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EPISTEMIC INJUSTICE

Miranda Fricker (2007): Wrong done to someone
specifically in their capacity as a knower
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capacity as a giver subject of social

of knowledge understanding

Distributive Epistemic Justice in Science”

Giirol Irzik and Faik Kurtulmus *

The British Journal for the Philosophy of Science
Volume 75, Number 2, June 2024

This article develops an account of distributive epistemic justice in the
production of scientific knowledge. We identify four requirements: (a) sci-
ence should produce the knowledge citizens need in order to reason about the
common good, their individual good and pursuit thereof; (b) science should
produce the knowledge those serving the public need to pursue justice ef-
fectively; (c) science should be organized in such a way that it does not aid
the wilful manufacturing of ignorance; and (d) when making decisions about
epistemic risks, scientists should make sure that there aren’t social groups or
weighty interests that are neglected. After discussing these requirements, we
examine the relationship between discriminatory and distributive epistemic
injustice in science and argue that they often compound each other.
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Figure: Examples of credibility deficit and interpretive marginalisation in academic global health




Semicolonial research models

(Costello and Zumla 2000)

Postal research Parachute research

Western researchers
request colleagues in
Africato courier to
them biological
samples

Western researchers Field research is led
travel to Africa or Asia and managed by
for short periods of expatriate staff

time and take back
biological samples
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The Whiteness of Bioethics
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Eastern highlands of New Guinea

Read out, in Tok Pisin, information on the study along
with a request for oral consent from each individual, all
of which an interpreter rendered into Fore.

* Fore interlocutors became agitated and offended
before the end of the ritual. They told me this is
not the way they interacted with others, it seemed
to imply distrust.

Mentioned hesitantly that | could withhold their name,
if they wanted

* They always demanded to know if | thought them
liars and charlatans.

* They were proud of their contributions to
science—as they perceived it—and they insisted
that | recognize their achievements, not disguise
them.



HEALTH RESEARCH

Population research
identifies problem (e.g. disease,
risk factor, quality of life issue)

New therapy

may be approved for
use on people if proven
safe, effective and
better than existing
treatments; will be
monitored for long-

Clinical research

tests the intervention (e.g. a new

drug, treatment, behavioural
Intervention) on people
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Accessibility to clinical industry clinical trials, calculated as number of industry
clinical trial sites per 1 million in population relative to the U.S. levels
(Misk 2023)
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British Medical Journal (BMJ)

The Lancet

New England Journal of Medicine (NEJM)
Annals of Internal Medicine (AIM)
Journal of the American Medical
Association (JAMA)

(Woods et al. 2023)



Open access Original research

BMJ Open Trends and gaps in precision health
wawwmn s pesearch: a scoping review

and gaps in precision
health research: a scoping
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COVID-19

SYSTEMS BIOLOGY

Aims to determine metabolomic,
proteomic, lipidomics, and
transcriptomic changes in people
infected with COVID-19: 6 and 12-
months post infection

Cases and controls
Geelong, Victoria

18-month participant observation
(team meetings, site visits, semi-
formal conversations with
researchers); Six semi-structured
interviews

“Yeah, Geelong — yeah, Geelong is — like it might be. |
might just be hanging out in the wrong places. But it’s
not a very largely diverse area.” [Researcher 4]
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“This study is not meant to study the difference between
different genetic individuals; otherwise, it will become
very biased, because then there are, like, different strata
will be included then you need to have — you need to
cover for all the genetics, like you need to cover for the
Southeast Asian, the Far East and Near East Asian,
Chinese, Korean, Japanese, and then you have to cater
for Indians, then you have to cater for the Middle East
Asian, then people from Caucasian countries, then
people from European backgrounds. So how much
stratification you’ll make and then getting the number of
samples for each of those, ah, stratifications, it’s — it’s
not going to happen. ” [Researcher 2]

Race and Hispanic Origin
© White alone, percent
© Black or African American alone, percent (2
€ American Indian and Alaska Native alone, percent (a
© Asian alone, percent (a
© Native Hawaiian and Other Pacific Islander alone, percent (a
© Two or More Races, percent
© Hispanic or Latino, percent (b

© White alone, not Hispanic or Latino, percent

Broad group level

& 76.3%
& 13.4%
A 1.3%
& 59%
& 0.2%
& 28%
& 185%
& 60.1%

The first level of the classification, the broad group level, comprises nine categories to provide a broad
overall view of the geographic proximity of cultural and ethnic groups in terms of the location in which

they originated or developed and are represented by one digit codes
They are:

1 Oceanian

2 North-West European

3 Southern and Eastern European
4 North African and Middle Eastern
5 South-East Asian

6 North-East Asian

7 Southern and Central Asian

8 People of the Americas

9 Sub-Saharan African



“We didn’t — we didn’t go out of our ways, um, mainly because
it’s really hard to book an interpreter through ... | just had a list of
names and phone numbers. So we were cold calling participants,
um, and if people didn’t want to talk to you they would hang up.
We sent — | sent out text messages first ... If you didn’t reply to
that text message | called and some of them were, um, people
who English wasn’t their first language but they had family
members. So | — | spoke to a lot of daughters of parents or sons
of parents who would translate for them. Um, ultimately most of
them decided they didn’t want to be involved.” [Researcher 4]

“There are also the people less likely to go and seek help,
medical care, less likely to declare themselves as COVID-positive
because it means they lose income.” [Researcher 1]

“When it comes to recruiting people for the controls, you have to
depend on the Australian electoral rolls. Now that’s where it — of
course, see a problem. Not all people who are from diverse
backgrounds currently living in Australia on the electoral rolls.
This could be because they just have work visas, they’re not
permanent residents. So | think that really hinders participation.”
[Researcher 2]

“Well, by the time [organisation] came on
board, we already had all these protocols.”
[Researcher 4]

“We joined late in the studies so we —we
couldn’t influence, like, on certain things.”
[Researcher 3]

“Um, so when | say it’s a room full of white
scientists most of our epidemiologists, white
people.” [Researcher 4]



Multiple migrations to the Philippines during the
last 50,000 years
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Significance

A key link to understand human history in Island Southeast
Asia is the Philippine archipelago and its poorly investigated
genetic diversity. We analyzed the most comprehensive set of
population-genomic data for the Philippines: 1,028 individuals
covering 115 indigenous communities. We demonstrate that
the Philippines were populated by at least five waves of hu-
man migration. The Cordillerans migrated into the Philippines
prior to the arrival of rice agriculture, where some remain as
the least admixed East Asians carrying an ancestry shared by all
Austronesian-speaking populations, thereby challenging an
exclusive out-of-Taiwan model of joint farming-language-
people dispersal. Altogether, our findings portray the Philip-
pines as a crucial gateway, with a multilayered history, that
ultimately changed the genetic landscape of the Asia-
Pacific region.

Republic of the Philippines
. NATIONAL COMMISSION ON INDIGENOUS PEOPLES (NCIP)
6% & 7 Floors Sunnymede IT Center, 1614 Quezon Ave., South Triangle, Quezon City

STATEMENT CONDEMNING THE CONDUCT OF GENETIC/GENOMIC
RESEARCH WITH INDIGENOUS PEOPLES BY DR. MAXIMILLIAN LARENA AND
HIS TEAM WITHOUT FPIC AND THE REQUIRED ETHICAL CLEARANCE

NATIONAL COMY

The NCIP, as the primary Philippine government agency mandated foiproted the fights
well-being of Cultural C Peoples (ICCY/IPs), raises grave

concern on the genetic/genomic research on Philippine ICCs/IPs ly Bry Masigii)ipn |

Larena of Uppsala University, Sweden and his team without the as required

by applicable laws and rules and regulations. | 9]} 1uU
CID-RRCTNES SRCTION

Dr. Larena and his team conducted their research and collected human samples from members
of indigenous communities from 2015 to the present without compliance to the Free and Prior
Informed Consent (FPIC) despite clear and timely reminders of such a requirement. In particular,
the researchers did not comply either to the NCIP Indigenous Knowledge Systems and Practices
(IKSPs) and Customary Laws (CLs) Research and Documentation Guidelines of 2012
(Administrative Order No. 1, Series of 2012) and/or the Revised Guidelines on the Exercise of
Free and Prior Informed Consent and Related Processes of 2012 (NCIP Administrative Order No.
3, Series of 2012)

Dr. Larena and his team did not, likewise, obtain the required ethical clearance from the
National Ethics Committee, the review i by the Philippine Health Rescarch
Ethics Board (PHREB), in utter disregard to the fundamental requirement for any human research
in the Philippines as prescribed by the 2011 and 2017 National Guidelines for Health and Health-
Related Research

This blatant disregard of critical policies governing scientific research in the Philippines, if
unchecked, will have far-reaching adverse impact to the governance of scientific research in the
country. Also, the continued publication of scientific results that have not undergone the
appropriate FPIC process and community validation by ICCs/IPs can cause social, cultural, and
legal harm to the i if not y to the general
public. In addition, the lack of consent also offends the rights of the ICCs/IPs to self-determination,
self-governance, humans rights, and social justice.

For these reasons, the Commission strongly condemns these acts of Dr. Larena and his team
and demands from them and the Uppsala University of Sweden the following

(1) To stop using the data derived from the analysis of Philippine samples that had been
unethically collected,

(2) Removal of all genetic data from all databases, including those already shared with other
groups,

(3) Destruction of these samples to be overseen by a designated member of the Philippine
delegation in Sweden,

(4) Issuance of a public apology to the Filipino people, specifically the indigenous peoples,

and
(5) To take down all related publications including those shared in social media ecosystem.

15 April 2021, Quezon City, Philippines
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Black bodies and Bioethics: Debunking Mythologies
of Benevolence and Beneficence in Contemporary
Indigenous Health Research in Colonial Australia

Chelsea J. Bond © - David Singh - Sissy Tyson

“We articulate a Black bioethics that is not premised
upon a false logic of beneficence, rather we think
through a Black bioethics premised upon an un-
conditional love for the Black body.”

“A Black bioethics, therefore, must attend to power
explicitly and transformatively, rather than the

Organisational Capacity

Consumer Capability

priorities,
lead major
activities

CONSUMER-LED

Work equally with
health professionals,

adornment of principles that work to maintain the status Uniemsind i cres .
quo. Given the longstanding refusal to see Indigenous Motivation. on Consultative workshop:
people as either human or as existing—an Indigenous —
bioethics demands a redefinition by the defined; one that N Feedﬁ:&“’;g&;ﬁ
starts with a reclaiming of our bones, flesh, bodies, and (oral: st romic
behaviours as well as the children they birthed. It means R e PATION

research about Indigenous peoples being undertaken

by Indigenous peoples ...”

“We model a bioethics that insists upon truth telling, e (Ol er-ves Sl (@) Taforfancis

OPEN PEER COMMENTARIES 3 OPEN ACCESS | coestespana)|
OPEN PEER COMMENTARIES R) Check orpates

including the fundamental truth that the same scientific
logic and reasoning that exacts violence upon the Black
body in contemporary health research is the same logic
and reasoning that rationalized the theft of Black land. “

“All from us” or “All with us”: Addressing Precision Medicine Inequities
Requires Inclusion of Intersectionally Minoritized Populations as Partners
and Project Leaders

From Paternalism to Engagement: Bioethics Needs a Paradigm Shift to
Address Racial Injustice During COVID-19

John Noel Montafio Viafa John Noel Viana™® @, Sujatha Raman® (®, and Marcus Barber®

The Australian National University “The Australian National University; "Commonwealth Scientific and Industrial Research Organisation



