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

ÅExamples of completed and ongoing DIPExprojects (called 
ΨƳƻŘǳƭŜǎΩύ

ÅHow can this approach be used to amplify patient voices 
in clinical and translational research?
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Using ǉǳŀƭƛǘŀǘƛǾŜ ǊŜǎŜŀǊŎƘ ƳŜǘƘƻŘǎ ǘƻ ŎŀǇǘǳǊŜ ǇŜƻǇƭŜΩǎ 
stories of health and illness

Original Aims:

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

VSupport healthcare professionals in providing patient-focused care.

VPromote better communication between patients and health 
professionals.

Database of Individual Patient Experiences (DIPEx)  



Listening to patients to capture a wide range of XÈ°X³ X«NX´ŹŸ

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)



Å 180+ modules disseminated 
via www.healthtalk.org(UK 
website)

Å Data available for secondary 
analysis and use (with 
permission)

Å 320+ peer reviewed 
publications

ÅMultiple uses beyond 
ƻǊƛƎƛƴŀƭ ŀƛƳǎΧ

UK site gets 8 million hits a 
year, 2 million

Commitment to broad dissemination

http://www.healthtalk.org/


DIPExInternational
www.dipexinternational.com



Health Experiences Research Network (HERN)

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

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

www.healthexperiencesusa.org

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

Completed Modules

Ɇ Depression in Young Adults 

Ɇ Traumatic Brain Injury in 
Veterans** 

Ɇ Cancer Risk That Runs in 
Families

Ɇ Breast Cancer 

Ɇ Childhood Cancer (in 
production)**

Modules in Progress

Ɇ Gulf War Illness**

Ɇ Clinical Trials*

Ɇ Multiple Sclerosis

Ɇ Adolescent & Young Adult 
Cancer**

Ɇ Opioid Use Disorder**

Ɇ Firearm Injuries Among 
Veterans**

Ɇ COVID-19 (international 
comparison)

Pilot Projects

Å Cancer and Fatigue

Å Long-term COVID-19*

Å End Stage Renal Disease

Å Adolescent Reproductive Health

Å Autosomal Recessive Polycystic 
Kidney Disease (ARPKD)*

Å Psychosis

Å Living Kidney Donors

Å Sexual and Gender Minority 
Experiences of Cancer

Å Palliative Care for Young Adults*

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





Why did you decide to share your story?
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