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* Background and history: Origins of the Database of
Individual Patient Experiences (DIPEx) and the US Health
Experiences Research Network

* Examples of completed and ongoing DIPEx projects (called
‘modules’)

* How can this approach be used to amplify patient voices
in clinical and translational research?
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atabase of Individual Patient Experiences (DIPEX)

Using qualitative research methods to capture people’s
stories of health and illness

Original Aims:

v'Support patients and their loved ones, who may feel alone or ill-
prepared for challenges ahead.

v'Support healthcare professionals in providing patient-focused care.

v'Promote better communication between patients and health
professionals.



Listening to patients to capture a wide range of experiences....

% For each health condition (or module), researchers conduct 30-50

interviews

People are encouraged to tell the story of their illness, emphasizing
what is most important to them; interviews video and/or audio taped

Aim to represent the broadest possible range of experiences
(maximum variation)

Findings are disseminated via publicly-available websites; raw data is
available for secondary use (upon request)



Commitment to broad dissemination

People's Experiences Young People's Experiences i Learning & Teach

A | About The research News & Blog Get involved Scrapbooks Reqister Login

e 180+ modules disseminated

: healthtalk. FUNDING CRISIS APPEAL [ Yaes
via www.healthtalk.org (UK oD Jouimneatiae e

We b S ite ) R v Categories » Young people Q

© AUTISM DYING & BEREAVEMENT © MEN'S HEALTH

* Data available for secondary e
analysis and use (with A

[ ] [ ] © CARERS © INTENSIVE CARE © PREGHANCY & CHILDREN —
ermission & ™
CHRONIC HEALTH ISSUES © LATER LIFE O ORGAN DONATION & TRANSPLANT i
© DISABILITY & IMPAIRMENT © MEDICAL RESEARCH © WOMEN'S HEALTH

e 320+ peer reviewed
publications

o M u I t i p | e u S e S b eyo n d FUNDING CRISIS APPEAL YOUNG PEOPLE'S EXPERIENCES HEALTH PROFESSIONALS LEARNING & TEACHING
original aims...

Welcome to healthtalk.org @healthtalkorg

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

people have shared their experiences on film to help others understand healthtalk.org bLT
what it's really like to have a health condition such as breast cancer or @healthtalkorg H
arthritis. 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 Fukmeded

above

Expand


http://www.healthtalk.org/

DIPEX International
www.dipexinternational.com
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Health Experiences Research Network (HERN)

HERN is committed to implementing the Database of Individual Patients' Experiences (DIPEx)
methodology in the United States.

1 ff' on thcare

i ; CHealthExpenencesUSA

www.healthexperiencesusa.org

Partnership between researchers at University of Wisconsin-Madison, Johns Hopkins University,
Oregon Health & Science University, University of New Mexico, University of Utah, Yale University.


http://www.healthexperiencesusa.org/
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HERN Modadules & Pilot Projects

4 N [~ N N

Completed Modules Modules in Progress Pilot Projects
e Depression in Young Adults e  Gulf War lllness** » Cancer and Fatigue
e  Traumatic Brain Injury in e  C(Clinical Trials* * Long-term COVID-19*
Veterans** e  Multiple Sclerosis * End Stage Renal Disease
e Cancer Risk That Runs in e Adolescent & Young Adult « Adolescent Reproductive Health
Families
Cancer** * Autosomal Recessive Polycystic
* Breast Cancer e Opioid Use Disorder** Kidney Disease (ARPKD)*
e Childhood Cancer (in e  Firearm Injuries Among e Psychosis
production)™* Veterans**

* Living Kidney Donors
e COVID-19 (international .

Sexual and Gender Minority
comparison)

Experiences of Cancer

» Palliative Care for Young Adults*

o AN NG /

**Led or co-led by researchers at OHSU or Portland VA
*Supported by researchers at OHSU or Portland VA




.@ H ea lt h EX p e ri e n Ces U SA HOME TOPICS ABOUT US CONTACT

Bringing patients’ voices to American healthcare

"I want my experiences to help other
people, even If it’s just one person.”

Health Experiences Participant

Read more about our work

ELEVATING PATIENT VOICES

The Health Experience Research Network (HERN) brings patients’ voices to
American health care. HERN is a non-commercial, non-profit group, part of an
international movement (DIPEX International) to share patient stories.




Why did you decide to share your story?




Research Team

Erika Cottrell, PhD, MPP
Mark Helfand, MD, MPH
Lauren Tarlow, MS

Sara Dolen, MS

Funding: This project was
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Department of Veterans Affairs,
Health Services Research &
Development (SDR 13-227 &
FOP-15-001) and National
Center for Advancing
Translational Sciences
(UL1TR002369).

& People's Profiles

c H ea lth Ex pe rl e n Ces U SA HOME TOPICS ABOUT US IMPACT CONTACT

1r |r'll-_|r J ;“ r;'. -_rru

TRAUMATIC
BRAIN INJURY OVERVIEW

IN VETERANS

In this module you can learn about the experiences of Veterans who have sustained a traumatic brain injury (TEI) by seeing, hearing
and reading personal stories they shared with us. Our research team interviewed 38 Veterans from across the United States. The

Veterans we talked to were all asked to share the story of their injury, including when/how they first noticed something was wrong,

Mature of Injury and Diagnosis - the type of treatment or medical care they received, whether they experience ongoing symptoms, whethermow their injury has

Living with TBI . impacted different aspects of their life, how they have coped with challenges arising from their injury, and lessons they have for other
Weterans who have experienced TEI

Coping and Support -

Looking Forward - We spoke to Veterans from a wide range of ages and eras of service. They had different experiences in the military and after their

return to civilian life. Some were deployed and some were not. Some sustained their injury during their military service and others
were injured after discharge. But all were united in the hope that by sharing their story, they may be able to help other Veterans

Bi Resources and Information struggling with similar issues.

# Credits

Hear what some of the people we talked to said they would like to share with other Veterans who have experienced TBIL

www.healthexperiencesusa.org



http://www.healthexperiencesusa.org/

c Hea lth Expe rlenceSU SA HOME TOPICS ABOUT US CONTACT

Bringing patients volices to American healthcare

dodo e CHANGING SENSE OF SELF

BRAIN INJURY
IN VETERANS

One of the biggest challenges people talked about is how their injury makes them feel inside and changes to their sense of self.
Participants described feeling uncomfortable in their skin, frustrated. angry, and even afraid. Some said their injury led to career
# Overview changes which impacted their seif-esteem. Others described a disconnection to hobbies they once enjoyed, feeling less social, or
- changes to their mood or temperament.

Nature of Injury and Diagnosis

Living wiith TBI b Not being able to do what you once could
Living with an Invisitie Disability
Many Veterans described the difficulty of not being able to do what you once could, “feeling like an idiot” when they couldn’

remember what they did 15 minutes age, having more limitations than before their injury. or being “at a deficiency compared to most

Impact on Cognitive: Functon people my age, my gender and my working class.”

Ongoing Physical Symptoms
Impact ca Work

Impact on Family

John says that for many
= of the younger guys, it is
Living with T8I & PTSD like going from

- g Superman to half man.

Navigating Social Relationshigs

What is the Hardest Pan?
Coping and Support
Looking Forward
& People's Profiles
Bi Resources and Information

# Credits

> SHOW TEXT VERSION & PRINT TRANSCRIPT

Before her injury,
Jessica says she felt like
a superhero who could
do all and see all, but
now she has a lot more
limitations.

@)

www.healthexperiencesusa.org



http://www.healthexperiencesusa.org/
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TRAUMATIC MIGUEL

BRAIN INJURY
IN VETERANS
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http://www.healthexperiencesusa.org/

Willlam sustained a concussion and experienced vision |oss after being
caught in a rocket strike in Iraq.

TRAUMATIC
BRAIN INJURY
IN VETERANS

& Overview

-

Mature of Injury and Diagnosis

Howe Injury Occurmed

First Signs Something Was Wrong
Evolution of TEIl Awareness
TBI Screening & Diagnosis

Living with TEBI

Coping and Support

Looking Forward

& Feople's Profiles

Bi Resources and Information

# Credits




Greg still struggles with memory issues; he recently took a $10 pay cut
because he was forgetting important things at work.

TRAUMATIC
BRAIN INJURY
IN VETERANS

# Overview
Mature of Injury and Diagnosis
Living with TEI

Liwing wath an Imvisible Disability
Changing Sense of Self
mpact on Cognitrve Funchon
Oingoing Physical Symptonns
Impact on Waork:
mipact on Family
Mavigating Social Relationships
Living wath TEI & PTSD
What is the Hardest Part?

Coping and Support
Looking Forward

& Feople's Profiles

: " ¥
13 ﬁ"i
250 U vk STl |

Bi Resources and Information

# Credits



Although Sam struggled in school initially, he found new ways to learn and
to manage his workload.

TRAUMATIC
BRAIN INJURY
IN VETERANS

& Overview

Mature of Injury and Diagnosis -
Living with TEI -
Coping and Support -

Coping with Innpacts on Memory & Cognitive
function

Coping Strategies for Day-to-Day Life

Seeking Professional Help for Emotional & Mental
Heaith

Strategies for Managing Pain & Vertigo
Medications for Mood, Concentration & Thinking
Services & Programs for Weterans

People Who Provided Support

Positive Changes, Moving Forward, & Finding Mew
Meaning

Looking Forward -
& Feople's Profiles
Bi Resources and Information

# Credits



Miguel talks about the misconceptions about Veterans, and the need to
educate employers that not all Veterans are the same.

TRAUMATIC
BRAIN INJURY
IN VETERANS

# Overview

Mature of Injury and Diagnosis
Living with TEI

Coping and Suppaort

4 1 1 1

Looking Forward

Reintegrating Into Society

Public Percepiions — & Misperceptions - of

‘elerans
Advice for Cther \eterans

Unanswered Questions & Areas For Future
Rasearc h

& People's Profiles
Bi Resources and Information

# Credits



Jessica says it is a process, don't quit, and celebrate your new person.

TRAUMATIC
BRAIN INJURY
IN VETERANS

# Overview

Mature of Injury and Diagnosis -
Living with TEI -
Coping and Support -
Looking Forward -

Reintegrating Into Society

Public Perceptions — & Misperceptions - of
\feterans

Advice for Other \ielerans

Unanswered Questions & Areas For Future
Research

& People's Profiles
Bi Resources and Information

# Credits J



Multiple uses (beyond original aims)

Balanced and unbiased source of information on health experiences for patients and
caregivers

Learning resource for students and health professionals

Identify questions and problems that matter to patients; generate ideas and priorities for
future research or quality improvement

Enhance patient-centeredness of research questions; inform development of patient-reported
outcomes

Augment current community engagement activities by giving researchers access to the widest
possible range of patient health experiences

Increase understanding of the ways that social and structural factors, including structural racism,
shape health experiences, outcomes, and disparities




Leveraging HERN
to amplify patient
voices in clinical
and translational
research?



lIness happens In the community

1,000 persons

800 report symptoms

327 consider seeking medical care

217 visit a physician's office (113 visit
a primary care physician's office)

65 visit a complementary or alternative
medical care provider

DN

21 visit a hospital outpatient clinic
14 receive home health care

13 visit an emergency department

~_____— 8are hospitalized

< 1 is hospitalized in an academic
medical center

Green, L. A., et al. "Ecology of medical care." N Engl J Med 344.aa2021 (2001): 5.



cngaging Patients in Research

If we want to conduct Limited evidence-base
research that matters to on how to do this
patients, it is imperative effectively

to understand what is

: Barriers to incorporating
most important to them

patient perspectives,
Many organizations (e.g. values and preferences
VA, PCORI) calling for

enhanced patient

engagement in research

“....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)



Amplifying Patient Voices in Research

rO

Amplify patient and
caregiver voices in
clinical &
translational
research

Multiple routes of
dissemination,
multiple uses of

information




OCTRI Optional Function (201 /-2022)

Amplify patient and caregiver voices using a time-tested,
research-based approach for conducting and disseminating
health experiences research.

* Produce modules on childhood cancer, adolescent and young adult
cancer, and opioid use disorder for www.healthexperiencesusa.org

* Create a repository of gualitative data available for secondary use
* Build infrastructure for sustaining HERN as a unique shared resource

Supported by National Center for Advancing Translational Sciences (NCATS), National Institutes of Health,
through Grant Award Number UL1TR002369.



Childhood Cancer Module

WE WANT TO HEAR YOUR STORY

Researchers at OCHIN and Oregon Health & Science
University are wanting to learn more about the experience
of childhood cancer and give voice to patients and families

whose stories may not otherwise be heard.

40 semi-structured interviews with
parents/guardians of children (0-14 when
diagnosis; 1-5 years post-treatment)

Multiple recruitment strategies:
Doernbecher; OCHIN community health
centers; social media and community
organizations



AYA Cancer Study — Social Med

a Campa

21

Patients’ voices need to be heard, which is why @ healthexusa is committed to elevating their stories.
Visit https://redcap.link/AYA to see if you're eligible to share your experience of adolescent/young adult

cancer and make your voice heard.

young adult cancer experience Q

Approved by OHSUJIRB, Stuiy## 21282

young adult cancer...

young adult cancer treatment
young adult cancer survivorship
young adult cancer diagnosis

young adult cancer experience

Approved by OHSU IRB, Study # 21282

Approved by OHSU IRB, Study # 21282

SHARE YOUR STORY

Patients’ voices need to be heard, which is why we are committed to elevating their stories.
Find out if you're eligible to share your experience with adolescent and young adult cancer at:
https://redcap.link/AYA




Opioid Use Disorder & Medication-Assisted Treatment Study

Information Sheet

= Researchers at OCHIN, Oregon Health & Science University, and University
of Wisconsin Madison want to better understand individual experiences
What is this with opioid use and medication-assisted treatment. With patient
stm:ly about? permission, study findings (in the form of video, audio and text clips from
interviews) will be shared via a public-facing website:

nealthexperiencesusa.org.

= OCHIN will work with health centers to determine the best way to recruit
patients (e.e. OCHIN to reach out to patients via a series of letters).

* We are seeking to interview up to 15 patients from each health center at
any point in their MAT experience (e.e. starting, finished, or repeating in

Opioid Use Disorder & e 52509 s sy it
Medication-Ass

S t e d + Patients selected will be asked to participate in a 2-hour interview.

* Questions will focus on their experiences with opioid use, treatment, and
stigma.

T re a J[ m e ﬂ J[ S JE U d y = . fr?;t;ctllpr:zts must be at least 18 years old and will receive a $50 gift card for
Study FAQ

What is the * This research study is a part of the Health Experience Research Metwork
Health [HERMN) whose primary geal is to improve health and health care by
. understanding patients’ diverse experiences.
E'FE"EH“! » HERN is a non-commercial, non-profit group, and part of an international
Research miovement (D1PEx onal). They have created an onling resource for
Network? patients, caregivers, healthcare professionals, and health systems, etc.

nternat

+ |fyou have questions about the study, please reach out to Molly Krancari,
What if I have krancarim@ochin.org

* You can also learn more about HERN by visiting healthexperiencesusa orn
ExUSA) or Instagram

guestions?

or following us on Facebook (Facebook com/Healt

© 0
HEALTH EXPERIENCES
WISCONSIN OCHIN @5 ks




Commitment to Dissemination and Use

www.healthexperiencesusa.org

e Relevant, accessible information on
health experiences

e Presented in lay language; illustrated
with interview clips

Patient Experiences Data Repository
e De-identified transcripts stored in data
repository

e Available for secondary analysis, upon
request

R

HEALTH EXPERIENCES
o RESEARCH NETWORK

OHSU



Multiple uses (beyond original aims)

Balanced and unbiased source of information on health experiences for patients and
caregivers

Learning resource for students and health professionals

Identify questions and problems that matter to patients; generate ideas and priorities for
future research or quality improvement

Enhance patient-centeredness of research questions; inform development of patient-reported
outcomes

Augment current community engagement activities by giving researchers access to the widest
possible range of patient health experiences

Increase understanding of the ways that social and structural factors, including structural racism,
shape health experiences, outcomes, and disparities




tory

Qualitative Data Repos

_(e, Author manuscript clini : : : :
. = g inical and
- Situd Health Technol Inform. Author manmseript; available in PMC 2015 April 08. al Science Leveraglng d qualltatlve data FEPDSItOI’}" tD
5 Published n final edited form 3 integrate patient and caregiver perspectives
5—‘ Stud Health Technol Inform. 2015 ; 208: 55-60. . ..
= dge.org/cts into clinical research
S
g Patient Narratives Representing Patient Voices to Inform
o ; 1 3 : 14
= Research: A Pilot Qualitative Study Vivian Christensen® ®, Kellee Parker*® and Erika Cottrell
J S ASH™' Erika COTTRELL? L SAXTON? L NEWMAN? Eric GEBHARDT® nal Research, YOregon Clinical and Translational Research Institute (OCTRI), Oregon Health and Science University, Portland,
oan £ :b  Lauren - Lucas  ETIE ' 1 Analysis OR, USA: *Department of Pediatrics, Division of Pediatric Hematology and Oncology, University of Utah, Salt
and Mark HELFAND= irt Lake City, UT, USA; *Department of Pediatrics, Division of Pediatric Hematology and Oncology, Oregon Health
0regon Health & Science University, Portland, OR, USA and Science University and *0CHIN, Inc., Portland, OR, USA
» ®Partland VA Medical Center, Portland, OR, USA Christensen V, Parker K, and
= ging a qualitative data Abstract
— grate patient and caregiver . . ) . ) o .
5—. Abstract clinical research. Jourmel of Understanding patient and caregiver experiences is a critical component of the conception,
= We are investigating the feasibility and effectiveness of establishing a library of patient e slational Science 5: e155, 1-6. design, and implementation of clinical research studies. The “Database of Individual Patient
w . o S o T S h2laz2 Experiences” (DIPEX) is an innovative, evidence-based approach for eliciting rich information
E to inform patient-centered research m the 1.5, Veterans Affairs organization. Using qualitative per ( - ) . ' ) PP - . B o
4 methods, we conducted 2 needs assessment of 15 researchers and then internewed and videotaped 2021 about health EXpETEN b We conducted a formative evaluation with 14 pEd'm"lc nncn]og}r
g 1 ] ) L ; . . 11 researchers to assess the value of using data from a DIPEx study on patient and caregiver expe-
i) veterans with traumatic brain imjury or diabetes. We developed a method for displaving the - ) ) B} ) . o
= parratives to researchers modeled zfter a UE initiative called DIPEx and then performed j M21 riences with childhood cancer to inform patient-centered research in pediatric oncology.
preliminary usability testing. We found that it is not only feasible to provide researchers with Participants identified barriers to incorporating patient perspectives and experiences into their
patient namratives that could help gwde their research, but that similar namratives might be useful to x patient narratives; pediatric RESEATED ek inpe i AT E e =X omstlls Kewemspesl i It fhike pesciions
practitioners, health svstem decision makers, and other patients as well. ssearch; translational
EXQErEenCes




Childhood Cancer Module: Clinical Trial Participation

“I don't know if | can deal with
giving her less medicine and
then something happens. |

”Yeah. | mean, | think that’s my don't know what | would do”
biggest thing | ponder still is like

had we to do it over again, would
we have stayed on it once we got
that diagnosis—or that trajectory
of the most chemo, the most
spinal taps and the most most

most.”
“They wanted her to take less

medicine... And we were like,
We don’t want anymore of
that study. We're going to
stick with the 90 percent. “

AALLO932-Most recent Children’s Oncology Group clinical
trial for standard risk B-lymphoblastic leukemia




Parents reflect on their decision to continue their daughter on a
clinical trial after randomization




Childhood Cancer Module: Research Generation

Project Spotlight: Childhood cancer module

Dr. Kellee Parker, OCTRI TL1 Scholar and OHSU
Pediatric Oncology Fellow, chose to complete her
research fellowship with the OCTRI HERN team.
Dr. Parker used findings from the OCTRI HERN
childhood cancer interviews to developa TL1
study to explore the factors that shape parental
decision making about clinical trial participation.

Findings will inform recruitment strategies, the
way patients and families are educated about clinical trials, and provide insight into
how parents make decisions on novel treatment.

Pediatric Blood & Cancer

FSYCHOSOCIAL AND SUPPORTIVE CARE: RESEARCH ARTICLE

Parental decision making regarding consent to randomization on
Children’s Oncology Group AALL0932

Kellee Parker &8, Erika Cottrell, Linda Stork, Susan Lindemulder

=t published: 26 January 2027 | https://doi.org/10.1002/phc. 28907

Read the full text » ™ roF K, TOOLS =) SHARE

Abstract

Background

Within pediatric oncelogy, parental decision making regarding participation in clinical
trials that aim to reduce therapy to mitigate side effects is not well studied. The recently
completed Children's Oncology Group trial for standard-risk acute lymphoblastic
leukemia (AALLO232) included & reduction in maintenance therapy, and required consent
for randomization immediately prior to starting maintenance, At our institution, 40% of
children enrolled on AALLO932 were withdrawn from protocol therapy prior to
randomization due to parental choice. This study scught to identify factors that impacted
parental decision making regarding randomization on AALLDS32,



VWVhat's next for HERN at OHSU?

Establish governance and infrastructure for a national HERN data repository

Enhance collaboration with researchers and communities (integrate HERN into OCTRI Community Core)

Evaluate impact and use of modules

Develop innovative mechanisms for dissemination (including improvements to website!)




HERN Investigators and KLZ Scholars at OHSU

Vivian Christensen, PhD Shannon Nugent, PhD De’Sha Wolf, PhD Cirila Estela Vasquez Guzman, PhD

Modules: Childhood Modules: Gulf War lliness, KL2 Pilot Study: KL2 Pilot study: Cervical cancer
Cancer, AYA Cancer, Long-COVID (pilot) Chronic pain among among Latina women
Firearm Injuries African American

women



~rom 2001—2021: 1s this

Patient experiences shared via social
media, forums, blogs, YouTube etc.

Many health information sites have a
few patient videos or written stories

approach still relevant today?

But.....DIPEXx sites remain the only
resources based on rigorous
gualitative research

Multiple uses beyond original ideas....



VWhat makes HERN unigue? Multiple uses

Balanced and unbiased source of information on health experiences for patients and
caregivers

Learning resource for students and health professionals

Generate ideas and priorities for future research or quality improvement initiatives

llluminate the health experiences of patients and caregivers from diverse and harder to
reach populations

Increase understanding of the ways that social and structural factors, including structural
racism, shape health experiences, outcomes, and disparities




VWhat makes HERN unigue? From voice to voices....

Web modules include a synthesis of both theme and variation
across interviews, written in lay language and illustrated with
clips from interviews

Aim is to portray range of experiences, not just the most
common, or those of people with the loudest voices

Helps to avoid falling prey to “danger of a single story...”

Could hearing stories from people who are different from us help
increase empathy and build bridges (as an antidote to the echo
chambers of social media)?




Thank youl!

L& HealthExperiencesUSA

Questions? Comments?

Contact:
Erika Cottrell
cottrele@ohsu.edu

Visit our website! (www.healthexperiencesusa.org)!


http://www.healthexperiencesusa.org/

