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Our Australian Adventure



My qualifications for medical Education?

• 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!
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Erik Meijer: The Vegetarian Butcher



Chapman Duo Strategy for Understanding 
Australian HealthCare

Wendy Chapman: Top Down
• Meet with CEOs of hospitals
• Sit on boards of national 

organizations
• Talk with government and 

industry leaders

Brian Chapman: Bottom Up
• Pick a GP
• See specialists

• Pay large fees for private practice
• Wait long time for public practice

• Get radiology exams



I had urgent medical needs



Timing is Everything

• October 1, 2019
• I arrive in Australia

• January 29, 2020
• I watch Nadal lose to Thiem in AO

• February 24, 2020
• I Start at the University of Melbourne

• March 3, 2020
• I teach my first class 

• 25 January 2020
• First COVID-19 case confirmed in 

Australia

• 15 Mar 2020
• Victoria declares a state of emergency

• 20 March 2020
• University confirms first case

• 23 March 2020
• Campus shuts down



Dennis Parker’s Informed Observation

“Going to 
Australia is like 
going back in 
time 20 years.”



Australia 20 Years Behind?

•Exhibit #1
•Our first internet option was…
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Australia 20 Years Behind?

•Exhibit #2
•My first radiology study resulted 
in…
•Physical films!



Australia’s Health System: a 10000 m view
Government Roles

State Responsibilities
• Public Health
• Hospital/Specialist Care

Federal Responsibilities
• General Practice
• Long-term Care

All taxation is Federal!





Australia Has  Two Health Systems

Public System
• GP 

• “Bulk Billing”
• ”Non Bulk Billing”
• Fee for service payment system

• Specialist/Hospital Care
• Nephrology ~4 month wait
• Dermatology ~4 month wait
• Sleep medicine ~13 month wait

Private System
• Penalties for high income 

earners not having private 
insurance
• Competes with (intended to 

reduce pressure on) public 
system
• Electives vs Serious medicine





What is Australia’s (Victoria’s) Informatics Eco-system

• Long record of EMRs and research registries in general practice 
• National

• A largely failed attempt to create a centralized Patient medical Record 
(My Health Record)
• National

• A well-intentioned but underfunded attempt to implement EMRs in 
state hospitals
• State
• $270M (AUD) for the entire state (17 hospitals)
• No adoption or
• Skeletal adoption



What are some challenges for Australia’s health system?



• “First, there is poor coordination across the continuum of care 
arising from how care is financed….This creates significant barriers to 
care coordination and drives cost growth. No single payer is 
responsible for the entire continuum of care."
• “The 2nd challenge is linked to the care coordination: Australia lacks 

robust health systems research to drive quality improvement or cost 
cutting. The quality of care in private hospitals is essentially a black 
box. Private payers have no economic incentive to conduct health 
systems research.”
• “Third, waiting lists…are quite long. Physicians—especially 

surgeons—have no incentive to reduce them.”



• “Fourth, there are biases in favor of wealthy Australians. Although 
the Medicare system is universal and progressively financed, 
wealthier Australians have built-in financial advantages.”
• “Finally, the urban-rural maldistribution of resources is especially 

acute.”



Top three impressions

1. It’s good to see that high complexity care happens at public hospitals. That 
gives me the peace of mind that if you get really sick, you will be taken care 
of and won’t depend on your ability to pay. For most mundane stuff it’s a 
matter of figuring out how things work.

2. I am shocked that patients cannot access their data, any of it, not lab 
results, images, nothing. Even when they have the IT infrastructure for it with 
MyHealthRecord. 

3. GPs are small businesses and it will be impossible to change how they 
work without changing the funding system. But they seem to be convinced 
that it’s about the amount of funding and never discuss the mechanisms or 
getting rid of fee for service. 



My Top Three Impressions

• Caveat: My experience of the US 
health system has been through 
integrated academic health 
systems (UPMC, UCSD, Utah)
• Australia “feels” more expensive
• A heavier decision burden was 

placed on me, while at the same 
time it was harder to get data
• Healthcare communication was 

a failure to communicate







”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?



How many of you could ”prove” a 
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Nearly impossible in Australia.





Am I an exception?

Exceptionally cute, maybe!

Well, you are an 
informaticist. Of 
course you have 

your data.



Am I an exception?

Exceptionally cute, maybe!

Well, you are an 
informaticist. Of 
course you have 

your data.

It’s different in 
the USA.

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



“You are sooooo
American!”



What does that mean?



“I just meant your 
accent….But it also 
seems Americans 
think they have 
more rights than 
we Australians 
think we have.”



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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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.

• 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…



Two Types of Epistemic Injustices

• Testimonial injustices: 
• patient is prevented from contributing their knowledge and 

experience to the healthcare processes 
• Hermeneutical injustices:
• patient is prevented from understanding their disease and 

treatment. 
• There is a correlative epistemic injury to clinicians who must 

practice without the optimal epistemic contribution of 
patients.



Hermeneutical Injustice

• I think this captures me

Morbidly 
curious patient



My Poster Patient for Hermeneutical Injustice

I told her this



Hermeneutical Injustice

“I would get mixed msgs from nurses vs Drs at the nicu. The nurses 
stressed how much you had to proactively advocate. We also rarely 
saw the Dr. In the 6 weeks we were in the nicu they arranged one 
meeting. We were never there for 'rounds' so we didn't get to see the 
Dr assess the twins daily. Rounds happened early in the morning. I 
would spend 11am to 11pm at the nicu. Rudi joined me when he would 
get off work. I would have preferred daily Dr notes. The info we 
received was from nurses and felt like we were getting it through the 
grapevine. When they were released from the nicu we were given 30 
ish pages of discharge notes.”



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



What is a patient anyway?

1977

Someone who would misunderstand 

their medical record



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



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 



“Patients, clinicians and open notes: information 
blocking as a case of epistemic injustice”

“Survey research from the USA, shows that, compared 
with their counterparts, patients who are older, in 
poorer health, persons with fewer years of formal 
education, minorities, and those whose first language is 
not English, are significantly more likely to report that 
open notes boost their recall, understanding, and 
engagement in their care plan.”

Blease C, Salmi L, Rexhepi H, et al. J Med Ethics Epub ahead of print. doi:10.1136/ medethics-2021-107275 



“Patients, clinicians and open notes: information 
blocking as a case of epistemic injustice”

“In surveys from Sweden and the USA, around 98% of 
surveyed patients with experience of the practice 
believed open notes are a good idea or reported they 
wanted access to continue. For example, in a large scale
survey research of over 22000 patients in the USA, 
Walker et al found that only a small minority—3% and 
5%—of patients reported being very confused or more 
anxious by what they read.”

Blease C, Salmi L, Rexhepi H, et al. J Med Ethics Epub ahead of print. doi:10.1136/ medethics-2021-107275 



“Patients, clinicians and open notes: information 
blocking as a case of epistemic injustice”
“Analysing survey results, Salmi et al found that 98% (n=3366) 
of patients with a cancer diagnosis who read their visit notes 
agreed open notes was a ‘good idea’ compared with 70% 
(n=70) of oncology clinicians who had opened their notes. 
More starkly, only 4% (n=131) of oncology patients reported 
finding their notes confusing, compared with 36% (n=44) of 
oncology clinicians who believed their patients would find the 
notes ‘more confusing than helpful’ and 27% (n=33) who did 
not know if patients found notes confusing.”

Blease C, Salmi L, Rexhepi H, et al. J Med Ethics Epub ahead of print. doi:10.1136/ medethics-2021-107275 



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



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

Testimonial injustice



What is a patient anyway?

1989 

Someone who uses “everyday language” for 

medical problems



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.



Example Ologs



What is a patient anyway?



Eliminate the knowledge wars!



Eliminate the knowledge wars!

Testimonial injustice



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.



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



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



Human Rights without Laws 
imposing Duties (Penalties) 
is just “Talk about Rights”



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. 



What is the state of rights 
and laws in Australia?



It is complex

“The legislative framework now protecting both the privacy of patient 
information and simultaneously the use of, and access to, that 
information by healthcare consumers and others is increasingly 
becoming more complex.” (Essentials of Law for Health Professionals)

Implication: I’m probably going to make a mess of this.

https://www.clinicalkey.com/student/nursing/content/toc/3-s2.0-C20140013822


What is the Law in Australia?

• Breen v Williams High Court Decision, 1996
• Patient wanted copies of medical records in order to join class action lawsuit in the USA for 

breast implant manufacturer (1977)
• “There is no common law right of patients in Australia to access their medical records as 

the record is ‘owned’ by the doctor/healthcare institution.” (Megan Prictor)
• “The Court held that the collection and retention of the data was an economic 

advantage to the defendant in relation to being further consulted by the plaintiff. It 
was legitimate for him to have this advantage and keep it for himself. It would be 
markedly unfair if any patient could decide to cease consulting a doctor and to consult 
another and be entitled to give the new medical adviser everything that the doctor had 
on record.” (Australian Health and Medical Law Reporter)

• AMA argued that medical records are copyrighted 
• Federal and state laws have been passed to provide means for patients to access their 

medical records



What is a patient anyway?

“A biological 

structure 

yielding cash”
Uwe Reinhardt (2009)



Fiduciary: 
An individual in whom another has placed the utmost trust and confidence to manage and
protect property or money. The relationship wherein one person has an obligation to act for
another's benefit. (The free Legal Dictionary)

• “If doctors were under a fiduciary duty to their patients [as in Canada 
(USA?)] , patients might be entitled to access to all the information in 
their medical records but there is no general fiduciary duty in 
Australia.”

https://legal-dictionary.thefreedictionary.com/fiduciary+duty


What is a doctor anyway?



Recall Emanuel’s Observation about Australia

“[T]here is poor coordination 
across the continuum of care.”

• Elevates the importance of 
patient access to data



Recall Capurro’s Observation about Australia

“GPs are small businesses [i.e. a
LOT of stand-alone clinics]and it 
will be impossible to change how 
they work without changing the 
funding system [not likely].”

• Elevates the importance of 
patient access to data



“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….”



Patient Rights
• A patient needs the right to 

access data/information
• A patient needs the right to

understand their data
• A patient needs the right to use

their data

Informatics Duties
• Patient portals/Patient 

Controlled Medical Records
• Sharing knowledge with data
• Providing data/knowledge in 

interoperable, digital manner





“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



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



Language can impact care



Language can impact care

“Exposure to the stigmatizing 
language note was associated 
with more negative attitudes 
towards the patient (20.6 
stigmatizing vs. 25.6 neutral, p < 
0.001). Furthermore, reading the 
stigmatizing language note was 
associated with less aggressive 
management of the pa- tient’s
pain (5.56 stigmatizing vs. 6.22 
neutral, p = 0.003). 



Time to Rethink Medical Language

“But words plainly force and 
overrule the understanding, and
throw all into confusion and lead 
men away into numberless empty 
controversies and idle fancies.”
(FRANCIS BACON NOVUM ORGANUM 

SCIENTIARUM)



Time to Rethink Medical Language

“Even though Whitehead repeatedly 
acknowledges the limitations of 
language—describing it as 
“elliptical,” “incomplete and 
fragmentary”—he never despairs 
that the linguistic medium poses 
insurmountable barriers to what 
philosophy can investigate (PR, 13; 
AI, 226). He instead treats language 
as a tool capable of recalibration.” 
(Nicholas Gaskill. The Lure of Whitehead . 
University of Minnesota Press)



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



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. 



Patients are Clinical Decision Makers

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



My Revolution

• Not just talking about epistemic rights
• Legal recognition of epistemic rights
• Informatics facilitation of epistemic rights
• Informatics facilitation of patient-led healthcare




