Four Community Experiences with Research: 
Haitian, Chinese, Ethiopian, and Asian/Pacific Islander perspectives on knowledge creation
Overview of Session

· Introductions

· Panel presentations

· Dr. Renald Raphael

· Mr. Joseph Wu

· Mr. Binyam Tamene

· Ms. Carolyn Leung

· Question and Answer Session (about 15 minutes)

· Wrap Up and Closing Comments by Panelists 

Dr. Renald Raphael and Ms. Martin Adolphe

Haitian American Public Health Initiatives

Haitian Community Perspectives

· Challenges and values of community based research

· Cultural and social considerations in engaging Haitians in research

· History/Cultural Background

· Education/Socio-Demographics

· Socio-Economic Barriers

HAITIAN COMMUNITY PERSPECTIVES

· Interfacing with the Mainstream Researcher Behavior

· The Researcher and the Gateway Provider

·  The Gateway Provider and the Community

·  The Researcher, the Gateway Provider, and the Community 

· Getting information beyond the gateway provider and community level. Are you reaching all social levels? 

Haitian Community Perspectives

· Community Involvement

· Community Interest

· Community Ownership

· How to develop community based research that creates ownership by the community?

· Does the researcher own the research?

· How is it responsive to the community

Mr. Joseph Wu

Boston Chinatown Neighborhood Center

Chinese Community Perspectives 

· Need to include women and minorities in research

· NIH Revitalization Act in 1993

· Formation of diversity-specific knowledge

· Generalizability (e.g norming)

Chinese Community Perspectives 

· Chinese population

· Within group diversity (e.g. country of origin, educational level, socio-political background)

· Predominant sub-group: immigrant from Mainland China

· Characteristics: paranoia, stigma, taboo, and skepticism

Chinese Community Perspectives 

· Barriers

· Languages

· Complex protocol and processes (e.g. consent, randomization)

· Fear of potential repercussions

· Impact on family

· Competing needs

· Lack of explanatory materials in subject's native language

Chinese Community Perspectives

· Opportunities

· Cooperation as a central social value; generally perceive people with authority as highly respectable

· Education is very highly valued and research is seen as an intellectual pursuit.

Chinese Community Perspectives 

· Methodology and Issues

· Work with community based agencies or programs (risk protection for agencies, potential bias)

· Use of focus groups versus questionnaires

· Build research around subject's daily activities

· Use of interpreters / patient navigators (budget)

· Pre-research outreach

· Use of educational materials in native languages

· Avoid research parlance

· Emphasis of personal benefit and altruism

· Careful use of monetary reward

Mr. Binyam Tamene

Ethiopian Community Mutual Assistance Association, Inc.

Ethiopian Community Perspectives

· Ethiopian community: Newly arriving people and experience of immigration very fresh.

· Immigration experience

· Cultural and ethnic values

· Disability and health issues: Limited knowledge of services; taboo subject, and parents very concerned about social implications for children

· Negative experiences with government institutions; research thought to be part of a government initiative

Ethiopian Community Perspectives

· Methods issues and recommendations:

· Start with personal interaction with individual to gain trust.  Surveys probably not the best method to use.

· Invest in some kind of education on why research is being conducted and how this benefits community, family, individual 

· Bi-cultural, bi-lingual approach will be important to gain cooperation. 

· Do not underestimate the importance of establishing trust. 

· Emphasize outreach strategies

Ethiopian Community Perspectives

· Research capacity building strategies at the community level:

· Other ethnic and immigrant organizations provide mentor or partner role with newly establishing ones.

· Researcher as partner assisting Ethiopian community leaders to build internal capacity

Ms. Carolyn Leung

Massachusetts Asian and Pacific Islanders for Health

Asian and Pacific Islander Community Perspectives

Research as Community-based; Researcher as Ally

· Case: MAP for Health

· MATH Project

· Case: Asian Pacific Islander with Disabilities of California

· Research on employment outcomes

Asian Pacific Islander Perspective

· Researcher from the community

· APA community is very diverse

· Location of research activities 

· Very important to understand people in their own context. 

· Asset-based approach to research

Asian Pacific Islander 

· Researchers as allies 

· Definition of an ally

· Disrupt the idea that a researcher is the only expert. 

· Don’t speak for; speak with

· Research as a partnership

· Support community and their need for research

Asian Pacific Islander

· Policy recommendations

·  Capacity-building of ethnic organizations to do their own research, how to hire researchers, collect data, disseminate it, and own it. 

·  How to study smaller APA communities

Questions?

Closing Comments

