
• Conduct focus groups and online surveys with researchers and DBSA consumers in Michigan and northwestern Ohio to assess 
needs 

•  Interview leaders of Army of Women, Parkinson’s Disease Trials site, and others to determine best pracFces 
• Establish a Consumer‐Researcher Steering Council to facilitate planning of future direcFons of depression research 

• Develop and launch Consumer Depression Research Clearinghouse web site and toll‐free informaFon line to enable consumer 
involvement in depression, bipolar, and mood research 

• Launch coordinated community educaFon/outreach and markeFng plans in Michigan and northwestern Ohio 
• Evaluate the effecFveness of the Clearinghouse infrastructure, educaFon/outreach and markeFng plans 

• Using the Michigan/Northern Ohio model, begin development of other regional Clearinghouse partnerships through at least two 
other regions; establish a consumer‐research steering council, develop educaFon/outreach and markeFng plans, and hire staff 

• Establish the infrastructure to roll out the project as a naFonwide iniFaFve and create a business plan for a naFonal launch and 
sustainable trajectory 

WHAT CONSUMERS SAY ABOUT PARTICIPATING IN 
DEPRESSION‐BIPOLAR RESEARCH  

Sources: Consumer focus groups, November 2010 – January 2011; 
DBSA Web Survey of Consumer Attitudes Toward Clinical Research, 
Spring 2010  

•  We don’t know enough about the broad range of research 
taking place, and that it’s not only drug research.  
•  We can’t easily find informaFon on research parFcipaFon 
opportuniFes. 
•  We don’t trust researchers to act in our best interests, 
especially in research funded by pharmaceuFcal companies. 
•  We don’t want to risk relapse by trying new drug 
treatments.  
•  Researchers need to understand what moFvates us to 
parFcipate in research and provide appropriate posiFve 
reinforcement.   
•  It’s important for us to feel like a valued part of the 
research team and to be treated with respect.  
•  Once research is completed, we want to hear about the 
results. 
•  We don’t know about and understand research safety 
protecFons.  
•  Many of us are willing to parFcipate in research requiring 
medical tests, to make informaFon available from our 
medical records, and to provide Fssue or gene samples.  
•  We’re more likely to parFcipate in research that: 
   ‐ Explores a new talk therapy (vs. a new medicaFon) 
   ‐ Is run or endorsed by our clinical providers 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Contact InformaFon 

Consumers/Community 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Patricia Deldin, Ph.D., UMDC Associate Director                  
 (734) 647‐9863, pjdeldin@umich.edu 
Lisa Goodale, MSW  
DBSA Vice President, Training      
(800) 826‐3632, x155, LGoodale@DBSAlliance.org 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Na7onwide 
Development  

Establish 
Clearinghouse 

Needs 
Assessment 

  ‐ Create opportuniFes to voice needs and 
    concerns about research recruitment through 
    consumer‐researcher Steering Council and 
    focus groups 
  ‐ Increase knowledge of best prac7ces in 
    consumer research recruitment from interviews 

  ‐ Increase understanding of best pracFces for   
    recruitment from evaluaFon of educaFon and  
    outreach efforts in Michigan/Northern Ohio 
    region 

  ‐ Increase and sustain volunteer enrollment in 
     research studies at NNDC member insFtuFons 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Months 1‐6:  7/2010 – 12/2010  

 Months 7‐30:  1/2011 – 12/2012  

 Months 31‐36:  1/2013 – 6/2013   

To address these and other issues, the Depression and 
Bipolar Support Alliance (DBSA) and the University of 
Michigan Comprehensive Depression Center are developing 
a comprehensive strategy to increase consumer research 
parFcipaFon thereby facilitaFng the idenFficaFon, 
treatment and prevenFon of mood disorders by: 
   (1) Linking consumers interested in parFcipaFng in 
depression research with scienFsts 
   (2) Providing consumers the opportunity to have a voice  
in the prioriFes, direcFon and evaluaFon of this research.  

Social networking strategies, community engagement and 
personalized outreach will be employed to achieve these 
aims. The program is being launched regionally in Michigan 
and northern Ohio, then evaluated for effecFveness and 
made sustainable through expansion to NaFonal Network of 
Depression Centers (NNDC) member sites and other mental 
health organizaFons. 

This project was funded by 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NaFonal InsFtutes 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Health Recovery Act Limited CompeFFon (RC4) Grant # RC4 MH091975‐01  


