diverse
work history, regartiess of whether they are depressed, Nonatheless, mast peopie we interviewad 1alked
about the Impact dapressian had an their sxpenences with work, andiar about haw wark irfusnced their
deprecgion. Some aleo described how and whather they “went pudlic® witn their depression in
professional environments, or what role income (or s abeence] played In their ives

Work making depression sasi

A number of peopie descrbed how work functions &s an effective antidate 1o feslings of isolabion,
paweriessness, or low seif-estesm that accompany cepression. For some, bang busy with work and
“having a rouling” &= wed a3 needed income was a tremandous halp: 35 Maghan pul il, "busy peaple sre
organized peopie and [having & campus job] has helped a lol.... just baing commitied 1o 2omething
[and].., having a schadule that | can maintan,” Olher peopie talked about work as a “productiva
dstracton” whch provides relief from endlessly *thinking abaut how I'm fneling,” Marty used his job to
practica “step[ping up] and being a leader”

W4 Now Playing

Jooy says getting even a “crappy”
job added necessary structure to
his life and immediately made him
less depressed.

accf¥e
For Jacob, having a job creatos a
positive fesdback loop: interacting
with others lsasens his
depression, which in turn creatos
more motivation to excel at work,
which lessens depression yet
moro.

Show Taot Varson Print yanscrio

A faw people mentioned how 1he substantive focus of thair work or tha specic requiraments of their job
chabenged them io move through symatoms of depression by makirg it necessary to “come out of my
shall or to ke inlensaly "emotionally aware” of sell and others. The oppordunity that work Greates to meet
ang spand tima with othar peaple was nighlightad by seversl paopia 85 paniculany masningful

Now Playirg e snaiv
Celin's job gives him the chance
1o be “part of something” with
other people.

Text only

Raad belaw

Show Tasr Varson ; Print vanacrioe

Tha frianas | mat now 1've mat through my job, I work sta  Profile Info ey okl
dning hall. | pot promoted, | appled for the promation. I'm RS
a supandsor thars, x -

Sax



Young Adults’ Experiences of Depression in the U.S.

Topics

» Men age 18-20 (3)

» Women age 18-20 (5)

» Men 21-24 (6)

» Women 21-24 (8)

v Men 25 and over (7)
Pete

Marty

Joey

Jason

Jacob

Jackson

Ben

» Women 25 and over (9)

People's Profiles

Men 25 and over

Resources & Information

Pete

Pete’s depression became
noticeable as a young adult,
but looking back he thinks he
had...

Joey

Joey had some extended
periods of low mood earlier
in his life, but the first time
he...

Jacob

Jacob, 25, noticed symptoms
in early high school and was
diagnosed with depression
and...

Ben

Ben’s depression began
when he was 13. He was
diagnosed with depression
and schizophrenia...

Marty

Marty has struggled with
depression, anxiety, and
other issues since childhood.
He has...

Jason

Jason's first serious bout of
depression happened once
he was away at college, but
looking...

Jackson

Jackson, 27, experienced
childhood abuse, father’'s
suicide and mother's
imprisonment....

e




EImpowering patients by giving Veice to thelr story and
control  ever how! it Is shared

s Ongoeing communication to review and
approve materials

s Feeling seen
5 Redacting materials
x ONGeING ENdadeEmeEnt:
% e-malil
= Advisery: Greup
s Sampling
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BHAGIRGA VOIGES that: Wouldnhit beieard.
threugh other endagement: activities

For example, engaging guiet and diverse voices

... many of the most
important institutions of
contemporary life are
designed for those who
enjoy group projects and

high levels of

stimulation...”



... and Helping Every: Voice be Heard

Amplifying patients’ voices




Maya

"One of the things that | wanted to share in this interview was the fact
that | think so often we are talking about depression and anxiety as
though it's only a negative . . . But you know, we all have these different
ranges. I'm a person when it comes to like, the analogy about a piano, |
play all the keys. | have very high highs and | have very low lows."

e




Natasha

"[Depression,] it's sort of always a journey, that's a cliche statement but
it's sort of a constant thing that you have to deal with . . . [it's] a journey
that I'm getting more comfortable with, like easier to navigate. | guess
my situation is really unique, coming from this super small place and
also being a queer person is interesting, | thought that would be a voice

that would be good to have."
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.....Lo lVoices
Young Adults' Experiences With Depression

young adults ‘ LS \

across the AN =
United States shared w2 _

their stories about

o . N .l i 4
See and hear these young adults
describe their experiences.










Your Questions?



