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Sasha Henriques worries that the data that guide genetic counsellors are not representative.

THE ACCELERATION OF
INEQUALITY RESEARCH

Expertise from multiple disciplines and
directinvolvement of those affected will
help to make inequality research more
meaningful. By Virginia Gewin
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idaMaralanibegan her careerstudying
whether educationis, infact, the ticket
tosocio-economicadvancementand
reducing inequalities, as she’d been
taught. “I've evaluated some of the
most expensive social policies our government
hasever funded to prevent school drop-outs,”
says Maralani, interim director of the Center
for the Study of Inequality at Cornell University
inlthaca, New York. Yet she found that policies
targeted atchildreninlow-income familieswho
were at risk of dropping out of school could
only dosomuch. “These kids were not moving
out of their neighbourhoods, and their mums
had no more resources than they did before,”
shesays. “The disadvantages that surrounded
their community did not change.”

Generally, the unequal or unjust distribu-
tion of resources and opportunities in a soci-
ety is studied in just one dimension, such as
throughincome or education, says Maralani.
Yetinequalitiesinincome, wealth, education,
health and access to technology are inter-re-
lated and differ by gender, race, ethnicity
and geographical locationinimportant ways.
The root causes are multidimensional and
dynamic. Some of the most influential work
of the past decade — notably French econo-
mist Thomas Piketty’s 2013 book Capital in
the Twenty-First Century — demonstrated how
persistentinequality hasbecome, evenraising
international concern (see page 643).

There’sanurgency driving increased inter-
est in inequality research. “The reason for it
is horrific — inequality is growing,” says Mel-
anie Smallman at University College London,
who studies how technology contributes to
inequality. More than two-thirds of countries
areexperiencingincreased income disparity,
which exacerbates the risks of divisions and
hampers economic and social development,
according to the United Nations World Social
Report2020 (see go.nature.com/3hpyjkw).

COVID-19 hasonly raised the bar for inclusive
research, because scientists can now assessthe
impact of the pandemic on those inequalities.
Income losses due to the pandemic are esti-
mated to be higher in people paid the least
— pushing many deeper into poverty and jeop-
ardizing the prospects of future generations,
according to the World Bank.

Not surprisingly, the field is expanding.
“The concern that worsening inequality will
belong-lastingis one of the key reasons those
in the field expand their research often via
challenging interdisciplinary approaches —
and increasingly through a lens of justice,”
says Maralani.

Asresearchers attempt to disentangle the
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complex drivers of worsening inequality,
the expansion of the sphere of scholars and
organizations exploringinequality “isasilver
lining”, says Maralani. A lot of people with the
right skills are needed to collaborate across
fields as disparate as sociology, health and
climate change. The challenge, she says, is to
go beyond well-worn paths of how we think
aboutinequality and think more holistically.

Take human migration. Demography has
long been studied by sociologists, but migra-
tion is now influenced heavily by natural
resources and climate change. “As we get more
data, ourability tostudy things really expands,”
Maralani says. “And as we are better able to
shareand visualize and describe our data, then
our engagement with the public expands.”

Technological change, the decline of trade
unions, low minimum wages and the prolifera-
tion of no-contract gigjobs are all contributing
factors in the continued increase in inequal-
ity in the United States since 1980, raising
concerns among researchers, policymakers
and politicians. One of the UN’s Sustainable
Development Goals is to reduce inequality
in and between countries. And numerous
funders — including the Ford Foundation,
the Russell Sage Foundation and the William
T. Grant Foundation, allin New York City, and
the MacArthur Foundation in Chicago, Illinois
—havelaunchedinitiatives to “reduce inequal-
ity”,and called for researchersto develop evi-
dence-based strategies to meet the goal.

“There’s a broad feeling that this monster
is too big for any one academic profession to
claimasthejob,” says DonKalb, asocial anthro-
pologist atthe University of Bergenin Norway.
There is also a push to monitor technology
shifts in real time to try to prevent inequality
from getting even worse. The move away from
fossilfuelsisaprime example. “The greentran-
sition has a very high probability of increasing
allsorts of inequalities”, in part because most
green-technology leadersarein high-income
countries, he says. Researchers need to assess
the political tools that might be needed to pre-
vent that source of inequality — particularly
given that society now has the capacity to
capture real-time data relating to that goal.
If successful, the research could even make a
leap towards social justice.

Bringing society into research
One goal of inequality researchis to make the
production of science itself more egalitarian.
Asinterdisciplinary approaches swell to meet
growing demand from funding agencies and
journals, scientists are grappling with how to
meaningfully involve members of the public.
During the ten years that Sasha Henriques
was a genetic counsellor in the United King-
dom and South Africa, she had nagging con-
cerns about her work. She wondered whether
the data being used to counsel patients
about genetic conditions were adequately
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representative. And the lack of diversity
among counsellors bothered her. To explore
the intersection between race, ethnicity,
ancestry and genomics, Henriques has started
aPhDatthe University of Cambridge, UK. “It’s
allintersectional,” she says, “nobody belongs
tojustonegroup.”

“Without the data,
it’sasifinequities
don’texist.”

Henriques’s research willidentify whenitis
relevanttoincluderaceinresearchdata, how
best to categorize human populations beyond
race and ethnicity and how to make the bene-
fits of genomics and healthresearch equitable.
Buttheissuesare so complex that Henriques
made sure her work was guided by her core
value: offering people the tools and informa-
tionthey need to help them understand their
geneticrisk for disease and make any neces-
sary health and lifestyle decisions — options
that have been less available to historically
excluded populations.

She advises other inequality researchers,
especially those wanting to break into the
field, to do the same. “It can feel quite over-
whelming to narrow down the research to do
something meaningful without going downall
sorts of rabbit holes,” says Henriques.

Another key strategy is making sure that
oppressed communities are directly involved
in the core research design. For example,
some health-equity researchers caution that
publishing work on historically excluded
groups that were not involved in the process

Steven Roberts cautions against research
that just pays lip service to inequality.
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might lead to specious conclusions that only
perpetuate bias’.

If the goal is to find realistic solutions to
inequality, Henriques notes, it is important
to bring society into the scientific process.
“It can be intentionally embedded within
research and research design,” she adds. As
Henriques works out how to do that in her
research, she has created a website to begin
conversations with members of the public (see
www.geneticsengage.org).

Bringing people into research prevents
the production of science from becoming
yet another site of inequality. It also helps
to unearth researchers’ hidden biases and
ensures greater confidence in the research
outcomes. “It matters who produces the
knowledge,” says Susanne Koch, a sociolo-
gist at the Technical University of Munich in
Germany who studies howinequalities shape
forest and environmental research.

In May, Koch ran a workshop with environ-
mental researchers from all over the world to
discuss the structural issues that can lead to
discriminatory research practices. “We need
toproduce diverse knowledge that is often not
putonthetablebecause of socialinequalities
inacademia,” she says. For example, in inter-
national forest ecology research, which has
conventionally focused on natural resources,
itcanbe “hard for researchers to acknowledge
thattheirknowledge, asis everyone’s, is rooted
in their unique contexts”. It struck Koch that
colleagues from developing nations said the
workshop was the first time they had achance
toaddressissuesthat had longbothered them.

Kochsaysifresearchersjust produce statis-
tics that show how bad a situationis and then
walk away, what incentive do the affected
communities have to embrace their findings?
“Making this second step after producingthe
statistics is often missed and what I think is
necessary — and, of course, it is difficult.”

A trendy warning

Giventheburgeoninginterestininequalities,
seasoned researchers worry that newcomers,
sometimes viewed as interlopers, will simply
tack equity onto projects becauseitis trendy,
and thus end up publishing sub-par analyses.
Elle Lett, asocial epidemiologist at the Univer-
sity of Pennsylvania in Philadelphia, and her
colleagues have referred to such researchers
as “health equity tourists”, who are “at risk of
polluting the health equity landscape and rid-
dling the academic record with ineffectual,
and potentially harmful studies that mischar-
acterize root causes of health inequities and
obfuscate potential solutions™.

Steven Roberts, a racial-inequality
researcher at Stanford University in Califor-
nia, says that adding aninequality dimension
simply to be “trendy” can foster a careless,
evenreckless, approach that does not engage
withissues as deeply and as meaningfully asit
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Vida Maralani says there’s no simple fix for inequalities driven by complex factors.

should. Forexample, he says, research focused
on a white population might just state that
future work will need to factor in diversity,
yet offer little description of why that is nec-
essary, whatit would look like and why people
of colour weren’tincluded in the first place.

Roberts is finishing a sabbatical year at
the Russell Sage Foundation, where he is the
only psychologist in a cohort of economists,
sociologists, political scientists and pop-
ulation-studies researchers who are shar-
ing insights on how their fields investigate
inequality. Essentially, each person presents
their project — ranging from defining white
privilege to identifying racial inequality in
scientific publications —and receives crowd-
sourced feedback across disciplines. “It'sbeen
the best interdisciplinary experience of my
life, and it’s been a rare thing,” he says. Still,
he realizes it is difficult to maintain that level
of cross-fertilization, especially as an ear-
ly-career researcher.

And not every facet of the research publi-
cation pipeline is equipped to embrace this
level of interdisciplinary collaboration. “The
moreinterdisciplinary youare, the better your
understanding of the issue and the scope of
it, but in terms of communicating thatto a
non-interdisciplinary audience, it gets tricky,”
Roberts says. “My experience is that journals
have their lens on their discipline, and you fit
into that framework, or you don’t get pub-
lished,” he says. He is embarking on a project
to document publication barriers faced by
scientists of colour across the sciences.

Still, like many, Roberts sees inequality
research becoming more solutions-focused
and thinks it will energize research that
transcends disciplines. He says that when

researchers cometogether tobring their own
discipline’s perspectives and methods to the
table, “we are in a great position to tackle big
problems”.

Data and technology challenges

One of the biggest hurdles for researchers
studying inequality in communities is a lack
of data. Bonnielin Swenor, director of the
Johns Hopkins University Disability Health
Research Center in Baltimore, Maryland, who
isvisually impaired, studies the discrimination
and oppression that affects the disabled com-
munity — the biggest minority group in the
United States, at 67 million adults. InJuly 2020,
Swenor co-authored a pleain The Lancet Public
Healthtoinclude disability information along-
side age, race, ethnicity and gender identity
whengathering dataabout COVID-19 —and to
make collection of such dataroutine to create
amore equitable society?. Incomplete data,
sheargued, wouldresultin unreliable disease
risk estimates.

With US$1.5 million in financial support
fromJohnsHopkins, Swenor started aresearch
centre in 2019 to address such data oppres-
sion. The centre collects data on disability dis-
parities in employment, education and even
COVID-19 vaccine access, and aims to share
those data to maximize health and equity for
peoplewithalltypes of disability. “Without the
data, it’sasifinequities don’t exist,” she adds.

Smallman agrees. In the wake of COVID-19,
she and her colleagues started the UK Pan-
demic Ethics Accelerator to look retrospec-
tively at the role of data collection in making
the effects of COVID-19 better or worse. She
notes that 40,000 older people died in care
homes in England in the first year of the
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pandemic, yet these numbers weren't released
until many months later.

Swenor, like many, distinguishes between
inequality andinequity. Inequities — unfairness
orbiasinacommunity —leads toinequalities.
And that framework goes one step further.
“Justiceis addressing the reasons why we don’t
have equality,” she explains. Swenor says there
hasn’tbeen enough focus onthe perspectives
of people with disabilities and with other inter-
secting marginalized and oppressed identities.
“Ifyou’re only going to try to solve the equation
of inequality with one variable, you're never
goingto solve that equation.”

Smallman studies how technology such as
artificial intelligence exacerbates inequalities.
From driverless cars to robots that harvest
crops, many artificial-intelligence innovations
aimto replace humans. In doing so, Smallman
explains, the wealth generated will be held
by a handful of people rather than shared as
occurred with pastinnovations. “The business
model of advanced digital technology compa-
niesistodrive moreinequality,” she says.She
advocates for scientists to engage in ethical
discussions about how technologies affect
individuals and communities, shape institu-
tions and even affect the planet and future
generations. “We need to try to stretch out
our ethical thinking, so that we can begin to
account for these really profound effects that
advanced technologies are having,” she says.

One advantage, however, is that improve-
ments in computational power will allow
researchers to comb through decades of
qualitative data, such as ethnographies and
case studies, to gain fresh insights. “We’ll be
able to look across case studies and identify
patterns which we weren’t able to see before,”
she says. And that will be important globally,
becauseinequality isnotgoingto go away, she
says, adding that climate change will rapidly
accelerate it.

Trying to understand the social determi-
nants of inequality is really humbling, says
Maralani. The factors underlyinginequalities
are dynamicand hard to measure, change over
thelife course and are passed down through
generations. For Kalb, these challenges
demand robust scholarship fromboth veteran
and newcomer researchers alike. “We need to
brainstorm together,” he says.

To be effective, inequalities researchers
will need to move beyond data collection and
analysis, says Swenor. They must “dismantle
the root cause of the sources of inequities —
thepolicies, theinstitutions and the systemic
issues that create inequities for certain
groups,” she says. “That is the future.”

Virginia Gewin is a freelance journalist based
in Portland, Oregon.
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