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The Problem….

We were alerted to flu like symptoms in late 
December 2019/January 2020.

We did not talk about how it was affecting 
different groups differently – “disparities,” 
until March or even well into April 2020.

Why? 



Why...
To answer this question, we have to understand the 
orthodoxy in our current thinking….
• Invisibility of the “underserved” 

– “Streetlamp” syndrome
• The “log cabin myth”

– Individualism: ignore social contextual conditions
• Data absenteeism
• Misunderstanding about “expertise”
• Little attention to the impact of environmental and policy 

interventions 
• Research: Communities as “sites”  and residents as 

“subjects”
• Reliance on top-down approaches



Typology of Community Research: Context for 
Engagement

• Community Research
• Community-Based Research
• Community-Based Participatory Research
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Engagement: Community-Based Participatory Research

…..is a collaborative approach to research that 
equitably involves, for example, community 
members, organizational representatives, and 
researchers in all aspects of the research process. 
The partners contribute “unique strengths and 
shared responsibilities”…… (Israel, 1998)

Barbara A. Israel, Amy J. Schulz, Edith A. Parker & Adam B. Becker. REVIEW OF COMMUNITY-BASED RESEARCH: Assessing 
Partnership Approaches to Improve Public Health. Annu. Rev. Public Health. 1998. 19:173–202



Key Principles of CBPR 
• Draw on community strengths and assets through collaboration with 

existing community coalitions. 
• Critical role of community partners in all aspects of research
• Promote a co-learning and empowering process
• Disseminate findings and knowledge gained to all partners
• Address health from both positive and ecological perspectives
• Facilitate collaborative, equitable involvement of all partners in all 

phases of the research 

Barbara A. Israel, Amy J. Schulz, Edith A. Parker & Adam B. Becker. REVIEW OF COMMUNITY-BASED RESEARCH: Assessing 
Partnership Approaches to Improve Public Health. Annu. Rev. Public Health. 1998. 19:173–202



The Participatory Knowledge Translation Framework
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Key Components

Major inputs
• Institutionalized participation

• Allows for engagement of diverse partners
• Investment in communities

• Opportunities to share resources and build capacity
• Knowledge co-production/transfer

• Produces and spreads relevant, accessible knowledge to diverse 
partners

• Harnesses ecological and systems perspectives
– Emphasizes cycles within KT process

• All linked to infrastructure impacts and long-term 
outcomes



Communication Inequalities

• Communication inequalities manifest at multiple 
levels
– Macro-Level: Differences in generation, processing 

and distribution of health information between 
different groups and institutions

– Individual-Level: Differences in accessing, processing 
and using health information  precluding certain 
groups from taking advantage of the information 
revolution 
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Communication Inequalities: Structural Influence Model
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Twitter

• 1.5 billion tweets!
• January 2020-June 2021
• Research from USC has been scraping 

tweets and making them publicly 
available @ 
https://github.com/echen102/COVID-
19-TweetIDs

Chen E, Lerman K, Ferrara E. Tracking Social Media Discourse About the COVID-19 Pandemic: 
Development of a Public Coronavirus Twitter Data Set. JMIR Public Health Surveill. 
2020;6(2):e19273. Published 2020 May 29. doi:10.2196/19273

https://github.com/echen102/COVID-19-TweetIDs


Two key features of this data deluge

• Information Deluge…..

• Limited or no gatekeeping



Viswanath Lab Project Exemplars

• PLANET MassCONECT
– Developing skills among CBO staff members for a 

systematic approach to find, adapt, and evaluate 
EBPs

• Human capital-built CBO capacity
• Financial capital-provided pilot grants, financial support
• Social capital- hosted networking opportunities

http://www.planetmassconect.org/


• Communication in a crisis
– Trust
– Transparency 
– Credibility

















Participatory science



Responsive Feedback
Elderline – 14567

Delhi

Guidance on COVID information asked by the callers

Following are some of the major questions that are being
asked by the callers, which the call officers feels that they are
not able to provide satisfactory answers. We seek your
guidance on the same, to give our caller more satisfactory
answer and solutions to their problems.

1. Elderly has taken the 1st dose of Covaxin and wants to take
another dose for the same, but he/she is unable to get Covaxin
right now in Delhi.

2. I have been vaccinated with both the doses but did not get
any an option on Aarogya Setu to download the certificate.
3. Unable to register for vaccination?

4. Elderly have taken 1st dose of vaccination from hospital but
have not received any certificate.

Date Name Designation Organisation Feedback Next Steps/Comments

05/27/2
021

XXXX Vice President XXXX Foundation Dear XXX,

Thanks a lot for sharing the toolkit. It is very well compiled. Many 
congratulations to the Harvard Chan India Research Center & Project 
Sanchar for this accomplishment. We will certainly share this within our 
network of stakeholders.

Since our wider audience is resource challenged adolescents & their 
families from the urban slums, I was wondering if there was a way to 
take the toolkit to them as well. Do you think someone from the center 
can guide us on what aspects of this toolkit would be more relevant for 
such adolescents?

Also do let us know if there are any plans for the translation of the toolkit 
in the local Indian languages - only asking it if we are to take some 
aspects to these adolescents, the vernacular version would be helpful.

The above suggestions are only from the perspective of having a larger 
consumer base for this toolkit and for whom it would be very relevant as 
well. Having said that, the content is very comprehensive, simple to 
understand and narrated in an interesting way. Congrats again for this 
endeavor!!

Best Regards,

05/29/2
021

Dr. XXXX Founder, XXXX NAME WITH HELD Dear XXXX

Thank you for this...we are initiating on our social media 
channels..particularly our WhatsApp groups which we use to reach out to 
people for countering misinformation..
Maybe we could speak next week to see what or how else we can add to 
this effort..

Best Wishes, XXXX

Responsive Feedback



New alternative approach

• What can be done?
– Science  of message construction
– Science of Engagement
– Participatory science; Responsive feedback

• Community strengths and assets
• Build on resilience
• Expertise is diffused; lies in the community too
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