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Better Health 
Outcomes 

 

 Patient Advocacy 

 Professional Education 

 Service Co-design 

 Research/Policy 

Advocacy 

Infusing Patients’ 
Voices... 



 Potential Contributions to the Framework  

 Rigorous qualitative approach to patient experience research 

 Innovation on “understanding preferences, values, and goals” 

 Power of internet-based patient experience narratives to 
improve health 

 Innovation on connections, engagement, decisions 

 Eliciting and amplifying little-heard voices  

 Innovation on engagement 

 



 Definition of rigor in the move from anecdote 
to science: 

• Sampling 

• Elicitation 

• Interpretation 

 



Equipping 

Patients to be 

“Patient 

Experience 

Experts” 

Gaps in Engagement Framework 

Carman K, Dardess P, Maurer M, Sofaer S, Adams K, Bechtel C, Sweeney J. “Patient And Family Engagement: A Framework For 
Understanding The Elements.” Health Affairs. 2013;32(2):223–231. 



A Database of Patient Experience:  
Eliciting Rich Narratives about Health and 

Health Care 
 
 
 
 
 
 



Why DIPEx? 
 Identify 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 

 Inform policy 



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 40 - 50 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 International 
www.dipexinternational.com 



Partnership between University of Wisconsin, Johns 
Hopkins University,  

Oregon Health & Science University, and Yale University.  



Health Experiences Research Network (HERN) 
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HERN’s commitment is to: 

 Listen to patients to capture a wide range of 
experiences and priorities 

 Empower patients by giving voice to their story 
and choices about sharing their data 

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

 Move from voice to voices – synthesizing themes 
and disseminating to broad audiences– not just 
peer-reviewed literature 
 



U.S. Module: Young Adults with Depression 



U.S. Module: Young Adults with Depression 
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Young adulthood: A critical time of 
change 



Our Recruitment Flyer 



Video Clips/Teddy_Pets.mp4












Depression, medication, and treatment choices 

Meghan talks about wanting 
medication and having 
difficulty getting it.  

Natasha discusses the process 
of talking with her doctor 

about how she was feeling on 
medication in order to find the 

medication that worked best 
for her. 



Depression, medication, and treatment choices 

Violet says medication helped 
her feel better than she had in 
her entire life. 

Joey discusses how 
medications caused a creative 

block for him.  



Nadina describes concerns about becoming dependent on 
medications. 





Depression and pets 

Sierra Rose says her cats are 
the main reason she went to 
the hospital for help when she 
felt suicidal. 

Julia says it’s validating that 
her pets love her 

unconditionally. At the same 
time, her desire to be with 

them sometimes exacerbates 
her tendency to isolate herself 

from other people. 



Depression and pets 

Jacob got a dog to cope with 
his depression, but found it 
was too hard to care for him 
as needed. The cat he got 
later requires less work and is 
a better match. 

Teri loved taking her dog 
places in the car, even when 

her depression was at its 
worst. 



Teddy wants to keep helping his dog, who has arthritis. Honoring 
that commitment is one of the things that keeps him going. 



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  

“… many of the most 
important institutions of 
contemporary life are 
designed for those who 
enjoy group projects and 
high levels of 
stimulation…” 

For example, engaging quiet and diverse voices 



… and Helping Every Voice be Heard 







From Voice ….. 



…..to Voices 





 Your Questions? 


