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Outline of presentation

Patient engagement in research

Leveraging health experiences research to
enhance Veteran engagement

Overview of DIPEx methodology for health
experiences research

Launch of DIPEx USA chapter — Health
Experiences Research Network

— Experiences of Veterans with TBI

— Experiences of young adults with depression



Engaging Patients in Research

* If we want to conduct research
that matters to patients, it is W
imperative to understand what is *
most important to them

 Many organizations (e.g. VA,
PCORI) calling for enhanced
patient engagement in research




 Limited evidence-base on how to do this
effectively

* Barriers to incorporating patient perspectives,
values and preferences

“....engagement comes at a cost and can become
tokenistic. Research dedicated to identifying the
best methods to achieve engagement is lacking and
clearly needed.” (Domecq JP et al. 2014)



Veteran Engagement Workgroup

Goal: Review and recommend ways to best incorporate
Veteran input and engagement in research to:

* |Improve design of patient-relevant research
* |ncrease uptake of research into practice

e Build Veteran support for research

* Restore trust in the VA

Subcommittees:

1) Conceptual foundations of Veteran engagement
2) Approaches to health experiences research

3) Veteran engagement at proposal level

4) Veteran engagement at the center level



VA HEALTH SERVICES
RESEARCH & DEVELOPMENT SERVICE

Health Experiences Research
and Engagement

Lead: Mark Helfand
Portland VA Medical Center (CIVIC)

Health Experiences Workgroup members: Debra D’Allesandro,
Mark Flower, Sara Knight, Carolyn Ray, Susan Zickmund
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Veteran Engagement Workgroup

Recommendations

1) Adapt the key features of the approach used by the
Health Experiences Research Group at Oxford and the
DIPEX charity.

2) Develop a public web-based resource for
dissemination of health experiences research

3) Set priorities for “Module” topics that mirror the
anticipated priorities of VA and HSR&D over the next few

years.
4) Create a network of researchers and partners

5) Develop guidance for IRB and privacy issues

6) Pilot the use of modules in development of research



What is Health Experiences
Research (HER)?

* Interviewing people
about their experiences Understanding and
Wlth pa rtlcular health Usmg Health Experiences
COnd |t|0ns Improving patient care

e “..encourage the patient
to tell the story of what
has happened to them in
their own way, focusing
on the issues that are
important to them.” - f
(Ziebland, Coulter et al., EorteD BY

Sue Ziebland | Angela Coulter
20 1 3) Joseph D.Calabrese | Louise Locock




Database of Individual Patient

Experiences (DIPEx) approach.....

Founded in 2001 by Health Experiences Research Group at Oxford
University

Systematic collection of patient stories to understand the broad
range of experiences with disease & illness; in UK over 85 topics
covered and 3000+ interviews completed

Unique dissemination method (peer-reviewed publication, public
facing website, transcripts available for secondary analysis)

Multiple uses: patient/caregiver support; medical student &
clinician education; quality improvement; policy and guideline
development; health system design; and to inform research

DIPEX .o



Why DIPEX?

ldentify questions and problems that matter to
patients

Provide support and information to patients and
caregivers

Promote balanced encounter between patients and
health professionals

Be a learning resource for medical students, doctors,
nurses and other health professionals

DIPEx .o



DIPEx methodology

 Aim is to represent the broadest possible range of
perspectives, using rigorous qualitative research
methods

* For each health condition (or module),
researchers conduct at least 30 interviews,
among patients from different backgrounds,
recruited through a range of avenues (maximum
variation)

* Interviews continue until no new ideas or
experiences are voiced (saturation)

DIPEX O



DIPEx methodology

Transcripts coded by theme, with focus on
ooth common and divergent experiences

Researchers produce ~ 25 summaries in lay
anguage, illustrated with video, audio, or
written interviews clips (roughly 200-250
clips per module)

Modules disseminated via publicly-available
website (e.g. www.healthtalk.org ); data
available for secondary analysis and use
(with permission)

DIPEx O



http://www.healthtalk.org/

O Home People's Experiences Young People's Experiences Health Professionals Learning & Teaching

AA About The research News & Blog Get involved Scrapbooks Register Login

healthtalk.org FUNDING CRISIS APPEAL Q- it <o onversimy or
® youthhealthtalk.org e = OXFORD
> A-Z ¥ Categories *» Young people |Q

O AUTISM © DYING & BEREAVEMENT © MEN'S HEALTH
© BONES & JOINTS © HEART DISEASE © MENTAL HEALTH
© CANCER © IMPROVING HEALTH CARE © MNERVES & BRAIN
O CARERS © INTENSIVE CARE © PREGNANCY & CHILDREN
© CHRONIC HEALTH ISSUES © LATER LIFE © ORGAN DONATION & TRANSPLANT

DISABILITY & IMPAIRMENT MEDICAL RESEARCH WOMEN'S HEALTH

* —

It gives us a unique look at what it’s like to be on the receiving end.
— nr

i Rl -

FUNDING CRISIS APPEAL YOUNG PEOPLE'S EXPERIENCES HEALTH PROFESSIONALS LEARNING & TEACHING

healthtalk.org on Twitter

Welcome to healthtalk.org @healthtalkorg

Find information on a range of illnesses and other health-related issues Tweets ¥ Follow
from seeing and hearing people's real life experiences. Thousands of

people have shared their experiences on film to help others understand 47y, healthtall.org 25m =
what it's really like to have a health condition such as breast cancer or * %% @healthtalkorg H
:g;\r;lgs_ Find out more or select from our list of health conditions Have you seen our extensive

range of teaching resources and
trigger films? bit.ly/1sd5qt7
#meded #ukmeded

Evrnarnd




DIPEX International

www.dipexinternational.com
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http:www.dipexinternational.com

Health Experiences Research Network
healthexperiencesusa.org

°

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



Health Experiences Research Network (HERN)
Steering Committee

Launched in in 2014

Rachel Grob, MA, PhD
Chair

Erika Cottrell, PhD, MPP
Kay Dickersin, PhD

Mark Helfand, MD, MPH
Kate Smith, PhD, MA
Nancy Pandhi, MD, PhD
Mark Schlesinger, PhD

The Heatith Experiences Research Network
(clockwise from upper left): Mark Helfand,
MD, MS, MPH; Kay Dickersin, MA, PhD;
Mark Schiesinger, PhD; Rachel Grob, MA,
PhD; Katherine Smith, PhD; Nancy Pandhi,
MD, MPH, PhD; Erika Cottrell, PhD, MPP
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US Health Experiences Modules

Two funded modules

v’ Depression in young adults (UW-Madison)
v’ Veterans with traumatic brain injury (VA/OHSU)

Proposed modules under review

> Gulf War lliness (VA)

Pediatric cancer (NIH CTSA)

Adults with congenital heart disease (NIH CTSA)
Low back pain (Donaghue Foundation)

V V V




How can HER enhance
patient engagement?

v’ Listening to patients to capture a
wide range of experiences and
priorities

v’ Empowering patients by giving
voice to their story and choices
about sharing their data

v’ Bringing in voices that wouldn’t
be heard through other
engagement activities

v From voice to voices —
synthesizing themes and

isseminating to broad

audiences— not just peer-

reviewed literature




US Module: Veterans with Traumatic
Brain Injury

Project team:

Erika Cottrell, PhD, MPP
Mark Helfand, MD, MPH
Lauren Saxton, MA, MS

Sara Dolen, BS

Joan Ash, PhD, MBA

Funding:
VA HSR&D FOP 15-001

Defining
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WHAT’S YOUR
STORY?

Are you a veteran living with a Traumatic Brain Injury?
Do you feel your experiences could benefit others?

Do you want your story to be heard?

Researchers at the Portland VA are locking for Veterans who are willing te share their
experience of living with a Traumatic Brain Injury. Participants will take partin 1-2
interviews conducted by a member of our research team.

During the interview, we will ask questions about the experience of living with your
illness and how it impacts your daily life. All interviews will be cudio and video
recorded. You will receive a $50 gift card as compensation for your time.

This is a research study does not involve clinical visits or treatments of any kind.
Who can take part in this study?
+ Veterans or active service members

At least 18 years old
+ Diagnosed with a TBI

What is the benefit of participating? By sharing your story, you will help VA
researchers learn more about the issues that matter most to patients.

For more information about participation, please call: 503-220-8262 x52465.
Prindpal Investigators: Mark Helfand, MD, MPH; Joan Ash, PhD

Defining

EXCELLENCE
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Who did we talk to?

* 35 interviews and counting....

» Oregon, Washington, lowa, Minnesota, Texas,
Maryland, DC

> Age: 25-34 (44%); 35-54 (29%); 55-74 (27%)
»85% male; 15% female
»75% white; 25% non-white

e Continuing to recruit female and non-white
Veterans

_-;:i-':_' -'_':'T'Sj-.ll lefining
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Listening to patients to capture a wide range of
experiences and priorities....

Defining
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Empowering patients by giving voice to their
story and choices about sharing their data

Unique dissemination method
* Web-based module for public dissemination
e Data repository for VA researchers

Two-tiered consent process

* Informed consent to take part in interview and
include interview transcript in VA data repository

* Consent to future use of interview for research and
non-research purposes outside of the VA

_'E::-:. & '-'_':'T'fj-.,l lefining
&2 VA ExciLence .o
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Patients have control of
what data is shared and how it is shared.....

[ have reviewed my transcript and have crossed out any material that I wish to exclude. With the

exception of those sections that I crossed out, I consent to my interview being available in the following
format(s):

Check all that apply:
O Video recording of interview
O Audio recording of interview
O Written transcript of interview

[ understand that my interview will only be used in the manner set out above. If I decide that I no longer
want my interview to be used on the website (or for any other purpose) it will be removed, although I
accept that it may not be possible to remove all existing copies from circulation.

Name: (block capitals)

Signature: Date:




Web-based module

* Analysis and coding of interviews is ongoing

 We will produce at least 25 summaries of key
themes written in lay language and illustrated
with audio and video clips

 Summaries will be made publicly available on
the www.healthexperiencesusa.org website

Defining
EXCELLENCE
im the: 25t Century


http://www.healthexperiencesusa.org

Establishing a VA Repository of Patient
Narratives

* De-identified interview transcripts will be stored
in a password protected data repository behind
VA firewall

* Future modules —and other qualitative data —
can be added to the repository

Future steps:

* Develop policies for sharing with VA researchers
and others outside of the VA

* Assess best methods for organizing data? Raw
transcripts? Coded by theme? Indexed?

Defining
EXCELLENCE o
im the: 25t Century .




Experiences with Implementation

Recruitment was slow at first...we learned that
partnership with clinicians and Veteran
organizations is important!

The Veterans we interviewed were eager to share
their stories

Almost all were open to making part of their
interview available as part of a data repository for
future research

Most were open to including excerpts from their
interview (in text, audio, or video) on a public
website

.'?:'-:- & '-'_':'7'::-..' lefining
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Why did you decide to share
your story?

“For one thing, | don’t want these
kids now ever go through the same,
same stuff | did. And a lot of us
Vietnam vets are — | can’t speak for
the whole, whole demographic
group, but there’s a lot of us that feel
the same way, and we’re helping
these guys coming back because we
don’t want them to go through the
ignorance and or abuse that we did.
And | help them in that, you know,
like | said about the benefits the VA
has. Not just for PTSD — housing,
education, the whole gamut.”




What would you tell other Veterans
struggling with TBI?

“It’s a process. | always tell
people don’t quit. It’s not
linear. It’s going to get better
but everybody is going to have
setbacks. You’re not going to
be the same person you were
before | tell everybody. My
new birthdate is my head
injury day. I’'m never going to
be the person | was before, so
celebrate your new person.”




How did it feel to be home?

“I just felt like a fish of
water and still do, kind of
lost that sense of purpose,
sense of togetherness.
Sometimes | wish | was just
back deployed because
being deployed was easier.
You had a set thing to do,
and now hear you’re just
sort of tossed out. ”




US Module: Young Adults with
Depression




US Module: Young Adults with
Depression

Study Team
Rachel Grob, MA, PhD
Nancy Pandhi, MD, MPH, PhD
Meg Wise, PhD
Mark Schlesinger, PhD
Natalie Wietfeldt, BA
Cecie Culp, MPP
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Young adulthood: A critical time of
change
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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 an 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.

w @ o @ @ @ [ o = o ] -]
sk = = e ek el =k ek [ - = =
83 |85 |85 |85 |88 |83 |85 1683 183 187 |83 |63
52 138 138 28 3% 128 12§ 18 |28 =% |28 |8
£E2 |E2 | Ee | E2 | E& | B3 | B2 2 152 | g2 |ga | Ba
9% 195 195 195 195 (9% |95 |95 [9C 195 19% | 9¢
2% 128 128 2% 12§ 12% (2% 125 13% 132¢% 128 13¢%
- (3 |3c |Bc l3c [83c [3c 3¢ 1E° |8C |EC 8¢
S lEs =8 128 125 1£8 188 125 125 1£85 155 155
823 83 83 83 B3 B3 (B3 ;o3 1B B3 |83 |83

e



Where we’ve Interviewed




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

People’s Profiles Resources & Information Credits

Next Togic »

Overview

Depression and feeling different : ; - ;
In this section you can find out about experiences young adulis ages

when young = 4 2 > % »
18 - 29 have with depression by seeing, hearing and reading
Young adults’ views about what personal stories they shared with us. Our researchers travelled to
causes depression several regions and many different communities throughout the
United States to talk to 38 young people in their own homes or
» Living with depression (19 community seftings. 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 EXPER|ENCES

Getting professional help for

degression The young people who shared their stories did so for varied reasons OF DEPRESSION
duard 5 miee s S
Therap snd courseleg %’Eé'fir?;iiiigdin‘f;’ﬁ;gﬁd°f§ﬁ?§§ ek S Wkt bt oo IN U.S.
i = SMSEeivVeES and o omers
steens YOUNG ADULTS
Depression treatment in emergency Young adults and depressionin US 0 »

rooms and hospitals

Holistic and integrative approaches
to depression

Having a purpose in life

Building relationships that work when
depressed

Depression and pets

Depression and strategies for
everyday ke

Cycles of depression and
maintaining hope

Young aduits 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
esources for more information.

Depression, spintuality, and faith
Depression and healing

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

........... ¥ offers ideas for how to explore this content

to support 3 person with depression

Messages to other young adults with Dr. David Rakel, Family Physician at Th... § =
depression




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

How depression feels

Signs and symgptoms of depression
Depression and eating disorders
Depression and anxsty

Depression and obsessive
compuisive disorder (OCD)

Depression, substance use and
abuse

Depression and seff-harming
Going public with depression?
Depression and abuse
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
adulthood

People’s Profiles Resources & Information

Overview

In this section you can find out about expenences young adults 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

Qo »

Young adults and depressionin US

Credits

Next Topic »

A

EXPERIENCES
OF DEPRESSION
IN U.S.
YOUNG ADULTS

Young aduits who told their stories for this website alsoc 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

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... @§




Daprassion and faaling aflerarr
when yourg

Youryy aduls’ vews sbout what
cames deprassion

» Uving with deprossion [16)
How degeession fesks

Sgne and symptoms of depression
Cupression and ealing disorders
Daprassion and anxiaty

Daprossion and cbeaesshve
compulsie cieorcer (OCO)

Caprassion, sbeancs usa and
abuse

Cepresson and sef-haming
Geing publc with depmssion?
Depression and abuse
Cepression and idectity
Dapmesion and relationships
Depression and schoal
Duepresson und everycay lssks
Dapraeaion and work
Deprossion, bas, and dsacvantage
Baners o care

The poalive 5 0es of deoreasion
Deprassion and sucde

Cepression and trans tors 10
aduthood

Gatting profassinal Falo for
gepresson

Therapy and counselng

Dapmesion, masication, and
treatmeant caoloes

Cuprassion Ineglmant in amegency
rooms and noap tals

Mois3c and inlegratve 2pproaches
10 depeeasion

w Helping y oIt suppoft,

Having & purposs in s

Buldng relabionsnips that work when
duprussed

Caprasaion and pats

Depression and straloges for
everyduy e

Cyclkea of daprassion and
mantaning hope

How depression feels -, -

In the Unitag States, clinical guidelines and'or DSM-V Criteria deecribe spacific signs and symptoms
professionals can use lo diagnose depression®. In this section of the wabsite, we focug an something
giffarent: how deprassion feeals to young adults while they are Iving inside of i, as dascrbed by those we
Intanviewed, (For summaries of how i feels for young adulls 1o cycle in and out of depraszion, or how it
feais to ba haaing from I, sae ‘Cy of depression and maintaining hepe' and *Dapression and

ealing.’)

Young adulls have a variety of experiances with dapression, but one thing all those we talkad to shared is
the feeling that they are somehow separated from the rest of h1e workd, Each parson described, In o

way ar another, baing in thelr “own litle ward,” loging their motivation ta do things, and bacoming socially
Isclaned. Cne person talked adout "feeling so alien to the rest of the world around me.” Sam said hat
when he's deprassed be has 1o "unplug and not raally communicats with anyons.”

Now Playing viw gfie

Marty describes how he could not
get out of bed.

Snow Tad Varson Print transaript

For many people, that sense of Isclation was accompanied by feeling overwneimed. Some described this
as everything bacoming unmanageably “asbrasive 10 my sansaes’. bngnt ights, groups of other paopie,
noise, denfight Others talked sboul everycay responsidiiies |ike school work becoming "rightening,” or
mss0hng N tears while i pubic without knowing why.

Now Playing

Sam says that during bad periods
of depression, his experience of
being overwhelmed is itself
overwhelming.

varw prodiu

Show Texl Verson Print lranserpt
Metaphors about depression

For many of thoss we infesviewe: nary language and descriptions were not nuancad anough ¥
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Thacapy and oInsaing
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» depression
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Depression and work

of whether the
n had a
ibe
or what

A number of pe

sriesEness, or

haviry,
ynmiied io =

t work &s a “prod

I'm fneling.” Marty us

2 “gtep[ping up

P s L)

Jooy says getting even a “crappy”
job added necessary structure to

his life and immediately made him
less depressed.

[ vow ol
For Jacob, having a job creatos a
positive fesdback loop: interacting
with cthers lsasens his
depression, which in turn creatos
more mothvation to excel at work,
which lessens depression yet

Show Tl Verson Print asscriat

come out of my

shal” or to te nlensaly “"emo

c e %0 meet
ang spand tima with othar ped!

Now Playirg ewa snuiv

Colin's jobs gives him the chance
1o be “part of something” with
other people.

Text only

Raad below

Show Tasr Varsion Print 3
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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...

Credits

Marty

Marty has struggied 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



Empowering patients by giving voice to their
story and control over how it is shared

* Ongoing communication to review and
approve materials
— Feeling seen
— Redacting materials
* Ongoing engagement:
— e-mail
— Advisory Group
* Sampling
* Topic Summaries
* Bios




Bringing in voices that wouldn’t be heard
through other engagement activities

For example, engaging quiet 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...”

e



.. and Helping Every Voice be Heard

Amplifying patients’ voices




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

lapics Resources & Informabon Credits

» Previous Person Next Person
¥ ' Natasha
Siera Rose

Female
Natasha Age at Interview: 2(
Waghan Age at diagnosis: 1
Nara Brief outline

family. At
Crysial |

W
» p— )-m _
’ Background: Natasha 5 a VES In 8 gorm room
African Ame

»
L

......... selerBluile Al Audio & video

Natasha describes how being
depressed changes her sleep
patterns.

o« view peofiie

Natasha describes how bad
social interactions trigger her
depression.
Text only
Read below = view zestle

Natasha found treatment
readily available in college,
but was disappointed that
only the first fow visits were
free, since she was unable to

Show Text Version il transcrips

‘m ke fealing like very sad and Profile Info wiew profie

S Or like healthy

Fomaie
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Maya
Female

Age at Interview: 27
Age at diagnosis: 15
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Maya discusses her carly
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Mays is able to act upbeat
even when her depression is
bad - a skill she sces as
connected to the “insincere
culture" around her,
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across the

United States shared
their stories about
living with depression.

See and hear these young adults
describe their experiences.







Questions?

Thank You!





