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Citizen science: “A lab of our own”
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Household Exposure Study

" 120 homes
= 89 EDCs
= Air

Wz

= Duyst

= Urine
Rudel et al. 2003, ES&T

www.silentspring.org



Household Exposure Study

Rudel et al. 2010 ES&T



ELSI after the study

Reporting results to
participants & communities

Online data sharing

www.silentsprin or



" What (if anything) should researchers
tell study participants about their
results when health effects are
uncertain?
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What are participants’ experiences?

= Participants wanted their results
" |ncreased trust in researchers

= Pride in contributing to science and to their
community

" Learning and conceptual shifts
= Reflections on family illnesses, “toxic trespass”

" Motivation to reduce exposure
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http:/fvevrw.ehjournalnetfcontent/1 3/1/40 ENVIRONMENTAL HEALTH

WHEN POLLUTION IS PERSONAL

MMENTA Open Access

Reporting individual results for biomonitoring and
environmental exposures: lessons learned from
environmental communication case studies

Julia Green Brody"", Sarah C Dunagan', Rachel Morello-Frasch?, Phil Brown?, Sharyle Patton® and Ruthann A Rudel'

HANDBOOK FOR REPORTING RESULTS TO PARTICIPANTS
IN BIOMONITORING AND PERSONAL EXPOSURE STUDIES

Abstract

Measurement methods for chemicals in biological and persenal environmental samples have expanded rapidly >
and become a cornerstone of health studies and public health surveillance. These measurements raise questions

about whether and how to report individual results to study participants, particularly when health effects and =
exposure reduction strategies are uncertain. In an era of greater public participation and open disclosure in =

science, researchers and institutional review boards (IRBs) need new guidance on changing norms and best
practices. Drawing on the experiences of researchers, IRBs, and study participants, we discuss ethical frameworks,
effective methods, and outcomes in studies that have reported persenal results for a wide range of environmental
chemicals. Belmont Report principles and community-based participatory research ethics imply responsibilities to
report individual results, and several recent biomonitoring guidance documents call for individual reports.
Meaningful report-back includes contextual information about health implications and exposure reduction
strategies. Both narrative and graphs are helpful. Graphs comparing an individual's results with other participants
in the study and benchmarks, such as the National Exposure Report, are helpful, but must be used carefully to
avoid incorrect inferences that higher results are necessarily harmful or lower results are safe. Methods can be
tailored for specific settings by involving participants and community members in planning. Participants and
researchers who have participated in report-back identified benefits: increasing trust in science, retention in echort
studies, enviranmental health literacy, individual and community empowerment, and motivation to reduce
exposures. Researchers as well as participants gained unexpected insights into the characteristics and sources

of environmental contamination. Participants are almost universally eager to receive their results and do not regret
getting them. Ethical considerations and empirical experience both support study participants’ right to know their
own results if they choose, so report-back should become the norm in studies that measure personal exposures.
Recent studies provide models that are compiled in a handbook 10 help research pannerships that are planning
report-back. Thoughtful report-back can strengthen research experiences for investigators and participants and expand
the translation of enwironmental health research in communities.

Keywords: Bioethics, Biomanitoring, Community-based participatory research, Exposure assessment, Health literacy,
Informed consent, Research ethics, Risk communication
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What are researchers’ experiences?

= Opportunity for discovery!
" Temptation to reassure
®= Challenge to address policy-level change

= Resources, timing, and other challenges

" Digital methods for larger studies, methods that tap
into universal cognitive capacities and rely less on
“literacy”
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ELSI after the study

Sharing data online

Consent, privacy, and “immortalized”
data in the digital era

Henrietta Lacks
Source: R Skloot 2010
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Citizen Science: Issues on my mind

® Jystice issues
® Resources for all communities to benefit

= Support data infrastructure and validated
measurement tools to make citizen data useful

= New IRB models — How can IRBs... ¢
" Cover NGOs, citizen researchers?
= Give leeway for communication and negotiation?
= Replace unrealistic fears with learning from data?

= Ethical expectation for researchers to participate
in translating results to individuals and
communities

www.silentspring.org



Partners

= Silent Spring Institute
Julia Brody, Ruthann Rudel

= Brown University, Northeastern
Phil Brown

= UC Berkeley

Rachel Morello-Frosch

= Communities for a Better Environment
Jessica Tovar
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" Harvard Environmental Law Clinic

Wendy Jacobs, Shaun Goho

= Harvard Data Privacy Lab

Latanya Sweeney
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ABOUT Us

RESEARCH UPDATE

BREAST CANCER ARND THE ENVIRONMENT

OUR RESEARCH

OUR PUBLICATIONS

Press Room | FAQs | Support Our Work | ContactUs | Home

OUR TOOLS

GATHERING DUST: MANY TOXIC FLAME RETARDANTS =

LINGER IN HOMES, SOMETIMES AT LEVELS ABOVE

HEALTH GUIDELINES

READ MORE. ..

TAKE ACTION
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FEATURED RESEARCH
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Study measures carcinogenic
flame retardants in people

Contaminanis pervasive in
Cape Cod's drinking water
supply, Silent Spring Institute
finds

MEDIA COVERAGE

Is cancer just bad luck? We
don't think so. See our
commenis on the controversial
new study.

Study identifies priority breast
carcinogens and biomonitoring
methods

Cur letter in Science outlines
the major advances over the
past 20 years on breast cancer
and the environment

Pollution Gets Personal: When
Study Participants Learn their
Own Chemical Levels

San Francisco Chronicle - 5.F. Fire
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NEW AT SILENT SPRING
INSTITUTE

CONNECT WITH US

Getthe latest news and tips for
prevention.
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