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After participating in this activity, learners will be able to:

1. Describe key principles, values, and practices of community-engaged 

research.

2. Conduct community-engaged research that provides positive 

experiences for community members and improves research design 

and outcomes.

3. Identify resources, colleagues, and community members to enhance 

their community-engaged research.

Series Learning Objectives



Series Sessions

Date Session Title

4/2/2026 Ethical Considerations in Working with Communities

4/16/2026 Infrastructure for Working with Community Members

5/7/2026 Pre-research Engagement 

5/21/2026 Research Implementation

6/4/2026 Analysis/Dissemination

6/18/2026 Spotlight on Methods



Ethical Considerations in 

Working with Communities

Alice Ely, 

Executive Director

Public Health Council of the Upper Valley

Renée Pepin, PhD (she/her)

Assistant Professor

Community and Family Medicine

Geisel School of Medicine at Dartmouth and Dartmouth Health





• Research Ethics

• Ethical Considerations in Working with 

Communities

• Key Principles of Community 

Engagement

• Community Engagement Tips

Agenda



• Respect for people 

– Informed consent

– Privacy

• Beneficence 

– Promote well-being and minimize potential harm

• Justice 

– Fair distribution of burdens and benefits

– Equitable selection of participants

– Protection of vulnerable populations

8

Research Ethics



• How do we know what may be harmful?

• How do we know what may be beneficial?

• How do we know what would be a fair distribution of burdens and benefits?

• How do we we know who is vulnerable? 

9

Ethical Considerations in Working with Communities



• Focus on community perspectives

• Community input is vital

• Ongoing engagement/Partnership sustainability

• Co-learning, co-capacity building, co-benefit

• Build on community strengths and resources

• Facilitate collaborative, equitable partnership

• Involve all partners in dissemination

• Build and maintain trust
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Key Principles of Community Engagement



• Listening

• Communication

• Sharing power

• Sharing control

• Sharing resources

• Being humble
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Community Engagement Skills



• Be clear about motivation and expectation 

– Explicitly articulate motivation

– Explicitly articulate goals

– Discuss limitations, parameters, requirements

– Identify investments

• Time

• People

• Space

– Talk timelines

– Identify outputs/products

12

Community Engagement Tips for Everyone



• Be clear about motivation and expectation 

• Participate. Be involved. Stay in communication. 

• Be generous. Be useful. 

• Share: resources, decisions, credit

• Ask what is needed

• Build a relationship and stick with it
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Community Engagement Tips for Everyone



• Real people, real organizations, real communities

– Offer real help

– Commit to real action

• Don’t over-promise and under-deliver

• Don’t say “yes” if you mean “no”

• Understand processes before you start

– Ask questions

– Have contingency plans

14

Community Engagement Tips for Researchers



Thank you

alice.ely@uvpublichealth.org 

renee.l.pepin@dartmouth.edu

mailto:alice.ely@uvpublichealth.org
mailto:erenee.l.pepin@dartmouth.edu


WELCOME to

Get Engaged: 
An ECHO to Increase Skills for 

Community Engaged Research

Session 2, Infrastructure for Working with Community Members, 

April 16, 2026



Infrastructure for Community 
Engaged Research 

Julie Bosak, DrPH, CNM

Cheri Bryer, CRSW



Overview of didactic section

• What are the dimensions to consider within the infrastructure 

domain for working with community members?

• How does a Community Advisory Board represent and influence 

these dimensions?
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Stage for decision on aspects of study 

and planning logistics

Dimensions of Infrastructure

• Governance

• Power Balance

• Team Roles

• Compensation

Infrastructure Domain

Fig 1 from Stallings S et al., Health Expectations  2019 



❖  Defines rules, roles and procedures that ensure adequate oversight and 

describe decision making 

Power Balance

❖ Identifying areas of imbalance and strategies to diminish it

Team Roles

❖  Identify different roles within the study team

Compensation

❖ Decide on how research participants will be compensated

Governance



• A CAB is a group of individuals that represent your target research population- 

often individuals from community organizations that serve your population 

and/or individuals from the population.

– “bridge the gap between the community and researchers to increase the 

relevance of the research” (Lawrence & Stewart, 2016)

• Two main structural decisions about your research methods

– What  level of engagement (how much influence) will the CAB possess

– At what point in the research process are they formed

Consumer Advisory Boards (CABs)



Outreach Consult Involve Collaborate Shared 

Leadership

Continuum of Engagement

Principles of Community Engagement, second edition.  ATSDR, 
CTSA, CDC, et al.  June 2011

Advisory Board

How does a CAB differ along the continuum of engagement?



What stage of the research will the CAB be formed?



❖What type of research are you doing?

❖Clinical trial versus translational community based implementation

❖What is the “readiness” status of you and your team

❖Do you have relationships and history within the community

❖Do you have at least one champion with a pre-existing trusting relationships?

❖Is this a new research area or geography so you are starting from scratch?

❖What is your bandwidth and budget for supporting a CAB?

 

Considerations for level of engagement and phase of involvement for your CAB



• What are the structures and processes that define the CAB and its influence 

over the larger study.

• Important to be as clear as possible up front

– A well defined governance structure protects community interests

– Ideally you create some version of a charter and group norms

– How are decisions being made? 

• Consensus?

• Who has the final decision power? 

– Is it different dependent upon the content of the decision?

• Financial versus choice of language or recruitment strategies 

Governance



Outreach Consult Involve Collaborate Shared 

Leadership

Continuum of Engagement

Principles of Community Engagement, second edition.  ATSDR, 
CTSA, CDC, et al.  June 2011

Advisory Board

How does a CAB differ along the continuum of engagement?



CAB members provide input and perspective on different aspects of the research 

Consulting role

Research question and area of focus, budget 

Support ideas for recruitment and utilize my 

social network

Provide input on findings and how to present 

them in a way that makes sense to “regular 

people”



• Examples of a Consulting role

– CAB for a study on methadone and integrated OB and Mental  health care- 

aim of study to increased understanding of co-located versus separate 

services 

– Typically input on language and framing of a topic to ensure it isn’t 

stigmatizing, correct style of communication (use of words) that are easily 

understood by community members

• Less frequent meetings, providing input, responding to current work

CAB as an consulting role



• For the study team- ideally learn the value of having the lived expertise at the 

table

– Feels initially like some researchers are unsure/uncomfortable with what an 

individual with lived expertise might offer, but often open up and realize that 

everybody can learn from each other.

• Personal development for a community members

– Builds confidence in knowing my perspective is important

– Knowledge and relationships can create professional opportunities

– Opportunity to have on an impact and help others

Benefits of a  having a CAB



– Feeling exploited or seeing that with others

• Inadequate compensation for your time

• Compelled to tell your story because of the compensation and power 

balance

– It is re-traumatizing every time and ensure you offer extra support, 

protected space

Common challenges with the consulting role



– Power Balance (imbalance)

• Ensuring that full study team respects and honors the patient and/or 

community voice

• Not simply just meeting the criteria of the study or checking a box

• If their isn’t a baseline respect you can feel “used” to only recruit

– The importance of the interpersonal respect and reactions in every interaction

• “I don’t want to hear from you, I want the provider’s input”

Common challenges with the consulting role



Outreach Consult Involve Collaborate Shared 

Leadership

Continuum of Engagement

Principles of Community Engagement, second edition.  ATSDR, 
CTSA, CDC, et al.  June 2011

Advisory Board

How does a CAB differ along the continuum of engagement?



CAB members as part of the decision making along the continuum

Shared governance

Research question and area of focus, budget 

Collaboratively create approach and possibly 

lead recruitment

Co-create findings based on initial analysis



CAB shared leadership governance structure

Academic institution

Core Study Team

Principal investigator

Project staff

Daily oversight of 

research Manages 

• Grants administration 

• Fiscal administration

• Project human 

resources

Advisory Board

Comprised of 

community members 

with a range of 

expertise

• Collaborative design of 

methods 

• Collaborative oversight of 

implementation

• Co-creates analysis of data 

and dissemination plan

• Financial and strategic 

collaborative decision

• Clearly define decision 

making by collective 

consent scale 



Decision-making Process: Strive for Consensus: Levels of Agreement

1. Enthusiastically agree

2. Yes, I agree

3. I have minor reservations and generally agree. I will actively support the 

decision of the group

4. I have major reservations and would like more dialogue before moving 

forward

5. I do not support this idea. I do not think it is in our best interest to move 

forward

• Discussion rule: Discuss, try to resolve reservations >3.  

• Decision rule: If everyone is a 3 or lower, ‘good enough’ & move forward. If not, 

work to consensus a second time



. 

– Recognize that one will always exist especially if the academic institution 

provides the finances and holds the research grant 

• Will look different dependent upon your research community and CAB 

membership

– Community organization staff  and/or leadership

– Do you have a mix of stakeholders including community members, patients 

and organizational leadership

– Who is your population?

•  With historically marginalized population such as pregnant women in 

recovery extra attentiveness needed

Understanding and managing the power imbalance?



Must intentionally work to create a more equitable and collaborative 

relationship – this takes extra time, energy and effort of the full study team

❑ Up front assessment of the dynamic

❑Where are the inequities, biases, discrimination, racism, rank and privilege 

amongst your CAB and on your study team

❑ Thoughtful selection and conversations with your academic colleagues

❑ Are they willing and able to “release power”

❑ Do they truly see the community voice as an expert or is this just “best 

practice” so tolerate it

Steps to manage the power dynamic and create meaningful participation



• Choice of facilitator- culturally responsive approach

 – Ideally someone from the community that has already built trust with 

many of the members

• Study team keeps openness and curiosity with ALL questions and/or dissent

– Watch tone, body language, follow up

Power Dynamic

References:  Andress, L., Hall, T., Davis, S. et al., 2020. Bosak et al., 2023



• Creating TIME to build relationships

• Facilitator between meeting check-ins to answer questions, explain content, 

build confidence

• Create space in the meetings for small breakouts 

• Smaller task focused groups that mix study team and CAB members

• Orient to content -provide detailed, digestible materials to level the knowledge 

base 

Strategies to building trusting relationships



• Ideally this happens prior to a grant application

• Identify champions in your target community and start engaging with them 

preferably through a “warm hand off”

• Thoughtful about how you hold space in the community

• You are not the expert, the community members are the experts

• Listen more than you talk, be curious

• Be fully transparent about your needs, timeline etc.

• Better to have the hard honest conversation then avoid it

How do you get started if you have never created a CAB?



• Will it be remote or in person?

• Impact of participants availability

• Remote diminishes barriers as long as all participants have access to 

technology and internet

• Harder to build trusting relationships when fully remote

• How large of a geographic area are you covering?

• What is the cadence of meetings?

• How do you determine time – do you cater to normal work hours or 

evenings?

Forming your CAB



• Building trust – be clear and then do what you say

• Clear expectations on timing, location, amount of time needed

• Clear on compensation – how it will be provided, when it will be provided.  

• All the steps to the process (W-9) and long the process takes and then be 

reliable (ex. Gift cards mailed or electronic?)

• Things that might seem small to us are consequential to participants such as a 

delay in a $50 honorarium

•  How are you addressing barriers to participation on the CAB and in the work

• Childcare, gas money, compensation, support participation at conferences

Small details that make a difference



Perinatal Initiatives
POPULATION HEALTH

Thank you.

Any Questions?

Julie.S.Bosak@hitchcock.org

Cheri.L.Bryer@hitchcock.org

mailto:Julie.S.Bosak@hitchcock.org
mailto:Cheri.L.Bryer@hitchcock.org
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Implementing Community Engaged 

Research:

Emotional Journey Mapping

Daisy Goodman DNP, MPH, CNM, CARN-AP

Lisa Lamadriz MPH, RN, IBCLC



Research reported in this presentation was partially funded through a Patient-Centered Outcomes Research 

Institute (PCORI) Award (Contract ID: EADI-26752).

The views, statements and opinions in this presentation are solely the responsibility of the authors and do not 

necessarily represent the views of the Patient-Centered Outcomes Research Institute (PCORI), its Board of Governors 

or Methodology Committee.

Disclosures



 We acknowledge with sincere gratitude the birthing people 

of NH who shared their experiences of care so generously 

with this project
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“The meaningful involvement of patients, caregivers, clinicians and other 

healthcare stakeholders throughout the entire research process – from 

planning the study to conducting the study and disseminating study results”

       (PCORI, 2018)
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How is Community Engaged Research defined?



Medical mistrust is “a dynamic, transactional response, shaped by lived 

experiences” (Adekunle, 2025) 

Long history of criminality in OB/GYN research

– François Marie Prevost:  cesarean section (1830s)

– James Marion Sims: fistula repair (1840s)

– Josef Mengele: sterilization (1940s)

– Gregory Pincus/John Rock: contraceptive pill development (1950s)

– Untreated Syphilis Study at Tuskegee (1932-1972)

May 21, 2026 73

Why Does Community Engagement Matter In Reproductive 

Health Research?

Adekunle, T. Reproductive coercion, medical mistrust, and Black women’s health from the antebellum period to the 21st century. Int J Equity Health 24, 302 (2025). 

https://doi.org/10.1186/s12939-025-02665-2; Owens, D, Fett, S.  Black Maternal and Infant Health: Historical Legacies of Slavery.  American Journal of Public 

Health 109, 1342_1345, https://doi.org/10.2105/AJPH.2019.305243

About The Untreated Syphilis Study at Tuskegee | Syphilis Study | CDC

https://doi.org/10.1186/s12939-025-02665-2
https://ajph.aphapublications.org/doi/abs/10.2105/AJPH.2019.305243
https://ajph.aphapublications.org/doi/abs/10.2105/AJPH.2019.305243
https://www.cdc.gov/tuskegee/about/index.html
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https://www.theatlantic.com/health/archive/2018/04/j-marion-sims/558248/

“In recognition of his 

services in the cause 

of science and 

mankind awarded 

highest honors by 

his countrymen and 

decorations from the 

nations of Belgium 

and France…”

“Surgeon & 

philanthropist, 

founder of the 

women’s hospital 

state of New 

York his brilliant 

achievement 

carried the fame 

of American 

surgery 

throughout the 

world”

REMOVED IN 2018



Study Updates

“Nothing about us without us”
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Our Understanding Of 

How To Implement CER 

Is Continually 

Evolving….

https://guides.mclibrary.duke.edu/CENR_researchers; Collins SE. Am Psychol. 2018. 

Community 

Members as 

Co-researchers

https://guides.mclibrary.duke.edu/CENR_researchers
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Opportunities To Apply CER Principles Exist At All 

Stages Of The Research Process

Identify a 

problem or 

gap

Collect 

Data

Develop a 

Research 

Question

Create Aims 

and/or 

Hypotheses

Analyze 

Data

Interpret and 

learn from 

data

Design 

Study 

Methods

Dissemination 



Going upstream: 

Using Emotional Journey 

Mapping to identify problems 

and gaps

May 21, 2026 78Department / Program Name, Hospital / Member Name



NH Birthing 

People Speak 

Out Through 

Emotional 

Journey 

Mapping (EJM)

What is Emotional Journey Mapping?

“I’ve learned that people will forget what you said, 

people will forget what you did, but people will never 

forget how you made them feel”
      Maya Angelou



Emotional 

Journey 

Mapping is…

“Comprehending the emotional 

experiences of patients and shedding 

light on their emotional fluctuations 

throughout their medical care journey, 

contributing to improved patient-

centered care.”

Tanya Lord PhD   



EJM Sessions:

Three Examples And Format



Introductions

Discuss feelings, emotions at each point of the perinatal journey

Emotional Journey Mapping Perinatal Experience







EJM Sessions: 

Initial Findings

• Eager to share stories

• Expressed gratitude for the opportunity to share and listen 

• Relayed importance of improving the experience for others

• Mental health and postpartum depression were significant topics that 

consistently emerged without specific prompts.

• Shared stories of past birth traumas

• Discussed challenging interactions with healthcare staff.

• Relayed importance of having personal and cultural preferences 

respected during the birth process

• Expressed distress at feeling coerced away from plans

• Shared feelings of sadness and frustration

• Shared that lack of communication and understanding from 

healthcare providers led to a breakdown in trust 

• Shared feeling unable to communicate with providers regarding 

“unspoken feelings” of guilt, shame, disconnect with previous child or 

current infant.



• Lack of compassion from healthcare staff to help the birthing patient feel heard regarding fears, 

experiences and feedback 

• Lack of acceptance of cultural and religious preferences from healthcare staff

• Lack of effective communication regarding risks and benefits of treatment or elective procedures to 

provide informed choice

• Lack of discussions about post partum emotions, anxiety, depression

• Lack of education regarding symptoms of post partum depression and detachment 

• Lack of continuity of obstetrical care

• Lack of patient education regarding anticipatory guidance for inpatient care

• Lack of therapeutic discussions to prepare for C-Section

• Lack of support for new motherhood role

• Lack of access to a post partum doula to guide birthing parent with sensitive postpartum needs

Problem Statements:  Analysis of Transcripts



EJM Sessions: 

Problem Themes

• Provider Compassion and Empathy

• Shared Decision Making

• Mental Health and Emotional Support

• Patient Autonomy

• Patient Empowerment

• Respect and Dignity

• Cultural Awareness and Respect

• Provider Continuity

• Patient Education and Understanding

• Clinical Care

• Postpartum Support

• Breastfeeding Support

Emerging Dialogues



• Language access-  make sure your interpreter is coming!

• W9s

– Often a barrier to participation

– Explore best stipend compensation (check, gift card)

• Avoid posting widely on social media unless you insert a “Captcha” button-thousands of bots emerge 

otherwise

• Consider providing cell phones and/or data when needed

• Childcare to assist with participation

Challenges and Lessons Learned



• Research involving people who experience inequity must be 

community engaged to avoid replicating oppressive 

relationships and structures

• Community engaged research is liberatory!

• Emotional Journey Mapping is a methodology which centers 

patient experience and can be used to identify problems or 

gaps, generate research questions, and aims and hypotheses

• Community engagement early in the research process can 

identify future collaborators and co-researchers 

Summary

“Nothing about us without us”



Thank you!

daisy.j.godman@hitchcock.org

lisa.a.lamadriz@hitchcock.org

mailto:daisy.j.godman@hitchcock.org
mailto:lisa.a.lamadriz@hitchcock.org

	Slide 1: WELCOME to  Get Engaged:  An ECHO to Increase Skills for  Community Engaged Research  
	Slide 2: Funding Statement
	Slide 3: Series Learning Objectives
	Slide 4: Series Sessions
	Slide 5: Ethical Considerations in Working with Communities
	Slide 6
	Slide 7: Agenda
	Slide 8: Research Ethics
	Slide 9: Ethical Considerations in Working with Communities
	Slide 10: Key Principles of Community Engagement
	Slide 11: Community Engagement Skills
	Slide 12: Community Engagement Tips for Everyone
	Slide 13: Community Engagement Tips for Everyone
	Slide 14: Community Engagement Tips for Researchers
	Slide 15: Thank you  alice.ely@uvpublichealth.org  renee.l.pepin@dartmouth.edu 
	Slide 16: WELCOME to  Get Engaged:  An ECHO to Increase Skills for  Community Engaged Research  Session 2, Infrastructure for Working with Community Members,  April 16, 2026
	Slide 17: Infrastructure for Community Engaged Research  
	Slide 18: Overview of didactic section
	Slide 19: Infrastructure Domain
	Slide 20: Governance
	Slide 21: Consumer Advisory Boards (CABs)
	Slide 22
	Slide 23: What stage of the research will the CAB be formed?
	Slide 24: Considerations for level of engagement and phase of involvement for your CAB
	Slide 25: Governance 
	Slide 26
	Slide 27: Consulting role
	Slide 28: CAB as an consulting role
	Slide 29: Benefits of a  having a CAB
	Slide 30: Common challenges with the consulting role
	Slide 31: Common challenges with the consulting role
	Slide 32
	Slide 33: Shared governance
	Slide 34: CAB shared leadership governance structure
	Slide 35: Decision-making Process: Strive for Consensus: Levels of Agreement
	Slide 36:  Understanding and managing the power imbalance? 
	Slide 37: Steps to manage the power dynamic and create meaningful participation
	Slide 38: Power Dynamic
	Slide 39: Strategies to building trusting relationships
	Slide 40: How do you get started if you have never created a CAB?
	Slide 41: Forming your CAB 
	Slide 42
	Slide 43: Thank you.
	Slide 44
	Slide 45: WELCOME to  Get Engaged:  An ECHO to Increase Skills for  Community Engaged Research  Session 3, Pre-research Engagement,  May 7, 2026
	Slide 46
	Slide 47
	Slide 48
	Slide 49
	Slide 50
	Slide 51
	Slide 52
	Slide 53
	Slide 54
	Slide 55
	Slide 56
	Slide 57
	Slide 58
	Slide 59
	Slide 60
	Slide 61
	Slide 62
	Slide 63
	Slide 64
	Slide 65
	Slide 66
	Slide 67
	Slide 68: WELCOME to  Get Engaged:  An ECHO to Increase Skills for  Community Engaged Research  Session 4, Research implementation May 21, 2026
	Slide 69: Implementing Community Engaged Research: Emotional Journey Mapping
	Slide 70: Disclosures
	Slide 71
	Slide 72: How is Community Engaged Research defined?
	Slide 73: Why Does Community Engagement Matter In Reproductive Health Research?
	Slide 74
	Slide 75
	Slide 76: Our Understanding Of How To Implement CER Is Continually Evolving….
	Slide 77: Opportunities To Apply CER Principles Exist At All Stages Of The Research Process
	Slide 78: Going upstream:  Using Emotional Journey Mapping to identify problems and gaps
	Slide 79:  NH Birthing People Speak Out Through Emotional Journey Mapping (EJM) 
	Slide 80: Emotional Journey Mapping is…
	Slide 81: EJM Sessions: Three Examples And Format
	Slide 82
	Slide 83
	Slide 84
	Slide 85: EJM Sessions: Initial Findings
	Slide 86: Problem Statements:  Analysis of Transcripts
	Slide 87: EJM Sessions: Problem Themes
	Slide 88: Challenges and Lessons Learned
	Slide 89: Summary
	Slide 90: Thank you!  daisy.j.godman@hitchcock.org  lisa.a.lamadriz@hitchcock.org  

