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FLIPPING THE 
SCRIPT

By Esperanza Padilla



Positionality 
St a t emen t

• Autistic & ADHD (“late diagnosis”)
• Latina/First gen college student

• 4th year PhD Candidate in Sociology
• Trained Digital Storytelling Facilitator 



• Western society neurodivergence  is largely understood thru  the medical model: see 
conditions (e.g., Autism, ADHD) as pathological states in need of “cure”

• [Biomedical] “ master narratives” limits what research questions we ask and how 
knowledge is created (shuster & Westbrook 2022)

• Overlook the embodied experiences of neurodivergent (ND) people 
⚬ → devalues ND people as knowledge experts

Background
& 

Motivation



• Nonnormative narratives  (Scully 2008) conceptualize 
disability/neurodiversity  as forms of embodiment that are culturally and 
collectively crafted  and challenge master narratives

• Participatory arts - based methods (e.g.digital storytelling) can disrupt master 
narratives;

• Promote inclusion and agency among community members typically 
excluded from the research process  (Mykitiuk 2015; Rice & Mündel 2019; 
Sikapa et al. 2024).

Background
& 

Motivation



Reveal how ND people co - create 
knowledge through the production of 
digital counter stories and a community 
developed digital archive

Presenter Notes
Presentation Notes
Following the call to study experiences of joy and recognizing how online spaces are increasingly sites of joyful community and collective resistance, this proposal seeks to investigate how ND people use digital technologies to flip the script of their medicalized conditions. While ND typically includes a wide range of neurological variations, for this dissertation, I focus on people who self-identify as or who are diagnosed with Autism and/or ADHD. ADHD and Autism have in common issues relating to executive functioning, time management, and short-term memory (Scandurra et al. 2019; Wineland 2018) and many neurodiversity advocates refer to those with Autism and ADHD as “neurokin,” people who share neurotypes and may feel a sense of kinship or belonging with each other (Stimpunks Foundation). Because the research questions of this proposal seek to understand not only how narratives of neurodivergence are being constructed, but also how shared cultures of joy and affirmation about being ND are experienced, it is important to investigate forms of neurodivergence that have commonalities with each other.

I seek to trace how stories of ND are being collectively reconstructed from a nonmedicalized perspective. I posit that attending to ND joy can give us insight into the collective acts of redefinition as resistance and as a means of enabling social connection among this marginalized group. Although this project does not deny ND people’s oppression as a minority group (Radulski 2022), it seeks to contribute understandings of ND beyond a narrative of deviance and deficiency. This dissertation therefore proposes the following aims and research questions:



• Digital ethnography  of posts on Tumblr 
hashtags (e.g. neurodiver /gence/ent , Autism, 
ADHD)

• Longitudinal In - depth Interviews with ND 
adults (e.g., Autism, ADHD) who use online 
spaces (N = 35)

• Digital Storytelling & Co - Production of 
Archive
⚬ Consist of 10 “research collaborators” 

who will c reate  a  d igital s tory
⚬ Help  c o- c urate  and  s teward  d igital arc hive

Presenter Notes
Presentation Notes
Digital Ethnography
ethnographically follow the content and discussions occurring on specific Tumblr hashtags. Other scholars have used Tumblr to study health communication (Gonzalez-Polledo 2016), experiences of gender and sexual minorities (Dame 2016; Oakley 2016), and social justice activism and care among disabled community members (Cavar & Baril 2021; Leetal 2019; Egner 2019). I selected Tumblr as a digital ethnographic site given its popularity among ND people, who prefer the platform's affordances, including long-form text posts, ability to track tags, and the multimodal nature of the platform (Attu & Terras 2017). Tumblr content is open to the public, archived, and time-stamped, characteristics that support longitudinal observation. Importantly, as a microblogging site, it facilitates relationships over shared interests, allowing for the exploration of ND narratives, representations, and discourses.

Following methods outlined by Guccini & McKinley (2022), I will track and categorize textual and visual material of content I encounter on specific Tumblr hashtags (e.g., #neurodivergent, #Autism, #ADHD). Content posted in hashtags can be sporadic and vary, reflecting current news and life events, so I will review these hashtags once every three days to collect and inventory new content posted that day. This includes recording screenshots of images, number of likes and comments from viewers. Through this data collection I will look for posts or interactions that contain content that may be seen or function as “digital counter stories,” stories that convey the agency and affirmation of ND. For each day of observation, I will be switching back and forth between the “popular” and “latest” posts under the selected hashtags to gain a sense of what content users are sharing or engaging with regularly. 

The Tumblr sites are intended as both a point of entry and departure. Digital spaces and their activity are not static, and people and topics often span multiple platforms; users and activity around a particular thread may even migrate to other digital platforms. As internet scholars (e.g., Hughes & Mee 2021) note, emotional, haptic, and affective relations are just a few factors that facilitate a thriving online community. Any changes to the relations within an online community, such as decline in moderation, popular users leaving or moving their content, or even changes to the digital platform itself (e.g., more ads, payment barriers), may result in declining online engagement within a digital space. As such, I plan to be open to selecting other sites and platforms as empirical sites and will be attuned to the activity of online users and my interviewees (see below) to do so.
�
Longitudinal, in-depth interviews  
I will enroll a total of 35 participants to engage in longitudinal, in-depth interviews to explore how ND people perceive and contribute to online interactions, how they interpret particular narratives and understandings about ND that circulate in these spaces, and how they respond to, adapt, and otherwise take up alternative, ‘flipped’ scripts about ND. Participants will consist of people who engage with the popular Tumblr hashtags I am observing, as well as other online platforms that become part of the digital ethnography. Those who identify as being ND or having a condition that is characterized as ND (e.g., Autism Spectrum Disorder, Attention Deficit Disorder, Kinetic, Neuroqueer), are 18 years or older, and speak/write English are eligible to participate in interviews. To recruit interviewees, I will post study materials on Tumblr and other social media sites, use snowball sampling from initial interviews, and outreach to my online social network. Potential participants will be directed via QR code and URL to an online eligibility screener. Interviews will be conducted over Zoom or other remote modalities, depending on participant preference (i.e., participants may require text-based accommodations through phone or other conference platforms). Each interviewee will be offered a $35 gift card per interview. 

I will conduct one initial interview and one follow-up interview with all participants. In the initial interview, participants will be asked how they became involved in these digital spaces, how their online interactions have evolved over time, and whether and how their engagements in these sites have shaped their lives. Interview questions will seek to understand how participants view themselves and others in these virtual environments and how these experiences compare to in-person interactions. How did they come to these online spaces and who do they regularly interact with? How has their sense of being ND been informed by these interactions? What kind of content have they seen posted about ND, and what do they make of that content? How do these interactive technologies shape their experiences of ND? Has exposure to these stories influenced the role of ND in their lives, and if so, how? 

The second, follow-up interview will be conducted approximately 4-6 months after the initial interview, to track any changes over time in participation in online sites and community around ND, and their impacts on the lived experience of ND. Like the initial interviews, these follow-up interviews will be semi-structured, and ask about involvement in digital spaces, their interpretation of and contributions to posts about ND, and perceptions of and responses to narratives about ND in the online communities of which they are a part. Additionally, follow-up interviews will cover how more recent conversations and stories related to ND compare to those encountered previously; whether and how they feel a sense of community being formed through their online relationships; and lastly, what kinds of content, conversations, or features that they would like to see develop in these online spaces. These secondary interviews will work to identify a moment from a subset of participants that will later be co-produced into a digital counter story (described in further detail below). 
�



Methods: 
d i g i t a l  St o r yt el l i n g

• Research collaborators will be selected based on the following criteria: 
(a)  participant interest in volunteering as a research collaborator, (b) any 
past experience with art or creative methods (e.g. writing, drawing, or 
video editing), and  (c)  participant’s background as belonging to one or 
more marginalized group (e.g., Queer, BIPOC, Native American, or Non-
Speaking Autistic).

• Each will co - produce a digital counter story based off a moment they 
identify in their initial interview

•  Follow - up interview: we will identify a moment from initial interview or 
another story they wish to tell ; schedule facilitation meetings

Presenter Notes
Presentation Notes
Each of the research collaborators will participate in co-producing a digital counter story based off a moment they identify in their initial interview. I will transcribe and code the initial interview to see what moments could serve as potential seeds for crafting a digital story. I will make notes about what images, feelings, and sounds that come to mind in the transcript excerpts I highlighted. In the follow-up interview, I will ask my participants if one of these moments from this initial interview are something they wish to co-develop as a digital counter story, or if they have other moments in mind. After agreeing on what story they wish to share, we will make plans for the next steps towards creating their digital counter story, creating a timeline for drafting scripts and images, when to check in about their progress, and how I can help facilitate this work. The creation of digital counter stories will be facilitated by WeVideo, an interactive video learning platform that enables video creation and collaboration between multiple participants. On this platform, my research collaborators and I will share and edit materials (e.g., audio, images) asynchronously or in real time, iterating through drafts to co-produce their digital counter stories in video format. 

* The creation of digital counter stories will be facilitated by WeVideo, an interactive video learning platform that enables video creation and collaboration between multiple participants. On this platform, my research collaborators and I will share and edit materials (e.g., audio, images) asynchronously or in real time, iterating through drafts to co-produce their digital counter stories in video format. 
�



Example of a Digital Story

https://youtu.be/K8TbkWKXuic?si=kTcPuI2ZNx7Gz0lh

Presenter Notes
Presentation Notes
The creation of digital counter stories will be facilitated by WeVideo, an interactive video learning platform that enables video creation and collaboration between multiple participants. On this platform, my research collaborators and I will share and edit materials (e.g., audio, images) asynchronously or in real time, iterating through drafts to co-produce their digital counter stories in video format. 

https://youtu.be/rfZ-XpJI4Cw?si=eZoXOiP0nqk-9e12


Digital Archiving with 
Mu k u r t u

• Why Mukurtu?  ⟶ affords accessibility features that also allow for best 
research practices with ND community members, including tiered access

• 1st tier: designed for ND community members , will be closed access and 
contain those digital counter stories that their creators wish not to be 
shared with the public, as well as reflective diary entries and memos.

• 2nd tier: accessible to non - ND researchers and the public and will 
contain digital counter stories by research collaborators who wish to share 
widely, and briefings of best practices for conducting research with ND 
community members. 

Presenter Notes
Presentation Notes
My research collaborators and I will co-develop a digital archive to host their videos and other study materials and collectively steward it to offer future updates and suggestions for research that will advance non-stigmatizing understandings of neurodiversity. We will use Mukurtu, an open-source platform that affords accessibility features that also allow for best research practices with ND community members, including tiered access.

 The first tier, designed for ND community members, will be closed access and contain those digital counter stories that their creators wish not to be shared with the public, as well as reflective diary entries and memos. This tier will allow community members to acknowledge each other's creative contributions and provide a continuous repository of knowledge stewarded by myself and other ND community members invited in by my research collaborators to update and manage archival material. 

The second tier will be accessible to non-ND researchers and the public and will contain digital counter stories by research collaborators who wish to share widely, and briefings of best practices for conducting research with ND community members. These research briefings will include plain-language formats to ensure accessibility. Alt-text and other accessibility features will be discussed and identified by research collaborators. Research results from this project, including publications, presentations, or talks will be included in this tier.
* Alt-text and other accessibility features will be discussed and identified by research collaborators. Research results from this project, including publications, presentations, or talks will be included in this tier.
�



Presenter Notes
Presentation Notes
Alt-text and other accessibility features will be discussed and identified by research collaborators. Research results from this project, including publications, presentations, or talks will be included in this tier.

1st tier: This tier will allow community members to acknowledge each other's creative contributions and provide a continuous repository of knowledge stewarded by myself and other ND community members invited in by my research collaborators to update and manage archival material. 



• Participant recruitment: 3 interviews; 
~ 20+ screening survey responses
⚬ Plenty of interest in participation!
⚬ Organizations willing to circulate 

recruitment material (e.g. ASAN)
• We got Mukurtu running  (!!!)

• Financial Challenges:  No fund ing 
• Skill Barriers: Le arning how to ge t  

Mukurtu running (!!!)



• Protype website (e.g. 
templates) using Mukurtu

• Continue with data collection: 
recruitment, interviews, analysis

• Summer 2026: reach out to 
potential research 
collaborators

• Somehow get $$$ to support 
this project



Sepcial Thanks
The ADHHI for holding space and providing resources for this 

project!
Super big thanks to Sean Purcell!!

The UCSF Library 
PhD Advisor Janet Shim and my colleagues, mentors, 
and peers in the Sociology Doctoral Program at UCSF!



Thank 
Yo u Contact Me!

Esperanza.Padilla@ucsf.edu
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