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PRESENTATION OBJECTIVES

 Understand a framework for developing questionnaires and discussion 
guides using a data equity approach

 Consider the practical steps and challenges associated with this approach

 Learn how to successfully apply a data equity lens in the design of your own 
work
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WHY IS EQUITABLE DESIGN IMPORTANT

 Ensures that all respondents, regardless of their background or identity, have 
the opportunity and ability to participate

 Inclusive of historically underrepresented and marginalized groups

 Reflects the diverse experiences of the population and ensures that all 
voices are heard

 Seeks to reduce biases

 Leads to more accurate and reliable data

 Can yield actionable solutions that strive for equity
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COMMUNITY ENGAGEMENT

Community Based Participatory Research

 Researchers, community members, and other stakeholders collaborate on all 
aspects of a research project

 Involves and empowers community members from the very start

 Input not only on the final questionnaire, but in the development of the topics, 
questions, and response categories themselves

 What issues, topics, and questions are important for this community?
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COMMUNITY ENGAGEMENT

 What if there is not a community engagement process in place?

 What if community partners lack the time or ability to contribute in a 
meaningful way?

 What if you are working with a new community without established 
relationships?
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CULTURAL BROKERS

 Community-based organization 
w/equity-based mission

 Advocates, navigators, DEI coaches 
and consultants

 Bring skills in facilitation, relationship 
building, data collection

 Function as community “champions” 
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WORKING WITH CULTURAL BROKERS

 Formal role (contracted, scope of work, budget, etc.)

 Partners and collaborators in all phases of project from the start

 Allow them to lead when appropriate since they have trust within community

 Treat relationship ethically and with respect

 Leveraging their deep community ties and trust



Questionnaire Design
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REDUCING SURVEY ERROR THROUGH EQUITABLE DESIGN

Equitable survey design helps reduce survey error by ensuring questions are 
clear, inclusive, and accessible to all participants.

Reducing Measurement Error Reducing Nonresponse Error
• Avoiding poorly designed or ambiguous 

questions or response options

• Providing clear and culturally appropriate 
instructions

• Minimizing social desirability bias with inclusive 
language and question framing

• Accounting for cultural differences in 
interpretation and response

• Using simple, accessible language to reduce 
technical or complex wording

• Shortening and tailoring surveys to reduce 
burden

• Addressing language barriers through translation 
and culturally appropriate phrasing
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AN EQUITABLE QUESTIONNAIRE DESIGN PROCESS
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EXAMPLE: SURVEY BRAINSTORMING
Topic Questions
• Do folks have mobility issues? This changes the scope of services.

• Can they drive themselves, or do they need assistance? • Do you have transportation to treatment?
What would make you more comfortable using transportation services?

• Distance! If more than five hours away – do they stay overnight? What is the timeframe. • How far are you travelling to treatment, are you going daily, do you stay overnight in between 
treatment?

• Does duration of treatment affect patients with long travel distances?
• Does the cost of transportation affect treatment overall? • Do you have any means to stay overnight if needed?
• Travelling with strangers/volunteer drivers – what are the comfort levels with different 

transportation options?
• An assessment of what is available for service areas for patients.

• Assess all the barriers the patient faces while trying to get to their treatment center. • Is there anything that is preventing you from getting to your treatment/cancer care?
If they did not access services – did you need it? Why didn’t you get it?

• Look at the bigger picture and solutions (somewhere closer)
• Transportation between where you are staying and the treatment center
• How can patients not be as overwhelmed with transportation/lodging

• Patient choice, How to communicate • Do you feel comfortable advocating for yourself about your treatment regarding 
transportation logistics?

• Patients can be very overwhelmed and can’t hear all their options clearly • Has anybody discussed transportation options during your cancer care?

• Accidental steering from providers – patients not knowing they can ask providers • Do you feel comfortable talking to your health care provider about transportation logistics and 
concerns?

• Mobility while staying in hospitality homes • Are you comfortable staying in community spaces (such as Sarah’s House)
• Not being able to receive care due to transportation barriers (mobility is a big issue here – dig into 

that.
• What about backup transportation? What happened when plan A doesn’t work? Is there a plan B?
• Flights – how do we get them back home?
• Do you have access to text messaging/apps/phones/tech, Tech literacy • What is your level of comfort with technology and using texting, email and Mobile Apps?
• Language barriers, Literacy levels
• Self-referrals?
• Oxygen barriers
• If you’re travelling alone, what type of assistance do you need – different levels of assistance 

(need help walking to the door etc.)
• If you are using transportation other than family or friends, do you need assistance with 

navigating or scheduling/managing the technology?
• Comfort with identifying transportation, making sure they can find and locate the correct vehicle.
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QUESTIONNAIRE DEVELOPMENT

 Initial survey questions should be easy to understand, clear, and use 
straightforward language

 Follow best practices for writing and structuring survey questions, response 
options, and instructions

 The visual design of a survey plays as much a role in understanding as the 
wording and language

 Shorter surveys…
 Are more reliable
 Produce higher quality data
 Have higher response and completion rates
 Are more equitable!
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QUESTIONNAIRE DEVELOPMENT

 Demographic Questions
 Additional resources provided at end of presentation

 Survey Translation / Transcreation
 Committee method for multinational, multicultural or multiregional 

surveys 
 Pre-Testing

 Informal review with community members
 Formal with data collection among participants
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EXAMPLE: CT VICTIMIZATION NEEDS ASSESSMENT

 Statewide Needs Assessment to assist victims
   of violent crimes in the state

 Office of Victims Services Advisory Council

 Quantitative survey modeled after National Crime Victimization Survey 
(NCVS)

 Modified and new questions added to address specific community needs

 Translated and fielded in Spanish

 Formal pre-test with 20 respondents who had experienced violent crimes



Focus Group and Interview Discussion 
Guides
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AN EQUITABLE DISCUSSION GUIDE DESIGN PROCESS
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DEVELOPMENT OF QUALITATIVE DISCUSSION GUIDES

Inclusive Language: Use language that is inclusive and accessible. Avoid jargon 
and technical terms.

Sensitive Topics: Frame questions in a way that respects the participants' 
experiences, culture and traditions.

Informed Consent: Can be a deterrent to participation (language barriers, 
cultural norms, distrust, concerns about legal status). Obtain informed consent 
in a way that is culturally sensitive.

Review and Refine with Community Input

Train Interviewers/Moderators on data equity
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EXAMPLE: PERINATAL HEALTH NEEDS ASSESSMENT

 Project with the Maine Office of Maternal Child Health to understand key 
drivers of maternal health in rural and culturally diverse populations

 Focus groups and interviews with new mothers

 Half (50%) of the project sample was to be inclusive of Black, Indigenous, 
and People of Color (BIPOC)

 Partnered with Cultural Broker
 Assisted in development of moderator’s guides and recruitment materials
 Recruited individuals from BIPOC communities
 Provided or coordinated for translation and transportation services for focus groups
 Provided expertise on cultural competency issues
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DEVELOPMENT OF QUALITATIVE DISCUSSION GUIDES

Example: Original Question
How can providers assist and support mothers when it comes to culturally 
sensitive care?
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DEVELOPMENT OF QUALITATIVE DISCUSSION GUIDES

Example: Original Question
How can providers assist and support mothers when it comes to culturally 
sensitive care?

Example: After Community Input
How can health care workers include important cultural traditions in their care?
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ETHICAL CONSIDERATIONS

 Accessibility: Select methods accessible to all participants. This includes 
online vs. in-person physical access, transportation, language translation, 
digital literacy, etc.

 Representation: Try to include all relevant groups in the data collection 
process. This may require targeted outreach and tailored approaches. Be 
creative and eliminate the phrase “hard-to-reach” populations.

 Comfort and Safety: Choose approaches and methods that make 
participants feel safe and comfortable.

 Respect: Honor the time that a participant has given you by valuing it, 
compensating when appropriate, sharing back, protecting confidentiality.



Additional Resources
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ADDITIONAL RESOURCES – DEMOGRAPHICS

• OMB's Statistical Policy Directive No. 15: Standards for Maintaining, Collecting, and Presenting Federal Data on Race and Ethnicity
• https://www.federalregister.gov/documents/2024/03/29/2024-06469/revisions-to-ombs-statistical-policy-directive-no-15-

standards-for-maintaining-collecting-and
• What Updates to OMB’s Race/Ethnicity Standards Mean for the Census Bureau

• https://www.census.gov/newsroom/blogs/random-samplings/2024/04/updates-race-ethnicity-standards.html
• EOHHS Quality Measure Alignment Taskforce | Mass.gov

• https://www.mass.gov/info-details/eohhs-quality-measure-alignment-taskforce#health-equity-data-standards-and-accountability-
framework-

• Oregon Health Authority: Using REALD and SOGI to Identify and Address Health Inequities : Equity and Inclusion Division : State of 
Oregon

• https://www.oregon.gov/oha/EI/Pages/Demographics.aspx
• National academies: Measuring Sex, Gender Identity, and Sexual Orientation

• https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation

https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
https://nap.nationalacademies.org/catalog/26424/measuring-sex-gender-identity-and-sexual-orientation
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MORE ON DATA EQUITY

For more information on community engagement and data equity, please visit:

Engaging Relevant Communities to Achieve Data Equity
Data Equity Center
UCLA Center for Health Policy Research
https://healthpolicy.ucla.edu/our-work/data-equity-center

https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center
https://healthpolicy.ucla.edu/our-work/data-equity-center


Thank you!

For more information:
Patrick Madden, President, MDR

pmadden@marketdecisions.com
www.marketdecisions.com
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