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Aline Gubrium 

A Situated Practice of Ethics: 
Addressing Challenges 

An Ethics Framework  
for Digital Storytelling as a Multi-Purposed Public 
Health Method 



Ethical Issue 1: Fuzzy Boundaries  

•Confusion between where priorities lie (research 
vs. intervention/practice vs. advocacy) can lead to 
very different implementation approaches. 
 

 

 

A Situated Practice of Ethics 



Ethical Issue 2: Recruitment and Consent 
to Participate  

•There is a fine balance between protecting 
individuals who are in the midst of trauma from 
further harm and patronizing potential participants 
through exclusion. Those featured in the digital 
story may be unaware or upset about their 
inclusion. 
 

 

 

A Situated Practice of Ethics 



Ethical Issue 3: Power of Shaping  

•Facilitators may help “shape” the narrative to 
produce stories that will resonate with audiences, 
inadvertently imposing their own agendas. Sharing 
power often means losing control over messaging. 
 

 

 

A Situated Practice of Ethics 



Ethical Issue 4: Representation and Harm  

•Digital stories can misrepresent communities 
and/or reify stereotypes. Exposing illegal or illicit 
activity might endanger storytellers or subjects. 
 

 

 

A Situated Practice of Ethics 



Ethical Issue 5: Confidentiality  

•Stories are sometimes so distinct that it is 
impossible to guarantee confidentiality. Often 
participants want to be credited by name for their 
contributions. The visual and sharable nature of 
digital stories must also be considered.  
 

 

 

A Situated Practice of Ethics 



Ethical Issue 6: Release of Materials 

•Needs to be negotiated on an ongoing basis. 
Some stories reveal very personal issues that can 
make participants vulnerable to stigma and 
discrimination. Storytellers might want to change 
their stories or to change their minds later on.ver 
time. 
 

 

 

A Situated Practice of Ethics 



Ethical engagement in public health research and practice is an ongoing, 
iterative, and complex process. Rather than positioning ethics as an 
introductory component to a project—a one-off occasion of gaining 
consent—ethics must be understood as a process that involves ongoing 
dialogue among all stakeholders about how best to design and implement 
an ethically responsible project” (Gubrium, Hill & Flicker, 2014).   
 
“Mastering this form of respect—proper consent forms, arranging 
informed consent, filling forms and completing ethics applications—is 
only the first step. Putting our words into action, this is the real content of 
respect” (Menzies, 2012).  
•. 
 

 

 

A Situated Practice of Ethics 



Situation Issues Example Ethical Practice 

Fuzzy Boundaries Nexus of public 
health 
intervention/practi
ce, research and 
advocacy 

Confusion 
between where 
priorities lie, 
affects 
implementation 

Research, 
training, strategic 
communications 
components, 
multiple partners 
involved.   

Partners need 
agreement about 
specific goals, 
objectives, 
policies and 
procedures 

Recruitment and 
Consent to 
Participate 

Sponsors want to 
recruit diverse or 
targeted 
participants to 
share their 
stories.  
 
Consent to 
participate is 
sometimes 
indirect. 

Balance between 
protecting 
individuals in 
trauma and 
patronizing them 
through exclusion 
 
Those featured in 
story may be 
unaware or upset 

Working within 
CBO constraints 
for recruitment 
and participation.  
 
Paris’s inclusion 
in the project and 
her story.  
 
Ongoing 
participation of 
storytellers.  

Transparency 
with participants 
about benefits 
and risks of 
participation.  
 
Provide safety 
and supports.  
 
Consent from all 
featured.  

Power of 
Shaping 

Personal stories 
are encouraged: 
Tension between 
process and 
products 

“Shaping” of 
stories to 
resonate with 
audiences. 
Shared power = 
less control over 
messaging.  

Shaping of 
presentations and 
materials 
according to 
venue 
(community vs. 
academic) 

Reflexive 
attention—cultural 
humility is key. 
Storyteller 
wellbeing should 
be at the center of 
a project.  

Presenter
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Situation Issues Example Ethical Practice 

Representation 
and Harm 

Participant tells a 
story that makes 
us uncomfortable 
or expose 
themselves to 
harm through the 
process 

Digital stories can 
misrepresent  
communities or 
reify stereotypes. 
Exposed activities 
may endanger 
storytellers or 
subjects. 

 
Paris’s story 
exposes her ex.  
 
Storytellers at 
public screenings.  

Storyteller 
wellbeing at the 
center of a 
project. Supports 
in place. Dialogue 
with storytellers 
and/or audiences 
to challenge 
messages.  

Confidentiality May not always 
be possible or 
appropriate.  

Distinct stories 
difficult to 
guarantee 
confidentiality. 
Participants want 
to be credited by 
name.  

(IRB) Human 
Subjects’ review 
 
Clashing agendas 
for the project  

When possible, 
credit storytellers 
for their work by 
name (or chosen 
pseudonym), to 
maintain their 
ownership.  

Release of 
Materials 

Consent to 
participate in a 
workshop is not 
the same as 
release of 
materials 
(dissemination) 

An ongoing 
process. Stories 
can make 
participants more 
vulnerable. 
Stories may 
change their 
minds over time. 

Website 
construction. 
Ongoing use of 
stories. 
Negotiating 
partner and 
storyteller 
perspectives.  

Provide options 
for story release 
(where, why, how, 
by whom). Case-
by-case basis for 
release. Iterative 
and ongoing.  
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Ethics Questions 

• How will You Handle Consent Issues? 

• How Will You Make Sure Your Project is Locally Relevant? 

• How Will You Support Storyteller Benefits / Ownership?  

• How Will You Protect and Enhance Storyteller Well-Being? 

• How Will You Weave Ethics Discussions Throughout Your Work? 

• How Will You Ensure Ethical Distribution of Stories? 

Applying the Ethics Framework 
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Project Overview and Aims 
• Using a community-based participatory research 

approach: 
– Examine the bio-psychosocial determinants of stress 

among older, African-American men in Springfield, MA.  
– Assess the effectiveness of the MOCHA program to 

decrease stress among older, African-American men in 
Springfield; 

– Assess the comparative effectiveness of a narrative-
based version of the MOCHA program to decrease 
stress among OAAM. 

Presenter
Presentation Notes
Enlists those who are most affected by a community issue – in partnership with university researchers to conduct research on and analyze that issue, with the goal of devising strategies to resolve it.

Self-reported and biophysiological indicator

Oral and digital storytelling




Introduction and Background 
• Older, AA men experience high levels of stress. 

– Structural inequalities 
– Social networks 
– Gender identity 

• Men of Color Health Awareness (MOCHA) Program 
– 12-weeks, 3-days/week (2 gym/workout, 1 discussion-

based group meeting) 
– 15-20 men per cohort, ages 35-65 
– Holistic approach to health: physical, mental, social, 

spiritual (e.g. black masculinities) 
• Research Collaboration (2016-2021) 

– UMass-Amherst SPH, Department of Health Promotion 
and Policy Investigators 

– City of Springfield Department of Health and Human 
Services (MOCHA Steering Committee) 

– Study Sites: YMCA, UMass-Springfield Center 

Presenter
Presentation Notes
- Socioeconomic and neighborhood environments generate stress in ethnic minority communities .
- Evidence of weight gain among genetically unrelated members of social networks demonstrates the strong influence of social relationships on risk of obesity.
Evidence indicates conformity pressures related to gender roles are linked to health  outcomes, where men are generally less knowledgeable about nutrition, food, and its preparation, and more interested in physical fitness.

Created by community not researchers
Designed for low resources settings in environments
About 350 men have completed the MOCHA program with promising results




Why do African-Americans have 
flattened cortisol profiles, higher 
levels, and cortisol dysfunction? 
• ¾ black adults reported experiencing racially based 

daily discrimination (e.g., disrespectful treatment, 
receiving poorer services) 

• Higher rates of chronic stress observed in minority 
populations across all socioeconomic levels. 

• Discrimination during adolescence continued to 
produce dysfunctional cortisol rhythms by age 32 
(Northwestern University 20-year study) 

• Positive racial identity can help 
• Internalized racism intensified stress 



Stress and Digital Storytelling 
• Why Stress? 

– Identified as community priority 
– Allows for investigation of other community priorities and interests 
– Contributes to poor mental health and chronic disease outcomes 
– Experience, expertise, and interest among researchers 

 
• Why Storytelling? 

– Storytelling akin to historical and daily practices of narrative and 
cultural production for many AA communities. 

– Nuanced, complex, and contextualized communication 
– Data and intervention 
– Counter-narratives: education and advocacy 

 
• How DST is being used in the project? 

– Led by Gubrium (Co-I), Lowe (GRA), and Scott (MOCHA Outreach 
and Community-Building Coordinator) 

– 4 digital storytelling workshops of 10 men each (n=40) 
– December-May  

Presenter
Presentation Notes
Black masculinities, aging, SES disparities, discrimination, CJS, violence
Jerry in psychological and brain sciences



Fuzzy Boundaries in the DST 
Process 

 
• OUR GOAL: To gather data on factors related to 

stress and produce stories that could be used as 
part of an intervention to decrease stress.  
 

• OUR PROMISE: Participants are free to share, 
discuss, and create the story that they most want 
to tell, prioritizing their control and autonomy over 
their stories.  
 

• How do we square these two goals? 

Presenter
Presentation Notes
Sarah: By engaging our stakeholders in the creation of the workshop, we were better able to guide the process. The facilitators presented themes that could potentially prompt different categories of stories. Our community partners vetted the themes and crafted the language of the writing prompts to ensure the material would relatable and meaningful. The research team and community partners then weighed in on how the potential stories might shape the research and the MOCHA curriculum.



• You felt like you had to “man-up” or someone expected you to “be a man” 

• A meaningful relationship changed the course of your life 

• You kept quiet or you spoke up 

• You learned what it meant to be a man 

• You should have been stressed but you weren’t 
• You felt seen or included, or felt overlooked or invisible 

Writing Prompts 
 Write about a moment when… 

• You felt the need to react or not react to an act of everyday racism 
• You couldn’t control something or someone, or you felt in control 
• You felt proud to be a man, a man of color, or proud to be yourself 

Presenter
Presentation Notes
Sarah: After two brainstorming sessions among stakeholders, we agreed on 9 prompts. We did not set a limit on prompts prior to the brainstorm but typically we do not want more than ten. We want the participants to stay focused and not feel overwhelmed. These prompts fell into larger categories concerned with stress related to social networks, identity, structural inequalities, and resilience. In our second brainstorming session, our community partners began telling their own stories based on some of the prompts. They recounted some insightful and moving stories, which is how we knew we were closing in on the final list.



Fuzzy Boundaries Around Consent 

• DST is both data and intervention.  
 

• Participants are screened for PTSD prior to taking 
the pre-test or attending the workshop. This is a 
precaution to protect potential participants from a 
group-based storytelling process that could trigger 
previous trauma. 
 

• ETHICAL CONCERN: Denying participants the 
right to participate in an intervention aimed at 
reducing stress because their stress levels are too 
high. 
 

Presenter
Presentation Notes
Sarah: How can we truly predict if DST will be triggering or healing? A few participants have scored in the moderately high range. In each case, a member of the research team went over the results with the participants to try to determine if participation would be ethical. All of the participants expressed their need for the intervention. They were experiencing housing instability, health issues, and isolation from family members. We agreed that they would benefit from the intervention and relied on the fact that participants can choose the stories they tell to remedy the issue of retraumatization. In this fuzzy boundary, though, it was hard to know the ethical line.



Participant Recruitment 
 



Sample Story 
 

Presenter
Presentation Notes
https://drive.google.com/drive/u/0/folders/0B9ou7fhtJDKYUVVpTmVObkdRYnc



Questions 
1. What was it like for you leading or participating in 

DST workshops? 
2. What lessons have you learned from engaging 

stakeholders in DST projects? 
3. What advice regarding ethical considerations do you 

have for others who will conduct DST as part of their 
research? 

4. When or in what situations have you found ethical 
issues surrounding DST especially challenging? 

5. What drawbacks or cautions do you have about 
DST? 

6. What challenges, barriers, or concerns have you 
confronted related to stakeholder engagement for 
DST? 
 

 



Digital Storytelling as Health 
Promotion and Data:  

Ethical considerations from a peer 
mentor-based project to address 
perinatal substance use disorder 

in a rural community 

 
Mary T. Paterno, PhD, CNM  

University of Massachusetts Amherst 
College of Nursing 



Ethical Considerations 

• Population 
 
• Setting 
 
• Confidentiality 
 
• Researcher 











Thank you! 
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