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Agenda 

Welcome
• Carrington Lott, MPH | Systems for Action 

Presenters 
• David James “DJ” Savarese | The Lives-in-Progress Collective
• Monica Mesa-Alvarez, MPA, PhD ABD | The National Leadership 

Consortium on Developmental Disabilities

Q&A

ASL interpretation provided by CCI Group’s Debra Marich-Fox & Jessica Hoffman.

https://natleadership.org/
https://natleadership.org/


Presenter
David James “DJ” Savarese 
The Lives-in-Progress Collective (LIPC)  
Founder & Facilitator 
dj.savarese@gmail.com

DJ Savarese is a social entrepreneur, artful 
activist, filmmaker, multigenre writer, presenter, 
teacher, and public scholar who believes leaders 
support others in their shared goals in the face 
of uncertainty. A double major in Anthropology & 
Creative Writing at Oberlin (‘17), he’s been 
founding & leading various social justice 
initiatives since 2010. 

mailto:dj.savarese@gmail.com


Presenter
Monica Mesa-Alvarez, MPA, PhD ABD (they/them)
Research and Development Associate | NLCDD
mmesa@natleadership.org

Monica’s work at NLCDD focuses on advancing equity and 
human rights in disability services through organizational 
policy alignment, leadership development, and participatory 
research. They are also a Ph.D. candidate in Public Policy and 
Administration at the University of Delaware, where their 
research examines how service organizations operationalize 
emancipatory disability policy and person-led practices.

mailto:mmesa@natleadership.org


TRANSFORMING THE WORLD WE LIVE IN 



The Lives-in-Progress Collective (LIPC)

Works collectively to 
empower our community, 
expand meaningful, 
community-based 
engagement, 
and decrease our 
community’s 
poverty, segregation, &
low life-expectancies



Guiding Principles of Disability Justice

● Leadership from Most Impacted
● Collective Leadership, Access, & Liberation
● Cross-Movement & Cross-Disability Focused
● Interdependence
● Sustainability 
● Recognizing Lived Experience & Personal History 
● Nobody is Disposable/Everybody is Indispensable 



LIPC Transformative Questions
1. How can we support others in their shared goals in the face of 
uncertainty?
2. How can we ensure every single person who accesses LIPC will 
encounter disabled leaders, mentors, and role models with whom they 
identify?
3. How can we conduct meetings in a way that honors and respects the 
time and energy commitment of multiply marginalized, disabled 
advisors?
4. How can we nurture interdependent, change-making relationships 
instead of independence and self reliance?
5. How can we create a fluid, dynamic, centralized resource that 
amplifies, and doesn’t erase, valuable grassroots efforts?



About NLCDD
We collaborate in research and programs that acknowledge 
multiple forms of discrimination while contributing their unique 
perspectives to influence how services can better support 
people with intersecting identities 



The LIPC and NLCDD Partnership

AUTHENTIC:     Co-creative, Collaborative 

ESTABLISHED: National Partners for 9 Years  

RECIPROCAL:  Alliance board members teach for NLCDD
                          NLCDD offers LIPC research support

         SAIH ECBG Grant & Multiple new proposals 



LIPC SAIH ECBG Goals & Actions 
1) Amplify the voices of disabled people from historically 
marginalized communities
2) Offer 2 Learning Communities created & led by and for BBID 

3) Innovate ways to synch LIPC tools and processes with the 
current adult services, education, social and health systems
4) Identify more key partners in medical, public health, and 
social services for future disability-led systems alignment 
research.



Our Theory of Change



Research Innovations

WHO ASKS THE QUESTIONS

GETTING AT WHAT MATTERS 

RESEARCH→CURRICULUM

THE HOW OF WHAT WE DO  



Research Assistants Recruitment 

LIPC Advisors’ Nominations & Recommendations 
 from > 60 Local, State, & National Organizations

100% Acceptance Rate  
Disability Justice focused
Scarcity of Funding for BBID Projects

     Cuts to Medicaid and MedWaiver 
Paid for Lived Experience and Expertise
Collective, not Token, Representation 
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Disability Justice Focused
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Research Assistants



Research Meetings
Approach

● Participatory, co-creative design centered on lived experience

● Grounded in disability justice, cultural humility, and systems change 
theory

Phase 1: Instrument Development

● Co-designed tools with BIPOC people with disabilities, families, and 
professionals

● Ensured cultural, contextual, and accessibility relevance



Main Themes
Meaningful Community 
Engagement
“Providing access to different 
opportunities within my community. 
Getting me included in musical 
spaces.”

Defining What’s Possible in 
Your Own Life
“I have to speak to myself and say 
even though people may not listen to 
me the first time it’s possible for me to 
get it done by any means necessary.” 

Wellness
“Relying on God and spirituality helped me 
survive after my stroke.”
“Just allowing myself to take time. Not feel 
like I have to rush around.”
“Sometimes doctors don’t listen to me. 
They go to the nurses instead.”

Authentic 
Relationships/Friendships
“Having people actually listen to our voices 
and stories instead of seeing us as tools of 
inspiration… To be included, FULLY 
included.”



THE HOW: Inclusive Protocols

Goes Beyond Identifying Those with Lived Experience

Unearths Residual Biases in Research Tools & 
Protocols

Influences Interviews, Surveys, Analyses & 
Dissemination 

Honors the Safety, Well-being, and Integrity of ALL 
Participants 



Inclusive Protocols

• Center accessibility, agency, and equity
• AAC users co-lead or facilitate discussions
• Use clear, concise, and multimodal communication
• Share questions ahead of time
• Ensure voluntary participation
• Be transparent about data 
• Prioritize Black, Brown and Indigenous AAC-led engagement 

and mentorship
• Address cultural interpretation of AAC symbols
• Disseminate results in plain language 
• Treat research as a collective good



ANALYSIS: Inclusive Protocols
Qualitative Data Collection

● Guided by lived-experience questions: What does it mean/look like? What supports 
or hinders it?

● Focus on accessibility: plain language, flexible pacing, AAC inclusion, captioning

Analysis & Integration

● Thematic analysis using disability justice and systems change frameworks

● Integration of qualitative findings at interpretation phase

Outcome

● Produces actionable, disability-led evidence on trust, equity, and systems 
transformation



DISSEMINATION: Access to Whom

• Make it public (completely anonymous) for students, researchers, 
citizen scientists, doctors, professionals & everyone → inform practice

• Advocacy-focused organizations & legislators → inform policy

• Widely available online, in plain language, text-based, large print, 
audio recorded & ASL (D-B?), readable by screen readers → informs 
access

• Short URL & QR codes 



Innovative Forms of Dissemination

• Artistic Data Visualizations & Dynamic Filter Options
– Examples: dashboards with slicers, heat maps & gifs 

• Artful Activism Online & In-Person
– Examples: poetry, visual art, performance, sculpture

 
 



Future Project Proposals to Fund

Urban Cross-Disability-Led Systems Alignment Initiative 
       based in Philadelphia

pilot project based on today’s SAIH initiative
local partners id & letters of support in hand 

Rural Statewide Protecting & Enhancing Medicaid 
Initiative
       based in Georgia
       focused on empowering people with I/DD diagnosis

local and national partners id & letters of support in hand 

MORE TO COME!  



Questions?

www.systemsforaction.org
@Systems4Action

https://twitter.com/Systems4Action


Upcoming Webinar

Register at:
https://systemsforaction.org/research-progress-webinars

Efficacy of Holistic Admissions in Health Sciences Education: A 

Pipeline Model for Implementation at Community College
November 12 | 12pm ET

https://ucdenver.zoom.us/webinar/register/WN_R6WoGNxtSyOqVfDr7wbqng
https://ucdenver.zoom.us/webinar/register/WN_R6WoGNxtSyOqVfDr7wbqng
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