PCORI Engagment Award: Developing the peer community so it can do patient centered reseach

Letter of intent

Due Sept. 30

$200,000 for 2 years

From their site, “The Engagement award is intended to bring more patients, caregivers, clinicians, and other healthcare stakeholders into the research process. The goal is to support projects that will build a community better able to participate in patient-centered research (PCOR) and comparative clinical effectiveness research (CER), as well as serve as channels to disseminate study results.”

3 subtypes of engagement awards: 

Knowledge Awards will provide insight into the decisions patients and other stakeholders facewhen seeking healthcare treatments, and will help us better understand where there are gaps in usable, understandable PCOR/CER information about healthcare treatments.

Training and Development Awards, which will equip individuals, teams, and organizations with the skills necessary to meaningfully participate in PCOR/CER as partners throughout the research process.  (I think this is what we are doing).
Dissemination Awards, which will support organizations with strong ties to end-user audiences to prepare to disseminate and implement PCOR/CER results. They are intended for projects focused on strengthening the infrastructure and relationships necessary to actively disseminate and implement research results or products derived from PCORI studies or other high-quality PCOR/CER findings consistent with PCORI’s research priorities.

Project Title: Poetry for Personal Power? 

Previous PCORI funding: no
Underserved populations, stakeholder communities, and disease condition: African-American, Youth, mental health, substance use, rural, LGBT, mental health recovery movement
Geographic Region: states of KS and MO
1. Please summarize your organizational history, capacity and mission in a short paragraph:*2000 character limit


Poetry for Personal Power is a patient-led advocacy business. Our mission is: “Using art [and peer support] to show that emotional distress is temporary and transformative.” We have three types of programs: Our health care messaging programs use the energy of youth arts events to share concrete health-building tools. Our peer-support programs provide mentors and learning groups for youth and young adults to support themselves and their peers through adversity and health challenges. Our systems-change advocacy work promotes adoption of innovation planning, research, and prevention approaches to support well-being. 

Poetry for Personal Power was formed in 2009 as a stigma-reduction and social-inclusion program, funded by the U.S. Substance Abuse and Mental Health Services Administration. We are the first organization in the nation to ever receive two SAMHSA Bringing Recovery Supports to Scale (BRSS-TACS) grants in the same year. This is a national-level honor indicating the ability of Poetry for Personal Power to grow and make a difference in the lives of many more individuals dealing with mental health issues.

Our past program advocacy work has included sparking the initial team that would become the Creating Community Solutions national mental health dialogue project (because of our staff’s proactive advocacy, Kansas City, Missouri, as in position to become one of the 7 national lead cities).  In the 2015-2016 year, Poetry for Personal Power has completed 139 healthcare messaging events, with 2,415 artists sharing stories about overcoming adversity, with 5, 649 audience members. We have trained 19 community partners though the Wellbeing Impact Assessment process (explained under “Outcomes and Evaluation”), and joined Poetry for Personal Powers’ Resilience Building Community Network. We have prepared an initial research needs of assessment of young adult smokers who have mental health concerns, gathering 528 young adult surveys at 30 poetry slams across Colorado.

2. State the problem or question the project is designed to address. (1000 character limit)  

the problem is that people smoke? Or the problem is that mental health smoking programs aren't diverse?
    We are looking at the health issue of smoking among people with mental health labels. Americans with mental health labels have a 70 percent greater likelihood of smoking than the general population, according to new findings from researchers at the Centers for Disease Control and Prevention (Morbidity and Mortality Weekly Report, Feb. 8).  The 528 surveys we gathered from young adults in Colorado showed that people with mental health labels were 12% more likely to endorse the option, “I have made 4 or more attempts to quit smoking cigarettes.”   

   There are several tobacco and mental health specific projects in the United States, but most of them focus on the 10% of people with mental health concerns who get services from the public mental health system. Poetry for Personal Power can engage many of the other 90% of smokers who with outreach via  youth, LGBT, and minority advocates.  In Kansas, Poetry for Personal is working to expand the diversity and reach of the current KHF-funded Tobacco Cessation Behavioral Health Advocacy project. 
3. Explain the proposed solution. Explain why is it believed that this solution will work, and be better than previous solutions. Describe how the solution is achieved (designed and implemented) or is at least achievable. (1000 character limit)

the solution is to stop smoking? Or the solution is to increase the diversity of smoking programs?

     Poetry for Personal Power is training African-American, youth, LGBT, and minority advocates to do comparative effectiveness research. We use online and social media based training methods that give us a quick response time for issues we tackle. Over the summer, we completed 30 health care messaging events in Colorado and 25 events in St. Louis, building two different teams of young people that are research ready. They are now presenting at Health 2.0 in the finals of a Major Depression Care challenge. Our teams are learning how to use online coordination systems that allow us to bring a large number of advocates at projects in a short amount of time. This allows us to generate event reports, data gathering and other research outcomes much faster than traditional researchers. 








4. Briefly describe the aims of the project, including the long-term objectives. (1000 character limit)
For this project, we will be building capacity for comparative effectiveness research by hosting youth-led spoken-word poetry slams to further explore potential messaging concepts. We will create 5 types of youth-friendly printed tobacco information guides to expand the information from the Tobacco Treatment Specialist (TTS) training by the University of Kansas Medical Center.. We will convert TTS information and materials into a series of handouts and “comix” (graphic stories) that are cheap to print and can be distributed by the 1000s at target audience events.  We will also train 25 youth advocates for policy and culture change. We will support youth patient advocates through the application and implementation of fellowships with thetruth.com, a national tobacco prevention program.  Our ultimate or long term objective is to include mental health patient advocates in all of the mental health research in the states we serve. Nothing about us without us. 



5. Provide a concise description of project methods that will be employed. (1000 character limit)
We will recruit additional artists and advocates online or with networks of our existing advocates. We will train them how to become health promoters with our standard health care messaging supervision process. We will work with the University of Kansas to adapt their tobbacco treatment program into shorter materials. We will create ten different types of smoking prevention messaging tailored for diverse and young adults audience with mental health concerns. Our capacity-building grant will allow preparation of these messages in order to pick the three types that are best suited for a folllow up comparative effectiveness study.

 We will teach our team of advocates about comparative effectiveness research and prepare them to do research design, data analysis, and project implementation. Our training methods include online, phone, email, and social media reminders and explanations that are personalized and paced to help each advocate learn different pieces of their role.  
6. Specify the projected project outcomes and state their significance. (1000 character limit)

Outcomes (projected)*



  This project will allow Poetry for Personal Power to train a team of artists and advocates to gather information and research relevant to our particular community of African-American, youth, LGBT, and other diverse populations that are currently not represented in other Tobacco Cessation Behavioral Health projects. In our 12 month grant, we will train 25 artists and advocates to deliver health care messaging and do gather data and prepare for comparative effectiveness research. We will have prepared 10 different types of health care messaging materials, and prepared a research protocol to evaluate the three best types in a large scale study. We have a team ready to address both policy change and cultural change around smokers with mental health concerns. We will be ready to deliver the research data to prove which methods are the most effective. 
7. Explain who the patients and stakeholders are, how patients and stakeholders will be engaged, and how often they will be engaged in the project. (1000 character limit)

Briefly Summarize Your Patient and Stakeholder Engagement Plan:*


   Poetry for Personal Power is a patient-led mental health advocacy business. We have been recognized by SAMHSA as a leading force for bringing diversity to the mental health sector. Our approach is based on paying artists and advocates a living wage for their efforts. Our organization use a large amount of technology to teach advocates about research and mental health with self-paced tutoring at their own speed. Patient advocates build their own patient advocacy businesses as they learn the trade. We repeatedly gather input, take votes from members, survey the needs in our coalition, and continually adjust our approaches in response to requests from our constituencies. We have worked for years to find research partners ready to work with us on PCORI research, and we have finally found one with the KUMC School of Public Health. More researchers are starting to see the power of our approach and our ability to gather large amounts of previous unheard data for low cost.
8. Amount Requested from PCORI, Total Project Budget, (1,000 Character Limit) Provide a brief budget narrative describing how the amount requested from PCORI will be utilized:*

We are asking for $240,000 to prepare artist / advocate training processes, to prepare pilot health care messaging materials, to build additional collaborations with researchers, to host pilot health care messaging events to narrow down our messaging materials, to prepare research protocols, and to build organizational capacity for comparative effectiveness research. 

9. Describe project lead’s previous experience (include PCOR/CER experience) similar to this project:* 500 char. 

Poetry for Personal Power's founder Corinna West is an Olympic Judo athlete. She has lived experience of recovery from “major depressive disorder,” and 11 other psychiatric labels.  She has a Masters degree in Pharmaceutical Chemistry. She was a catalyst for Kansas City's lead role in the national mental health dialogue project. She was a Cohort VIII fellow of the Kansas Health foundation. She was recipient of the 2013 Judi Chamberlin award from the National Coalition on Mental Health Recovery.
10. If your proposal spans more than one Engagement Award type, please explain:
We are going in as a Training Award.
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