Integrating Different Sources of Knowledge Into a Research Study:

The challenge and promise of community based participatory research

Panel Members

· Susan Foley, PhD, Institute for Community Inclusion

· Rich Robison, D. Min, Federation for Children with Special Needs

· Abdirahman Yusuf, Executive Director, Somali Development Center

· Elizabeth Bostic, Community Liaison, Institute for Community Inclusion

Overview

· Introductions

· What is CBPR

· Why researchers need to understand lived experience

· Why families and communities benefit from research participation and engagement

· How to structure research projects 

What is CBPR?

· Many definitions

· Key components:

· Emphasis on long-term partnerships

· Equity in decision-making power

· Reciprocity in transfer of expertise

· Recognize strengths of all

· High value on lived experience

· Relevance to community

· Social change orientation

· Mutual ownership of process and products

Agency for Healthcare Research and Quality Definition

· CBPR “is a collaborative research approach that is designed to ensure and establish structures for participation by communities affected by the issue being studied, representatives of organizations, and researchers in all aspects of the research process to improve health and well-being through taking action, including social change.” 

(Community-Based Participatory Research: Assessing the Evidence (2004) www.ahrq.gov)

“Nothing about us, without us”

· Disability Movement Expression

Why Research Needs to Be Responsive to Families?

· Rich Robison 

· Elizabeth Bostic

· Abdi Yusuf

· Susan Foley

Different Sources of Knowledge

· Advocacy and Services Perspective

· Rich Robison: The Federation perspective

· Abdi Yusuf: The Somali Development Center perspective

· Lived Experience

· Elizabeth Bostic: The perspectives of parents of children with disabilities

· Observed Experience

· Susan Foley: The researcher perspective 

Some project examples

The Apple Project Experience

· Parent training initiative including an evaluation component with a randomized controlled study

· Research activities subcontracted to ICI

· Responsiveness to Families: Challenges and Successes

· Sources of knowledge

· Qualitative interviews combined with surveys

· Parent run organization leading

· Team members included target group

· Researchers observed training

Lessons Learned

· Recruitment issues: PAC wants to join, school district does not

· Ongoing relationships with school districts and a randomized controlled design

· Responsiveness to parent needs during a research study:

· What if a parent does not meet research inclusion criteria but wants to participate? When, how, and if to say no. 

· Standardization of training versus individually tailoring training? The challenge of fidelity of intervention in a customized service world. 

Somali Development Center


· Caring Across Communities Project

· Working with a researcher to improve the mental health of Somali children and young adults in the Boston Public Schools

· Opening Doors Project

· Evolution of the Community Partners Group

· Involvement in proposal development and research studies

· How SDC sees the research community. The value of knowledge creation to a grassroots organization.

· Recommendations for researchers to partner with grassroots organizations.

CBPR Issues

· How to be responsive to Somali families.

· Concept of research is culturally based; sometimes have to make up words and provide context to explain

· Oral culture and recent written language

· Immigration experience can challenge at most basic level (what is your date of birth?)

· What will people get by participating in research projects, particularly people who are in dire need of services?

· What is the role of a community leader?

Institute for Community Inclusion

· Institute with two homes: U Mass Boston and Children’s Hospital Boston

· Focus on advancement of people with disabilities and health conditions across the life span

· Intramural and extramural research activities

· Long-term partnership building 

· Growing out of non-research projects

· Started with an effort to build capacity of grassroots organizations to obtain grant funds and provide services to people with disabilities in their own communities.

· Multi-layered interaction with CBOs with research as one option. 

How we practice CBPR: Practices that can be
used alone or in combination

· Use of methodologies that incorporate lived experience 

· Inclusion of feedback mechanisms in study design components

· Contractual partnerships with target groups or representatives

· Purposeful research team member composition that includes target group members

· Advisors 

· Formal outreach that includes liaison role

· Centralized recruitment activities

· Chairperson of partnership group

Community Liaison Role

· Becoming part of the community

· Boundaries of role get fuzzy

· Interpreting lived experience and communicating it with all partners

· Navigating the many cultures of a research project

· Research culture

· Family culture

· Youth culture

· Provider culture

· Race, gender, ethnicity, disability

Centralized or Coordinated Recruitment Activities

· Why?

· What does it look like?

· What has been our experience so far?

· Who should be involved?

Implications for project mgt. 

· Think about structures early in the design of your project. 

· Communication, Communication, Communication.

· Continually look for difference of opinion and provide informal and formal opportunities for the expression of it. 

· Be prepared to do Plan A but be ready to go to Plan B, C, D or to reinvent the whole project. 

· Combine project management with relationship building. 

Implications for funders 

· Give researchers / community partners sufficient time to develop projects. Consider pilot projects prior to research.

· Who should be the lead agency? Who owns the products of the research?

· Allow projects to accommodate for changes in the community but hold forth accountability for outcomes.

· Quality measures of CBPR

· Capacity building of CBOs to lead projects, contract with researchers, and improve internal research capacity. 

