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A ward at Willowbrook State School in New York, where some children were given hepatitis.

The 30-year study that gave
1,000 people hepatitis

Programme of deliberate infection raises haunting
questions about research systems. By Heidi Ledford

n 1942, in the grip of the Second World
War, the US military faced an existential
threat from within. A hepatitis outbreak
was suspected to have infected hundreds
of thousands of personnel.

There wereno animal or cell-culture models
for studying the viral liver disease. Desperate
to find the source of the outbreak and learn
how to contain it, the military joined forces
with biomedical researchers, including
some from the University of Pennsylvaniain
Philadelphia and Yale University in New Haven,
Connecticut, to launch human experiments
that continued for decades after the war.

During the 30-year programme — metic-
ulously chronicled in Dangerous Medicine —
researchersinfected more than1,000 people,
including over 150 children, with viruses that
cause hepatitis. The people enrolled were
prisoninmates, disabled children, people with
severe mental illnesses, and conscientious
objectors performing community service in
lieu of fighting, relates historical sociologist

Sydney Halpern. Owing to biases in the US
prison and psychiatric-hospital populations,
adisproportionate number were Black. The
long-term consequences will never be fully
reckoned: although rarely fatal in the short
term, hepatitis canlead to chronicliver disease
and cancer years after the initial infection.
These days, horrifying stories of human
medicalexperimentsinthe mid-twentieth cen-
tury arewell-troddenterritory, the most famous
being the studies in Tuskegee, Alabama, that
withheld treatment fromhundreds of Blackmen
with syphilis for decades, starting in the 1930s.

Dangerous Medicine:
The Story Behind Human
Experiments with
Hepatitis

Sydney A. Halpern

Yale Univ. Press (2021)

Svoner A
EALBER
DANGEROUS,
MEDICINE

© 2021 Springer Nature Limited. All rights reserved.

“Researchabuse narratives areembedded inour
collectivememory,” Halpernwrites. “They serve
toaffirmthe moral priorities we proudly hold.”
But Dangerous Medicine does more than add
another gruesome narrative to the canon. It
offers a thorough exploration of the social,
military and scientific context that nurtured
what would nowbe considered repugnantand
unethical medical conduct. By avoiding a sim-
plestoryofasingle rogue investigator or team
and instead focusing on the system that gave
rise to abuse, Halpern amplifies the narrative
that she has painstakingly pieced together
from hundreds of historical documents.

System failure

The hepatitis experimentsbeganin1942 with
the outbreak of the disease among US soldiers
and military personnel, which was, researchers
eventually determined, caused by a contami-
nated batch of yellow fever vaccine. Launched
under the aegis of the war effort, the studies
ended only in 1972, when public and profes-
sional sentiment towards experiments on
vulnerable populations shifted.

Researchersstudied awide range of hepatitis
biology, distinguishing between hepatitis A,
which is transmitted by contaminated food,
and hepatitis B, often spread by contaminated
blood products. They looked for ways to inacti-
vate the hepatitis B virus inblood supplies, and
tested treatments and means of prevention.

Some of the studies involved deliberately
exposing people to infected material, either by
injection or throughingestion of “milkshakes”
containing hepatitis virus in the form of stool
samples mixed with chocolate milk. At least
four peopledied fromthe disease in the course
of these experiments. But with no long-term
follow-up — monitoring stopped when the
individual experiments ended — there are no
data on how many became disabled or died
years later as a result of their infection.

For decades, the researchersjustified their
work to colleagues and the press, reframing it
tomeet the ethos of the times. Initially, it was
portrayed as a necessary sacrifice to support
the troops. Later, experiments on people in
prisonwere pitched as paths torehabilitation
through servicetosociety. Studies on mentally
illpeople were an extension of ‘fever therapy’
—the idea among some scientists at the time
that high body temperature caused by infec-
tious diseases such as malaria and, perhaps,
hepatitis might improve some psychiatric con-
ditions. And experiments on disabled children
were rationalized as an attempt to generate
immunity against a disease that was already
frequent in the crowded and unhygienic
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institution in which they were housed.
Notwithstanding her attention to context,
Halpern doesnotletindividuals offthe hook.
Some study leaders knew how their work
might horrify the public, and tried to control
how they were portrayed in the press — first
suppressing coverage, and later encouraging
narratives that painted participants as heroes.
Somejournal editors not only published scien-
tificfindings from the hepatitis experiments,
but also wrote editorials praising the work.
And, Halpern points out, although the long-
term consequences of hepatitis were not fully
understood at the time of the experiments,
there weresigns as early asthe1940s, and the
researchers could have acknowledged them.
Eventually, by the1970s and 1980s, epidemio-
logical studies had shownthat carriers of hepa-
titis Bwere more likely to develop cirrhosis and
liver cancer than those who were not carriers.
Particularly crushing is the naivety about
how hepatitis affects children. The immedi-
atesymptomsare notasseverein children, so
scientistsargued thatinfecting young people
would give them immunity that would protect
themwhen they grew older and more vulnera-
ble to severe infections. In fact, children with
hepatitis Bare much more likely thaninfected
adults to become lifelong carriers, and to
experience long-term consequences.

Haunting reminder

There was a time when we could have casually
looked down our noses at mid-twentieth-cen-
tury ignorance about infectious diseases. But
with the worldstillinthe throes of acoronavirus
pandemic, Iwasstruck by the parallels. Witness
how efforts have been focused on the acute
impacts of disease (hospitalization, death)
without much thought to long-term conse-
quences (disability). Or think of how those with
the least agency — children, people in prison,
people with severe mentalillnesses —have been
putatrisk by those with the most power.

Formally, our approach to medical ethics has
improved since the1940s, but Halpern reminds
us that many clinical trials in healthy individu-
als still rely on vulnerable populations. Some
people move from one to the next in search of
food, housing or remuneration in exchange for
their participation. Peoplein regions with poor
accessto health care sometimes have toenrol to
getbasicmedical treatment. And inthe United
States, there is still no requirement to provide
compensation for long-term disability that
mightarise from participationinclinical trials.

Halpern has created a haunting narrative
that forces the reader to confront our mod-
ern social and scientific frame of reference.
Long after the book is finished, the question
remains: what research abuses are we justify-
ing to ourselves today?

Heidi Ledford is a senior reporter for Nature in
London.
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a Disease
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How Not to Study a Disease

Karl Herrup MIT Press (2021)

Neurobiologist Karl Herrup argues that an acute problem for research
into Alzheimer’s disease is the lack of a definition. While writing his
important, accessible study, he found that no two experts described
the degenerative condition in the same way. Alois Alzheimer’s
original, post-mortem diagnosis of a single person in 1906 attributed
her mental confusion to plaques and tangles in her brain tissue. For

Karl Herrup Herrup, progress requires a definition “based on the symptoms of the
patient, not on the deposits in the patient’s brain”.
The Dawn of Everything
THE DAWN OF David Graeber & David Wengrow Allen Lane (2021)
EVERYTHING Among the great variety of cultures discussed and compared by
anthropologist David Graeber and archaeologist David Wengrow is the
A NEW HISTORY OF Indus civilization, which flourished for seven centuries, starting about
HUMANITY 2500 BC, then vanished. It had a complex economy, maritime trade
and a chief city with advanced plumbing, but has yielded no sign of
DAVID GRAEBER ¢ palaces, temples, rulers or warriors. This subtle but revolutionary study
DAVID WENGROW challenges the consensus that hunter-gatherer egalitarianism inevitably

evolved, through cities, into hierarchical, bureaucratic states.

Is Al Good for the Planet?

Benedetta Brevini Polity (2021)

For all their benefits, artificial intelligence (Al) technologies are
damaging Earth, argues journalist Benedetta Brevini in a short but
powerful assessment. The effects are most obvious in the ever-
increasing energy needed for data centres, but also in Al's boosting of
“uberconsumerism”, with its proliferation of products, packaging waste
and built-in obsolescence — not to mention increasingly efficient fossil-
fuel extraction. A 2018 Amazon Web Services report, Brevini notes, was
called ‘Predicting the next oil field in seconds with machine learning’.

Dennis
Duncan

A Bookish
Adventure

Index, A History of the

Dennis Duncan Allen Lane (2021)

The first web page (launched in 1991) was a subject index. When we
Google something, we search not the entire web, but Google's index
of it. These observations typify literary historian Dennis Duncan’s
wide-ranging and entertaining history, beginning in thirteenth-
century European monasteries and universities. Despite the existence
of indexing software, satisfactory results still require flesh-and-blood
indexers. He proves the point with a computer-generated index of his
book for ‘A’, with the absurd final entry: “amusement, 180/ mere, 198".

1t Toekdowi:

A Metamorpliosis

After Lockdown

Bruno Latour Polity (2021)

“Let’s celebrate the experience of a pandemic,” writes philosopher
Bruno Latour in his brief but dense meditation on COVID-19, inspired
by Franz Kafka’s 1915 novella Metamorphosis. The pandemic, he says,
has made us realize — through social distancing and mask wearing —
“to what extent the distinct individual was an illusion”. He is not just
being ironic: he argues that a new “global awareness” triggered by
lockdowns might help to unite us in facing the even more demanding
threat of climate change. Andrew Robinson
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