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AI AS LIBERATION TECHNOLOGY



AGENCY
The ability to act on our own behalf without first getting permission

2

ih26.researchpartner.org



“YOU ARE VERY ARTICULATE”
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“YOU ARE VERY ARTICULATE”

Where are the boundaries of what 
a patient should be allowed to do?

And who takes the liability 
for self-management?
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“CONDESCENSION WITH AUTHORITY”

5American Medical Association, Code of Ethics of the American Medical Association, adopted May 1847.
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WE SEE AGENCY, OTHERS SEE RISK. BUT RISK TO WHOM?
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THE SPEED OF DESPERATION

DOCTORS ADOPT AI AT
THE SPEED OF TRUST. 
PATIENTS ADOPT IT 
AT THE SPEED OF 
DESPERATION.”

“
Sue Sheridan, MIM, MBA, DHL
Founding Member/President and CEO, Patients For Patient Safety
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FROM ASKING A QUESTION → TO DIRECTING AN AGENT

“Sophisticated useˮ meant 
uploading a lab result to a 
chatbot, to get a one-off read.

Projects. Notebooks. Skills.
Analysis across dozens of docs, 
through a lens you define. 

TODAYTWO YEARS AGO
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LIVED EXPERIENCE

● Living with hypertrophic cardiomyopathy
● 18 years with an implantable defibrillator
● Caregiver for my 96-year-old father
● Daily AI user for 3.5 years
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CRITICAL AI HEALTH LITERACY AS LIBERATION TECH

Hugo Campos,
CPH Strategic Advisory 
Board, UC Berkeley 
and UCSF

Liz Salmi, AS, AA
OpenNotes, 
Beth Israel Deaconess 
Medical Center

10

ih26.researchpartner.org



A TALE OF TWO AIS

1 2
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A TALE OF TWO AIS

INSTITUTIONAL AI
Standardize workflows.
Manage operational risk.
Optimize for REVENUE.

2
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A TALE OF TWO AIS

INSTITUTIONAL AI
Standardize workflows.
Manage operational risk.
Optimize for REVENUE.

PATIENT-DIRECTED AI
Personal autonomy.
Unconventional questions.
Tool for LIBERATION.
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LOCK OR KEY?
THE DIFFERENCE IS WHO IS IN CONTROL
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THE TOOL IN YOUR POCKET WINS

Vishwanath, K., Alyakin, A., Ghosh, M. et al. 
General-purpose large language models outperform 
specialized clinical AI tools on medical benchmarks. 
Nat Med 2026. 
https://doi.org/10.1038/s41591026044315
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Patient-facing

Patient-aligned

Patient-directed

PATIENT-FACING IS NOT PATIENT-DIRECTED

16CAIHL.org
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THE AI IS: POINTS AT YOU? SERVES YOU? YOU STEER IT?

Does the AI expand or constrain your ability to act on your own behalf 
without first getting permission?
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THE DOCTOR-PATIENT DYAD

Pt.Dr.
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The doctor had the knowledge, 
the tools, and the authority. 

The patient had the story, 
the symptoms, and the need.
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THE “TRIAD”: WHOSE AI IS IN THE ROOM?

Pt.AI Dr.

19

The AI is not shared. 
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TWO SIDES OF THE TABLE

Dr.AI Pt. AI

The AI is not shared. 
The doctor has institutional tools.
The patient has their own 
personal agents.

TWO DISTINCT PERSPECTIVES.
TWO DISTINCT AIS.
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“ FLUENCY IS NOT ACCURACY.

Itʼs not a limitation. Itʼs the whole point.

AI is not an oracle you obey. Itʼs a thinking partner you direct.
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FROM COMPLIANCE TO CRITICAL LITERACY

22

ih26.researchpartner.org



DATA
Citizen Informatician. 
Knowing where it lives 
and how to get it.

TOOLS
Choosing models for 
the job. Trading one-off 
chats for projects.

AGENCY
Critical thinking. 
Asking who the AI is 
really serving.

CRITICAL AI HEALTH LITERACY

Campos & Salmi, "Critical AI Health Literacy," NAM Perspectives, 2025.

Using AI to read the system, evaluate outputs, 
and challenge priorities that conflict with patient values.
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FEAR IS A SIGNAL, NOT A STOP
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The deliberate, informed use of AI to push back 
when the systemʼs priorities are in conflict with yours.

Campos & Salmi, "Critical AI Health Literacy," NAM Perspectives, 2025.

ALGORITHMIC RESISTANCE
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ALGORITHMIC RESISTANCE

Case: The Rash

Institutional derm appt: 4 months out.

AI Action: Integrated photos, AVS, notes, 
and labs. Connected rash to chronic 
kidney disease in minutes.

BEFORE AFTER

The deliberate, informed use of AI to push back 
when the systemʼs priorities are in conflict with yours.

Campos & Salmi, "Critical AI Health Literacy," NAM Perspectives, 2025. 26
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KAISER DATA PROBLEM

27Tools: Josh Mandelʼs Health-Skillz SMART on FHIR) and Ryan Hughesʼs OpenRecord Fan Pier Labs, Epic MyChart). Both free and open-source.

MCP Server
Ryan Hughesʼs “OpenRecordˮ

SMART on FHIR
Josh Mandelʼs “Health-Skillzˮ
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PATIENT-DIRECTED AI
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Yes!
Want me to sketch a minimal 
Kaiser scraper scaffolding 
we’d need to start?

Tools: Josh Mandelʼs Health-Skillz SMART on FHIR) and Ryan Hughesʼs OpenRecord Fan Pier Labs, Epic MyChart). Both free and open-source.



I don't write Python. I donʼt know MCP 
servers. But I directed Claude to build a 
scraper for my health records.

PATIENT-DIRECTED AI
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This is new. Patients as directors of 
agentic AI, building tools the system 
wonʼt build for them.

OpenKP.org

Tools: Josh Mandelʼs Health-Skillz SMART on FHIR) and Ryan Hughesʼs OpenRecord Fan Pier Labs, Epic MyChart). Both free and open-source. 29
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THE PATIENT QUESTION

A query the portal cannot answer:

Read every visit note from the last two years.
Find every instance where I raised a concern, asked a question, 
or pushed back. How was it documented? 
Look for patterns in how my engagement gets characterized.

OPEN KP QUERY:
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I AM NOT A DEVELOPER WHO 
BUILT A TOOL. I AM A PATIENT 
WHO DIRECTED AN AGENTIC AI 
TO BUILD THE TOOL I NEEDED 
WHEN NO ONE ELSE WOULD 
BUILD IT FOR ME.
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A ONE-SIDED WORRY: DESKILLING

Keren et al., JAMA, 2026 · Romańczyk et al., 
Lancet Gastroenterol Hepatol, 2025

FOR PATIENTS:
UPSKILLING
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THE REAL BARRIER IS COST
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BOUNDARIES
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Where are the boundaries of what 
a patient should be allowed to do?
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ACCOUNTABILITY
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And who takes the liability 
for self-management?
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THE OPPOSITE 
OF FEAR 
ISN'T TRUST. 
IT'S AGENCY.

Raynes S, Maese E. "Americans Turning to AI to Supplement 
Healthcare Visits." Gallup News. Published in partnership with the 
West Health-Gallup Center on Healthcare in America. April 15, 2026. 
https://news.gallup.com/poll/707789/americans-turning-supplement-
healthcare-visits.aspx
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THE LIMITS OF MY STORY
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SAME TECHNOLOGY, DIFFERENT MASTER
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Paulo Freire 19211997
Brazilian educator and 
author of Pedagogy of 
the Oppressed.
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HUGO CAMPOS
ih26.researchpartner.org
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CRITICAL AI HEALTH LITERACY. 
LIBERATION THROUGH AGENCY. 
THANK YOU.


