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But We Don’t 



Marginalized Communities’ Frustrations 

 Misalignment of research priorities 
 Lack of inclusion in the research process 
 Inadequate informed consent 
 Threats to study validity  
 Dehumanizing , stigmatizing language 
 Use of findings to advance agendas that oppose 

community values 
 

 Low participation rates, poor science, questionable 
impact, continued disparities 

 



Participatory Approaches 
 Representatives from the community or population being 

studied and other stakeholders become part of the 
research team. 

 Response to problems of traditional research: 
 Ethics / power / trust 
 Inclusion of marginalized populations 
 Validity of methods / results 
 Interpretation of data 
 Implications / usefulness of findings 

 Intended to strengthen quality and impact of research 
 Traditionally used to address racial and ethnic disparities 

or improve outcomes in marginalized populations. 
 
 



Today’s Talk 
 Different Models of Participatory Research 
 Examples from some of my own projects 
 Infrastructures/processes for collaboration 
 Impact of participatory approaches on research 
 Discussion 





Participatory Research (PR) 
 Approaches that can be used with any methods. 
 Many different flavors and levels of intensity  

 Participatory action research (PAR) 
 Community based participatory Research (CBPR) 
 Patient and Stakeholder Engagement (PCORI PSE model) 
 Community-initiated research 
 Other community partnered / community engaged research 
 (Contributions of “insider researchers”) 

 No one best model – need to match to the context and 
goals of the research 



Different Models of PR 
 Level of community participation? 

 Advisory role, “authentic participation”, equal partnership, 
community hiring researcher to perform specific tasks 

 Timing of community participation? 
 Specific, limited tasks (e.g. review of materials); initiation 

and dissemination; every phase of the project 
 Focus on action? 
 Community as unit of identity vs. inclusion of specific 

patients/clients and stakeholders? 
 Role of community agencies and stakeholder organizations 
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Community Based Participatory Research 

Nicolaidis et al, 2011 



Principles of CBPR 
 Acknowledge the community as a unit of identity; 
 Build on the strengths and resources in the community;  
 Facilitate a collaborative, equitable partnership in all phases of 

the research;  
 Foster co-learning and capacity building among all partners; 
 Balance knowledge generation and intervention for the mutual 

benefit of all partners;   
 Attend to both local relevance and ecological perspectives;  
 Develop systems using a cyclical and iterative process;  
 Disseminate results to all partners, and involve all partners in 

dissemination;  
 Commit to a long-term process and group sustainability. 

 
Isreal et al., 2003 





Interconnections Project / Proyecto 
Interconnectiones 
 Partnership between OHSU, Bradley Angle House 

Healing Roots Center, and Familias en Accion 
 Developed and tested a community-based depression 

care program for African-American and Latina 
intimate partner violence survivors 

 NIMH and KPCF funding 
over 7 years 

 Full CBPR approach 
 



Academic Autism Spectrum Partnership 
in Research and Education 
 Partnership between academic investigators, autistic 

adults, family members, and disability/health professionals 
 Full CBPR approach 
 NIH funding 
 Leadership: 2 Co-Directors with overlapping roles 
 Academic and community members work as equal partners 

in all phases of the research projects 
 Ongoing collaboration with multiple studies: healthcare 

survey, qualitative study of healthcare experiences, 
psychometric testing of AHAT, development and testing of 
Healthcare Toolkit, Internet and Wellbeing survey, starting 
employment study. 



Partnering Project 
 Collaboration to conduct a CDC-funded observational 

study about the relationship between violence, health, 
and disability in people with developmental 
disabilities (DD) 

 CBPR approach 
 Leadership: Steering committee (SC) made up of 3 

academic PIs; 4 community leaders with DD 
 Community Advisory Boards (CAB) made up of people 

with DD, parents, disability professionals 
 SC and CABs involved in all phases of the research 

project 
 



African American IDEA  
(Improving Depression through Education and Action) 
 Community-based intervention to address depression 

in African-Americans 
 Community-initiated (African American Health 

Coalition) 
 Group based program focused on racism and how it 

affects depression, stress, and healthy behaviors; 
psychoeducation and action planning. 

 Two pilot studies found high acceptability and large 
improvements in depression score 



Other Examples 
 Voices of Survivors (domestic violence education for MDs) 

- CBPR 
 IMPACT (Coalition to address substance abuse in medically 

hospitalized patients) – Community-engaged research 
 Autism diagnosis and intervention in Latino families – 

CBPR  
 Pregnancy Decisions Project for women with 

developmental disabilities – “PAR lite” 
 Buprenorphine vs opioid guidelines for chronic pain – 

Patient and Stakeholder Engagement model 
 Various PhD student dissertations 





Infrastructures 
 Can have significant impact on power sharing and 

project success 
 Co-PIs (AASPIRE, AfAm IDEA) 
 Steering Committees (Partnering, AASPIRE) 
 Councils (AASPIRE, IMPACT) 
 Advisory Boards (Partnering, Pregnancy, Latino 

Autism, some of the PhD dissertation projects) 
 Teams (Interconnections) 
 *Research assistants, students, interns (almost all, but 

careful about power dynamics) 
 



Processes 
 Must match needs of research team 
 Think about specific processes for communication, 

power-sharing, decision-making, accommodations, 
ongoing evaluation, authorship, data ownership, etc. 

 Jointly created ground rules (usually made at first 
meeting and reviewed at least annually) 

 Clear roles and responsibilities for all team members 
 Shared vision / goals exercises  
 Ice-breakers / “dynamicas” 

 
 



Communication Processes 
 For AASPIRE 

 List serve 
 Text-based group chat (tables turned) 
 Structured communications (e.g. email format) 
 Flexible means of participation (IM, email, telephone) 

 For Partnering and Pregnancy 
 In-person 
 Pre-meetings / materials in advance 
 “Process monitor” during meetings (shared role) 



Shared 
Decision-
Making Process 
(used in all my 
projects) 
1) I love it! 
2) It’s fine. 
3) I have more questions. 

(and what they are) 
4) I don’t like it, but I 

won’t block it. (and 
why) 

5) I dislike it so much I 
can’t live with it. (and 
why) 



Accommodations 
 Provide what people need to work; a few examples from our 

projects: 
 ASL interpreter 
 One-on-one meetings 
 Personal assistance during meetings 
 Sensory accommodations (lights, sounds, providing fidgets, 

etc.) 
 Extra processing time 
 Alternate formats for materials or communication 
 Money for child care, transportation 

 Ask your collaborators what they need and be willing to 
make changes based on feedback over time 



Authorship and Ownership 
 Critical to jointly create written guidelines near the 

beginning of the project / partnership 
 Useful for authorship, presentations, ownership of 

data, divvying of papers/products 
 Strategies to allow community partners to meet 

authorship criteria 
 Lay translation table 
 Comments with explanations 
 Group and individual meetings 
 

 
 



Feedback Processes 
 Keep / Change exercise at the end of meetings 

(Partnering, Pregnancy, others) 
 Check-in discussion at the end of meetings, at project 

milestones, or when there’s been a change (AASPIRE) 
 Internal evaluation (Interconnections) 
 External evaluation (Partnering) 
 In all cases – most important thing is building a 

culture of trust, learning, forgiveness, and continuous 
adaptation.  



Compensation 
 Make sure to fairly compensate community partners 

for their work 
 Might not be able to in planning stages – but make it 

clear you will when there is any funding 
 For small grants, can be fairly small stipends 
 For larger grants, make sure to include funding for 

community agencies and salary support 
 If you have money for participants/materials/staff, you 

have money for partners 
 Be creative 





Interconnections Project Example 
Original Study CBPR Studies 

Research team  Academic co-investigators Academic & community partners 

Setting Primary care clinics Community-based agencies 

Recruitment Consecutive clinic patients Flyers and word of mouth 

Intervention Created by PI and psych; 
administered by counselor 

Created by team; administered by 
peer advocate 

Interview 
guide / surveys 

Created by PI Created collaboratively by team 

Facilitation & 
data collection 

PI with RA’s Lay facilitators (PI with remote 
headset); RAs from community 

Analysis Academic co-investigators Academic & community partners 

Dissemination Journal articles Journal articles; depression 
awareness events 



Choice of Topics / Study Design 
 Who’s idea? 

 Sometimes initiated by community (AfAm IDEA) 
 Sometimes jointly decided (AASPIRE) 
 Sometimes initiated by funder (Partnering, Pregnancy) 

 Always must be important to community and meet 
community priorities 

 Sometimes design changes considerably based on 
community input (Interconnections) 

 Help address ethical considerations; plan for how to 
handle difficult questions 
 
 



Accessible Consent Materials 
 Community partners critical to ensuring consent 

process is actually informed 
 Clear, simplified consent materials (yes – you can 

change the boilerplate text on standard forms) 
 Q&A format 
 Visual aids 
 Time to discuss with trusted person 
 Need for / utility of comprehension assessment? 



Example Consent Form 



Effective Recruitment 
 Recruitment materials that “speak” to the population 
 Recruitment via trusted community leaders 
 Access to community forums / events / venues 
 Careful not to abuse trust… (e.g. from partner’s 

experience) 
 



Choice of Outcomes / Constructs 
 Discussion to decide what key constructs should be 
 “Patient-centered outcomes” 
 Addition of variables/measures that may otherwise 

not have been included 
 



Example Effects on Survey Studies 
 Measurement adaptation 
 Accessible data collection 
 Interpretation of data 



Measurement Adaptation 
 Adaptation of existing survey measures 

 Prefaces (for greater context, precision, instructions, or 
disclaimers) 

 Hotlinks with definitions or examples 
 Simplifying sentence structure 
 Substituting simpler vocabulary (with caution) 
 Icons to help with Likert scale response options 
 One item per page; full sentences 

 If possible, try to avoid changing meaning, # of items, 
scoring, response options 

 Need to recheck psychometric properties, (but MUCH 
better than using an instrument that is inaccessible or not 
tested with your population). 

 
 



Example Instrument Adaptation 



Data Collection Methods 
 Choice of participation mode (e.g. in-person, IM, 

email, telephone) 
 Breaks 
 Audio computer-assisted self-interview (ACASI)  
 Participatory process or at least pilot-testing while 

creating or adapting materials and processes 
 ? Consider using community members to collect data 
 

 



Example Accessible Data Collection 



Example Effect on Data Collection - 
Partnering Project 
 Accessible, private process allowed for collection of abuse 

data without the need for mandatory abuse reporting (even 
with >60% disclosing abuse) 

 Adapted instruments had high internal consistency 
reliability, construct validity, and congruent validity 

 Participants said: 
 The computer was easy to use (83%) 
 The survey questions were easy to understand (75%) 
 Using a computer to answer IPV and health-related questions 

was preferred rather than talking to someone directly (69%) 
 Addressing health and safety are critical (90%) 

Nicolaidis et al, PCHP 2015 



Effects on Qualitative Research 
 Partner input to improve data collection 

 Advance look at materials 
 Prefaces to help participants understand what is wanted 

(“help make a mini-movie of your experience”) 
 Providing enough specificity, even with open-ended 

questions 
 Ensuring questions are concrete enough to be answered 

 ? Consider using community members to collect data 
 Collaborative process to finalize themes 



Example Qualitative Results 

Nicolaidis et al, AJPH 2010 



Intervention Development 
 Community key to ensuring that intervention is 

effective, respectful, useful, accessible, appropriate 
 May inherently change intervention… 



E.g. Interconnections Intervention 
Group Topics Activities / Handouts 

Introduction to the group program Group mural describing group rules and goals 

What is domestic violence? Art/Craft: Jewelry box activity representing the inner 
self * 

Making a safety plan Review social services / local resources*; Create safety 
plans* 

Goal setting and planning for the future Art/Craft: Paper lantern representing the stages of 
change * 

What is depression? Create, personalize, and learn how to use a mood 
calendar* 

Maintaining a mood diary Depression booklets from NAMI and NIMH† 

Truths and myths about depression and 
other mental disorders 

Puzzle activity on depression myths and truths*; Mental 
health pamphlets from NIMH† 

Learning about automatic thoughts Socio-drama: Skits on alarming ideas* 

Defeating automatic thoughts Socio-drama: Skits on automatic thoughts*;  
Art/Craft: Personalized positive thinking cards 

Using core beliefs and fundamental truths Socio-drama:  Skits on core beliefs*; Art/Craft: Decorate 
positive message stones* 

Self-care Introductory yoga moves and self-massage*  

Putting lessons into action Art/Craft: Placemat representing future hopes and 
dreams using collage* 



AASPIRE Healthcare Toolkit – 
www.autismandhealth.org  



Dissemination 
 Using respectful language in both academic and 

community communications about the research 
 Creating plain language versions of findings 
 Creating materials in accessible formats (audio, video, 

plain text, etc.) 
 Creating policy briefs 
 Letting people who might find the research useful know 

about it 
 Working with people who need the data to put it into 

formats that they can use 
 Community events 
 Lasting tools and products 

 



Example Dissemination Event  







Considerations 
 I’d say it’s worth it, no matter what type of research 

you do – but you need to decide for yourself 
 It takes a LOT of thought and effort 
 Are you willing to share power? Do you want to learn 

from the population you study? 
 Think about how and where inclusion of autistic or 

other stakeholders will benefit your work 
 Think about the level of involvement that is desirable 

and feasible now (and in the future) 
 
 



Considerations 
 Who needs to be included?  
 What organizations can you partner with? What are 

the benefits and/or downsides of working with a 
particular organization? 

 How will you ensure that partners are authentically 
engaged? 

 Think about how to avoid tokenism, breaking trust, 
pretending to do something you are not doing… 

 Go for it! 
 



Discussion and Questions 
 Thoughts? 
 
 Thanks to all the AASPIRE, Partnering, Pregnancy, and 

Interconnections Partners and the AAHC 
 Feel free to contact me:  

 nicol22@pdx.edu 
 Useful Websites: 

 www.aaspire.org 
 www.autismandhealth.org 
 www.pdx.edu/social-determinants-health 
 www.ccph.info 
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