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ABackground and history: Origins of the Database of
Individual Patient ExperiencelIPExand the US Health
Experiences Research Network

AExampLes of completed and ongoiB¢PExprojects (called
YPY2Rdzt Sa Qvu

AHow can this approach be used to amplify patient voices
In clinical and translational research?



Conflict of Interest

Dr. Cottrell is a founding member of the Health Experiences
Research Network (HERN) Steering Committee.

No financial conflicts of interest to disclose.



Acknowledgements

Team Members:

Erika Cottrell, PhD, MPP, Principal Investigator, OHSU
Vivian Christensen, PhD,-@westigator, OHSU

Lauren Tarlow, MA, Research Associate, OHSU

Anna Templeton, DNP, sifd, OCHIN

Molly Krancari, MPH, Research Associate, OCHIN
Tiffany Prescott, MA, Research Associate, OCHIN

Funding:
OCTRI, National Center for Advancing Translational Sciences (UL1TR002369)

U.S. Department of Veterans Affairs, Health Services Research & Development-&DRIB0MA5-001)

Accelerating Data Value Across a National Community Health Center (ADVANCE) Clinical Research Network,
PatientCentered Outcomes Research Institute {BRIN2020-01)



Branches of the same tree

AN
x\\k

X \\( T,

\

Sir lain Chalmers Dr. Ann McPherson (GP and writer, 18§2611) Suezlebland(somologlst and
Dr. AndrewHerxheimer(clin pharmacologist, 1922016)  qualitative researcher)




atabase ofindividual Patient Experiences DIPEX

Usinglj dzI f AGF GA GBS NBaSIk NOK Y
stories of health and illness
Original Aims:

V Supportpatients and their loved ongwho may feel alone orll
prepared for challenges ahead.

V Supporthealthcare professionaln providing patientffocused care.

V Promotebetter communicatiorbetween patients and health
professionals.



Listening to patients tocapture a wide range of E ° X3 X « N

%‘ For each health condition (or module), researchers condu&i(0
=25 interviews

People are encouraged to tell the story of their iliness, 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 publialailable websites; raw data is
available for secondary use (upon request)
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Commitment to broad dissemination

People's Experiences Young People's Experiences i Learning & Teach
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Multiple uses beyond
2NRAIAYLET | AYA

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
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http://www.healthtalk.org/

DIPEXxInternational

www.dipexinternational.com




Health Experiences Research Network (HERN)

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

& HealthExperiencesUSA
Bringing patients’ voices to American healthcare

www.healthexperiencesusa.org

Partnership between researchers at University of Wiscordgladison, 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 Modules & Pilot Projects
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Completed Modules N

Depression in Young Adults

Traumatic Brain Injury in
Veterans**

Families
Breast Cancer

Childhood Cancer (in
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Cancer Risk That Runs in Z
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Modules in Progress

Gulf War lliness**
Clinical Trials*
Multiple Sclerosis

Adolescent & Young Adult
Cancer**

Opioid Use Disorder**

Firearm Injuries Among
Veterans**

COVIBEL9 (international
comparison)

\

\

Pilot Projects

Cancer and Fatigue
Longterm COVIEL9*
End Stage Renal Disease
Adolescent Reproductive Health

Autosomal Recessive Polycystic
Kidney Disease (ARPKD)*

Psychosis
Living Kidneyponors

Sexual and Gender Minority
Experiences of Cancer

To o Do Do Do Io Do I

**Led or coled by researchers at OHSU or Portland VA
*Supported by researchers at OHSU or Portland VA
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A Palliative Care for Young Adults’
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.@ 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?
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