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We are an independent, non-profit research organization 

dedicated to identifying the links between everyday chemicals 

and health, with a focus on women’s health and breast cancer.

History

Founded by Massachusetts Breast 

Cancer Coalition in 1994.

Now a leading scientific research 

organization on environmental

causes of breast cancer.
“A lab of our own”
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Activists are central to action on PFAS

• Some activist groups previously focused on other types 

of toxics and are now addressing PFAS too

• Some are new grassroots groups founded in response 

to discovery of local PFAS contamination

• All types of activists have played key roles in shaping 

and supporting research, legislation, and policies on 

PFAS
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STEEP: Sources, Transport, Exposure & Effects 

of PFAS Superfund Research Program

Study partners

• Univ. of Rhode Island (lead)

• Harvard University

• Silent Spring Institute 

Local partners

• Mass. Breast Cancer Coalition

• Sierra Club Cape Cod Group

• Mashpee Wampanoag Tribe

• 5-year study on health effects, 

exposures, environmental transport, 

and chemical properties

• Community Engagement Core on 

Cape Cod, including private well 

testing, community events, and 

community advisory committee

• Translation of research findings
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PFAS-REACH: Research, Education, and 
Action for Community Health

Study partners

• Silent Spring Institute (lead)

• Northeastern University

• Michigan State University

• Mass. Breast Cancer Coalition

• Testing for Pease  

• Community Action Works

Study components

• Study of PFAS effects on 

children’s immune systems

• PFAS Exchange:            

Online resource center

• Analysis of experiences of 

affected communities
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MA PFAS and Your Health Study

• Part of Multi-Site Study led by CDC 

and Agency for Toxic Substances and 

Disease Registry (ATSDR) 

• Hyannis and Ayer, MA

• Investigating PFAS exposure and 

health effects in adults and children 

• Reconstructing past exposures

• Enrollment now underway in Hyannis

Ayer

Hyannis

Ayer

Hyannis

Study partners

• Silent Spring Institute (lead)

• Harvard School of Public Health

• Eastern Research Group

• Mass. Breast Cancer Coalition

• People of Ayer Concerned about 

the Environment (PACE)
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What are communities seeking?

• Water monitoring and treatment

• Drinking water standards and other 

regulations

• Environmental measurements

• PFAS biomonitoring

• Medical monitoring guidance and 

education for health professionals

• Health studies

PFOA Project NY
Hoosick Falls, NY, 2016
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Challenges faced by communities

• Blood testing often unavailable and expensive

• Medical professionals unfamiliar with PFAS 

health concerns

• Some states not testing drinking water or only 

testing for limited number of compounds

• US EPA and many states have not set drinking 

water standards

• Fish and other local foods often not tested

• Few opportunities for health studies

"Despite the significant impacts 
this contamination has on many 
areas of our life, impacted 
communities struggle to be 
seen as critical stakeholders.“

- Andrea Amico, co-founder, 
Testing for Pease
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Discussion topics

• Discovery of contamination

• Biomonitoring for PFAS levels in blood

• Exposure and health studies

• Medical monitoring and outreach to clinicians

• Public outreach and education

• Legislative action

• Conclusions



10

Discovery of 
contamination
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Source:
https://www.bostonglobe.com/2021/05/23/science/more-communities-are-finding-toxic-chemicals-their-drinking-water/
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WEBSITE

www.mass.gov/info-details/per-and-polyfluoroalkyl-

substances-pfas#pfas-detected-in-drinking-water-supplies-

in-massachusetts-

PFAS testing in MA public water supplies
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Silent Spring first to find PFAS in Cape 

Cod, MA, drinking water

Public wells (2010)

PFOS & PFOA in Cape public wells, 
highest levels in Hyannis

Private wells (2011)
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Long-chain (older) and short-chain 
(newer) PFASs commonly detected

Schaider et al. 2016. Sci Tot Env.
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PFAS within the Cape Cod context

• Water quality is a major concern on Cape Cod

• Proposed upgrades to wastewater 

infrastructure to address nutrient pollution

• Our research has supported advocacy to 

extend focus to emerging contaminants

• Links between wastewater and drinking water

• Stopping pollution at the source
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Common questions in communities 
after PFAS detected in water

• Where do PFAS come from?

• How will it affect my health?

• Should I buy a water filter?

• Is it safe to shower?

• What about backyard gardens?

• What can I do?
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Community engagement

Fact sheet with key findings

Meeting 
with health agents

Science Day 2019

Community events
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• Digital Exposure Report-Back 

Interface developed by Silent Spring

• Interactive online reports, with option 

for print reports, with graphs and text 

to contextualize results

• Additional resources on sources, 

health effects, tips for exposure 

reduction, and other ideas for what 

you can do

• View examples at:

silentspring.org/project/digital-

exposure-report-back-interface-derbi

Individual report-back

Sample pages  
of a well 
water report

https://silentspring.org/project/digital-exposure-report-back-interface-derbi
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PFAS Exchange fact sheets

www.pfas-exchange.org/resources
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Connecting communities

CONTAMINATION 
AREAS

COMMUNITY 
GROUPS

PFAS EXPOSURE AND 
HEALTH STUDIES

STATE AGENCY 
WEBSITES

OTHER 
RESOURCES

https://www.pfas-exchange.org/connecting-communities/
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New map coming soon
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URI STEEP’s website has resources 

for a variety of audiences on PFAS, 

their health effects, and tips to 

minimize exposures

web.uri.edu/steep/resources
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Biomonitoring for PFAS 
levels in blood
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Advocacy for blood testing

Advocacy by Testing for Pease, Merrimack Citizens for Clean Water, and 

others supported state biomonitoring programs in New Hampshire
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Blood testing challenges

• Cost (for individuals, state health departments)

• Availability of laboratories with sensitive testing

• Current testing may miss new PFAS now in use 

• Perception that results will alarm residents

• Results can be difficult to interpret

• Linking results to an individual’s health conditions
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National Academies science panel 

• “Guidance on PFAS Testing and Health Outcomes”

• Committee tasks:

• Assess evidence on human health effects of the most studied PFAS 

• Develop general principles for clinical evaluation or biological testing

• Review current knowledge about contributions of PFAS exposure sources

• Advise on changes to current CDC/ATSDR clinical guidance/recommendations 

• Series of town hall sessions with PFAS impacted communities

Watch recorded presentations: 
www.nationalacademies.org/our-work/guidance-

on-pfas-testing-and-health-outcomes



26

“Ignorance is not bliss”

• Communities want PFAS blood 

testing

• Understand that results won't 

give definitive answers on illness

• Results provide baseline for 

future tests and can be part of 

medical history Tracy Carluccio
Delaware Riverkeeper Network
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PFAS Exchange – What’s My Exposure
data interpretation tool

Features:

• Interface for entering drinking water and/or blood 

test results

• Results compared to benchmarks, standards, and 

comparison datasets in real-time

• Graphs and short text headlines

• Additional information on sources, health effects, 

and exposure reduction
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PFAS Exchange resources coming soon

• New materials under development:

• Questions to ask when seeking blood testing

• Information about blood testing laboratories
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Exposure and health 
studies
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• Support recruitment

• Connect with diverse communities

• Provide connections and credibility 

with local stakeholders  

• Share information about site history

• “Nothing about us without us”

Community partners central to health studies

MBCC Executive Director Cheryl 
Osimo at Maranatha Church and 
A Baby Center in Hyannis  



31

Community-led health study
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Medical screening and 
outreach to clinicians
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Medical monitoring and screening

• Testing for health conditions or markers of health 

conditions associated with PFAS exposure

• Lawsuit from C8 study in W. Virginia provided medical 

monitoring for impacted residents

• Communities seeking medical monitoring guidance to 

help protect their health in long-run
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Medical screening guidance documents

• PFAS-REACH scientists and community 

leaders collaborated with physicians

• Based on concerns of affected

community members

• 2 documents:

• Overview / introduction to PFAS

• Guidance for clinicians and patients on 

medical tests for health effects linked to 

PFAS exposures

https://www.pfas-exchange.org/resources/
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Challenges for medical community

• Medical professionals receive little environmental health training

• Often unfamiliar with PFAS

• PFAS health effects often not unique

• Some doctors are starting to ask about exposure history, often 

when they see clusters of rare diseases

• State health departments may be able to help

• And some community members are also very knowledgeable!
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Outreach to medical professionals

• Dissemination of medical screening guidance 

documents

• Webinar for clinicians with Nantucket Hospital and 

Nantucket PFAS Action Group

• Additional fact sheets on PFAS and vaccine effectiveness
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Public outreach and 
education
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National PFAS Conferences 
Northeastern University (2017, 2019)

• A different kind of conference – Centered 

on community concerns, with community 

members contributing to each panel

• Innovative, multidisciplinary and 

multisector approach

• Sessions on science, policy, activism, 

litigation, media, remediation, regulation

• Co-organized by scientists and community 

members (funded by NIEHS)
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Attendees

• Members of impacted communities

• Scientists

• Government officials

• NGOs

• Water utilities

• Journalists and filmmakers

• Industry representatives

• Lawyers
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National PFAS Contamination Coalition

• Network of grassroots groups

• Fighting PFAS contamination in communities across the US

• Formed following the June 2017 National PFAS Conference

• Represents 18 groups in 16 U.S. states  

https://pfasproject.net/

https://pfasproject.net/


41

Save the date: June 2022 in NC

2019 attendees

https://pfasproject.com/conference-
presentations/2022-pfas-conference/

https://pfasproject.com/conference-presentations/2022-pfas-conference/
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STEEP Let’s Talk About PFAS webinars

▪ Series of 4 webinars in 2021

▪ Organized by STEEP in partnership 

with MBCC

▪ Topics of local and national concern

• PFAS in drinking water 

• PFAS health effects 

• PFAS in consumer products 

• PFAS in Cape Cod surface waters 

To watch past webinars:

http://web.uri.edu/STEEP/

http://web.uri.edu/STEEP/


43

MBCC webinars
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Informing the legislative 
process
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State level action

• Little action on PFAS at federal level

• Advances in policies and regulations at the state level

• Drinking water

• Food packaging

• Firefighting foam

• Consumer products

• Scientists and activists have both played active role
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Drinking water standards in MA

Testifying at a MassDEP public 
hearing on Massachusetts 
drinking water standards

www.natlawreview.com
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Safer States

• Diverse coalition of advocates, 

policymakers, scientists, and 

representatives from impacted 

communities

• Track state policies that have

been adopted and are under 

consideration

https://www.saferstates.com/toxic-chemicals/pfas/
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Final thoughts
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Not all communities are geographic

• Vulnerable groups can be based on occupation, 

especially firefighters

• PFAS in firefighter turnout gear

• SF Women Firefighters Biomonitoring Collaborative

https://www.yourturnoutgearandpfoa.com/# https://www.biomonitoringcollaborative.org/wfbc

Men’s Health
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EJ concerns and exposure disparities

• Cumulative exposures

• Disparities in exposures:

• Limited ability to afford household and 

community-level water treatment

• Limited ability among renters to change 

out carpets

• Fast food workers can't avoid handling 

food wrappers

• People in food deserts can't access fresh 

foods.

La’Meshia Whittington
North Carolina Black Alliance
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How can scientists be good 
allies for communities?

• Show up

• Be available to community members

• Be a resource to local media

• Share what you know and don’t know

• Involve communities throughout 

entire study

• Pay community partners who support 

your studies
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What can you do?

• Avoid microwave popcorn, eat more fresh foods 

• Skip stain-resistant coatings for furnishings

• Support stricter chemical safety testing

• Let retailers know you want safer products

• Stay up-to-date about state and local legislation

• Learn and share information about avoiding toxics
Try out the 

Detox Me

Smartphone app!
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Resources

• PFAS Exchange: www.pfas-exchange.org

• Silent Spring Institute: www.silentspring.org

• Northeastern University SSEHRI: www.pfasproject.com

• STEEP Superfund Research Program: web.uri.edu/steep

• Green Science Policy Institute: www.pfascentral.org

• National PFAS Contamination Coalition: www.pfasproject.net

http://www.pfas-exchange.org/
http://www.silentspring.org/
http://www.pfasproject.com/
web.uri.edu/steep
http://www.pfascentral.org/
http://www.pfasproject.net/
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Contact information:

Laurel Schaider, PhD

email: schaider@silentspring.org

twitter: @laurelschaider


