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A little bit about me…

• 4-time cancer survivor
• Two childhood cancers (1976, 1983)

• 6 abdominal surgeries
• 4 emergencies

• 4 orthopedic surgeries
• 2 “not-otherwise-categorized” surgeries
• Advanced peritonitis 
• Gangrenous strangulated bowel
• And all the chronic issues that result from the acute ones!



…And…

• I have a PhD in Medical Informatics





”Why are you here?”

”I’m a childhood 
cancer survivor!”



“Prove it!”





”I can show you my scars.”



Not 
sufficient!



How many of you could ”prove” a 
medical event/condition from 45 

years ago?





Am I an exception?

Exceptionally cute, maybe!

Well, you are an 
informaticist. Of 
course you have 

your data.
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It’s different in 
the USA.

In 1976 I had no legal 
right outside of 
litigation to access 
my medical record



Consider this 1977 Editorial

Patient's Access to Physician’s Records West J Med. 1977 Sep;127(3):237-8.

One might also ask why a patient would 
want to see his or her medical record 
anyway… 

More likely reason might be a kind of 
morbid curiosity on the part of a patient. 
There are such patients, [GASP]…

[maybe they have] dissatisfaction with the 
physician.
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• They’ll look things up at the library
• They might pass judgment on the 

doctor and treatment 
• They might sue
• They will see our uncertainty
• They’ll misunderstand

Let a patient see the record and…



Knowledge is Power!

Those who control what we 
know, or think we know, exert an 

influence on our lives that is 
often as dangerous as it is 

imperceptible. 

Lani Watson, Ph.D. 
Epistemic Rights



Misunderstanding

I didn’t need access to my 
medical records to 
misunderstand aspects of 
my medical care!

Dnalor 01, CC BY-SA 3.0 AT <https://creativecommons.org/licenses/by-sa/3.0/at/deed.en>, via Wikimedia Commons

It’s 
a happy enchilada 



https://www.reddit.com/r/AskReddit/comments/dxosj/what_word_or_phrase_did_you_totally_misunderstand/



What is a patient anyway?

• 2009

“A biological structure yielding cash”       ~ Uwe Reinhardt 

• 1977

Someone who would misunderstand their medical record

• 1989 

Someone who uses “everyday language” for medical problems



My wife described her symptoms to 
one specialist in medically precise 
terms, to which he smarmily replied: 
`Let's not use fancy words. Why don't 
you just call things by their everyday 
names?’

Morton Hunt, NY Times



Example
2020 Daniel develops severe pain and goes to a nearby academic medical center.



“I have a renal colic.”



”Don’t use fancy words!”



Defining an ontology log (OLOG) for a patient 
“An aspect of a thing x is a way of viewing it”

• An aspect that every x [patient] has
• Don’t want to lose patients!

Brian’s Definition: A patient is an individual that has 
entered into a transactional relationship with another 
individual or group of individuals  who is (are) legally 
authorized, with consent of the individual, to take 

clinical actions (e.g. prescribe, offer medical advice, 
take therapeutic actions) on the patient’s behalf.



Transactional?

In most exchanges in society a purchased product 
becomes the property of the purchaser, who is then 
free to evaluate the product on his own, have it 
evaluated by experts and choose freely among suppliers 
for any further services.

1973



Eliminate the knowledge wars!



https://twitter.com/erictopol/status/917038007139438592



Let’s Jump Ahead in time to 2019

Deseret News
Visit Victoria

https://www.deseret.com/utah/2021/10/5/22705105/little-cottonwood-udot-plans-where-does-big-cottonwood-fit-into-eis-brighton-solitude-ralph-becker
https://www.visitvictoria.com/practical-information/getting-here-and-around/self-drive




Patients Love Communicating via Portals!







We propose that legislation be passed to require that a 
complete and unexpurgated copy of all medical records, 
both inpatient and outpatient, be issued routinely and 
automatically to patients as soon as the services 
provided are recorded



Benefit for Patients

• The record would serve as an educational
tool. Patients would consult books…

• Eventually, increased knowledge would lead to 
more appropriate utilization of physicians.

• patients to participate in their own care.

• Free patients to choose and change 
physicians.

• Patients would also be able to make better 
judgments about their physicians, and to 
differentiate legitimate physicians from 
quacks.

Benefit for Physicians

• decentralized peer review…[providing a] clear 
incentive to practice high-quality medicine

• provide physicians new opportunities to learn.

• provide a more ’longitudinal’ view of a patient, 
and physicians would appreciate better (and 
treat better) the course of a disease.



Progress

• Expanding recognition that patients are humans and thus have human rights
• Epistemic rights: rights to data, information, knowledge, and understanding

• Digital technologies eliminated many of the logistic barriers

• Three Federal laws
• Health Insurance Portability and Accountability Act of 1996 (HIPAA)
• Health Information Technology for Economic and Clinical Health Act of 2009 (HITECH)
• 21st Century  CURES Act 2016 
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Knowledge is power!



21st Century CURES Act

Patients can electronically 
access all of their electronic 
health information, 
structured and/or 
unstructured, at no cost.

And at the same time as 
the clinician

Information 
Blocking



Extension of a Larger Movement

This infrastructure includes the intellectual organization, information 
technology, inter-institutional arrangements, and training that will be 
needed to ensure that all people in the [World] have a known, 
accessible, understandable, and affordable source of current, 
authoritative health information.

1996
PubMed 
(Public Medline)

1998
Medline Plus

NLM's goal is to improve the 
national infrastructure that 
supports the public's access 
to electronic health 
information. 



“Pushing Against Ignorance”

“The other side of the [knowledge 

is power] coin is less pithy but no 

less significant: ignorance 

disempowers. It limits our ability to 

make the everyday decisions of our 

lives, as well as the decisions that 

change our lives in important ways.”



No Rights without Corresponding Duties

“If a patient has a claim-right to know 
X, then someone along the line must 
be assigned the correlative epistemic 
duty to not merely provide them with 
access to their medical data, but to 
ensure that they come to know…. In 
fact, it seems likely that there is a right 
to understand X (not merely to know 
X), in many important cases….”





I think it is a great sin 
to not write in an 
accessible fashion 
when you can write in 
an accessible fashion.

https://newbooksnetwork.com/david-edmonds-would-you-kill-the-fat-man-princeton-up-2014-3

David Edmonds, Ph.D. 
Oxford Uehiro Centre for Practical Ethics



Time to Rethink Medical Language
• “It is a great sin to not use structured documentation when you can 

use structured documentation.”

• Concept-based representations like SNOMED can have consumer synonyms, 
images, language translations, etc.

• How do you maximize your documentation for the whole team, 
including the patient who is the ”team leader”?

• Why is our English medical language filled with, I claim, unnecessarily 
esoteric Latin, Greek, German?

• Must begin this in medical school with teaching documentation in a 
coherent, principled based manner



Dirty Secret:
Medical language is not always 
understandable within medicine!



Promoting Informed Choice: Transforming Health 
Care To Dispense Knowledge for Decision Making 

Patients need good information to make good choices, but supplying that needed 

information is not something that physicians and hospitals do well. Among the great 

ironies of the modern health care system is how poorly it delivers knowledge at a 

time when society enjoys unprecedented access to information. [Patients] can 

obtain so many facts with the click of a button yet must struggle to gather well-

tailored information about their clinical options or ways to care for their own health. 

Consumers encounter a system designed to deliver the material commodities of 

care (such as tests and drugs) but not knowledge.

Ann Intern Med. 2005;143:293-300. 



5 Rights of Decision Support

1. The  right information:
2. to the right person: including 

clinicians, patients and their 
caretakers;

3. in the right format:
4. through the right channel: 
5. at the right time in workflow: 

• Who should be my GP?
• Should I transfer my mother to a 

different hospital?
• What medications have I been 

prescribed?
• What surgeon has lower 

infection rates?

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3316472/



The Patient and the Pedestal

Patients are all important!



The Patient and the Pedestal

“Patient-centered care” without patient 
data/knowledge access is mere 
marketing

”Patient-led care” without patient 
data/knowledge access/control is a lie



Calling for a Revolution




