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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 
imperative to understand what is 
most important to them 

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



 

 

    
 

 

YET//.
 

•	 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 
• Increase uptake of research into practice 
• 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 



 

 

 

 

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 ͞Module͟ 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 
with particular health 
conditions 

•	 .͞..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.͟  
(Ziebland, Coulter et al., 
2013) 



 
 

  
 

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 



 

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 



 

 

 

  

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 methodology
 
•	 

•	 

•	 

Transcripts  coded by theme, with focus on 
both common and divergent experiences 
Researchers produce ~ 25  summaries in lay 
language, 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) 

http://www.healthtalk.org/




DIPEx International
 
www.dipexinternational.com 

http:www.dipexinternational.com


 
 

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 



 

US Health Experiences Modules 

Two funded modules 
Depression in young adults (UW-Madison) 

Veterans with traumatic brain injury (VA/OHSU) 

Proposed modules under review 

 Gulf War Illness (VA) 







Pediatric cancer (NIH CTSA) 

Adults with congenital heart disease (NIH CTSA) 

Low back pain (Donaghue Foundation) 



 
 

 
   

 

 
  

 

  

How can HER enhance
 
patient engagement?
 





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

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

 Bringing in voices that wouldn’t 

be heard through other 

engagement activities
 

 From voice to voices – 
synthesizing themes and 
disseminating 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
 



 

Who did we talk to? 


•	 35 interviews and counting/. 
Oregon, Washington, Iowa, Minnesota, Texas, 

Maryland, DC 

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

75% white; 25% non-white 

•	 Continuing to recruit female and non-white 
Veterans 



Listening to patients to capture a wide range of 

experiences and priorities/.
 



 

 
 

Empowering patients by giving voice to their 

story and choices about sharing their data
 

Unique dissemination method 

•	 Web-based module for public dissemination 

• 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 



Patients have control of 

what data is shared and how it is shared/.. 




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
 

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? 



 

 

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 



  
 

 
 

  

 

Why did you decide to share 

your story?
 

“For one thing, I don’t want these 
kids now ever go through the same, 
same stuff I did. And a lot of us 
Vietnam vets are – I 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 I help them in that, you know, 
like I 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. I 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 I tell everybody. My 
new birthdate is my head 
injury day. I’m never going to 

be the person I 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 I wish I 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
 



Our Recruitment Flyer
 



Where we’ve Interviewed
	













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/͟ 



/ and Helping Every Voice be Heard
 







From 
Voice /. 



/..to Voices
	





 

Questions?
 

Thank You!
 




