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“Soft” Conflicts of Interest

Thinking critically about influences on science

Conflicts of interest are often thought of as only direct financial ties. For example, owning
stock in a company that benefits from a certain outcome. But not all influences are so
direct. Different journals define conflicts of interest differently," and IRBs struggle? with the

lack of clarity around them.

Some writers even say that strong personal beliefs can be a non-financial conflict.® But
social scientists often reject the idea that being neutral toward one's research is good, or
even possible.* CHIRON's community experts saw being part of a community or caring
deeply about an issue as a good thing. Their concern instead was about how subtle or less
direct forces, sometimes called “soft conflicts of interest,”® might shape research in

ways that are not usually listed as conflicts.

When a Dataset is Controversial

As an example, the MSSNG database is a large genetic dataset for autism research.® It is
managed by Autism Speaks, a group that is controversial for its past messaging about

"curing” autism.” (Autism Speaks no longer supports this position).?

The launch of the MSSNG database was met with criticism from autistic people. People felt
that autistic voices were not included in the leadership behind it. Many people also took the

name to imply that autistic people are "missing" something.®

Researchers who use this kind of dataset should think about how its leadership might shape
their studies. A dataset’s design often reflects the goals of the original funder. Even if
researchers use the dataset independently, the way it is designed may still guide them

toward certain types of questions. In this case, these researchers should ask themselves:
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does this research address the priorities of autistic people? Or does it contribute to an

effort to "find a cure"?

Researchers should learn about any controversies linked to their data. They should
understand not only the variables in the dataset, but also the resources and values behind

its creation.

More Complicated Than it Seems:
Research Funding

Researchers depend on funding to do their work. And funding sources are a traditional

disclosure. What is “soft” about research funding?

How Funding Shapes What We See

Funding sources can also shape how we see an illness or condition. When PTSD was first
being studied, it was mainly in research funded by the Veterans Administration and the
National Institute of Mental Health in the United States. Because of this, PTSD was seen

primarily as a disorder that affected U.S. veterans of the Vietnam War."®"

Later, when research funding came from more diverse sources, the understanding of PTSD
changed. People began to see that PTSD could affect other groups, such as survivors of
sexual violence.” Only recently have studies looked closely at how PTSD affects civilians in

war zones.'®

These early funding sources shaped how PTSD was seen and diagnosed. The lesson for
researchers today is to ask, how might my funders shape the way | see my topic? What

ideas are taking center stage, and are any being left out?

Whose Priorities Shape Global Health Research?
Similar questions apply to research that is funded by charitable foundations. A 2009 study

found that the Gates Foundation, one of the largest global health funders, mostly gives
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grants to institutions in the U.S. and the UK. This is striking because the Foundation focuses

on diseases that mainly affect people in the Global South."

Critics argue that when funders in the Global North control research about the Global
South, research priorities are often biased.®'* For example, author Anne-Emanuelle Birn
wrote about one of the Gates Foundation'’s grant calls. It asked researchers to “Discover
New Ways to Achieve Healthy Birth, Growth, and Development.” Birn notes that this is a
deeply social issue. But the Gates Foundation identified “molecular pathways” as the main

problem, and said nothing about newborns' or families’ living conditions.’

As shown by this example, the priorities of charitable foundations may not align with
communities’ priorities. If the foundation had asked these families what problems they were
facing, they likely would have heard a different answer. Researchers must think critically

about how their funding source might be shaping their work.

Example: a “Soft” Conflict of Interest Statement

A key value that we emphasize in the CHIRON Discussion Kit is transparency, or
communicating openly. Being transparent is an important way for researchers to

demonstrate that they can be trusted.

To help with this, researchers should think about including the kinds of influences discussed
here in their conflict-of-interest statements. Here is a real-world example of a declaration

that goes beyond the typical conflict-of-interest statement:

Excerpted from the paper “The Social Validity of Behavioral Interventions: Seeking Input
from Autistic Adults” by Baiden et. al."®

“While none of the authors expects to directly profit from publication of this paper, we
aim to be maximally transparent in our potential conflicts of interest as suggested by
Bottema-Beutal and colleagues (2021). RKS and KMPB are both certified in Pivotal

Response Treatment and have worked as graduate student clinicians at a university
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autism center that provides PRT. KMPB is also a board certified behavior analyst who
provides training at a community agency. PD and ZJW both serve on the ANSWER
(autistic researcher) committee of the Autism Intervention Research Network on Physical
Health (AIR-P), and ZJW is a member of the family advisory committee of the Autism
Speaks Autism Care Network Vanderbilt site. ZJW also serves as a consultant for Roche

on multiple projects related to autism intervention and clinical trials.”

In Short

Who funds research—and what their worldview and biases are—can affect:
e What research gets done,
e What kinds of knowledge are created, and

e How entire issues are understood.

Researchers have a responsibility to reflect carefully on how their funding shapes their

work. By doing so, they can help ensure that science serves the people most affected by it.
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