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Perspectives on Reporting Results
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Health and Environmental Data Belong to the 
Community 



We Have to Build Trust with Communities

• Tuskegee syphilis experiment 
• 600 black men treated for “bad 

blood”



• Researchers need to consider 
what matters most to 
participants

• Results could have legal 
implications for participants



Bidirectional Community Input



Participants are not our patients

• They may be someone’s patient, 
but we are conducting research, 
not providing treatment

• Individual research data are never 
disclosed to groups/other 
individuals

• Communities grow stronger if 
they can see information about 
their health status or 
environmental threats in their 
community



If grouped results are being published, the community 
should see the results also in a format they understand

Pesticide % Detect Median

Diazinon 77 0.31
Methyl Parathion 62 0.06
Chlorpyriphos 92 0.13

Malathion 81 0.18
Phosmet 96 4.40
AZM 69 5.53

Combined OP Total 9.40



Community Results can Broaden a Community’s Perspective 

0.00

0.01

0.02

0.03

0.04

0.05

Urban Berries Cherries

D
M

TP
 (µ

g/
m

l)

Oregon Communities
(2001)

Growers Study
(1999)

Pears WA NHANES
(2002)

0.007

0.017
0.019

0.041 0.042

0.037

0.030

0.003

Pears

0–
6 

ye
ar

s

7–
11

 y
ea

rs

< 
6 

ye
ar

s



Girasoles Study 
Recruitment Locations

Pierson 
Apopka
Fellsmere
Immokalee
Homestead 
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Grouped Results Can Improve Risk Perception 



Individual Data

Health Screening Information provided to 
participants:
• Blood pressure
• Body mass index (BMI)
• Urine analysis
• Maximum core body temperature
• Basic metabolic panel

• Creatinine
• Hemoglobin 
• Blood glucose



Community Level Data 
Referrals made:
• Elevated blood pressure: 26
• Elevated fasting blood glucose: 49
• Abnormal urine readings: 8
• Maximum core body temperature
• Out of range metabolic labs or blood 

in urine: 11
• Low hemoglobin: 4

Participants who were already under 
care were encouraged to share their 
screening results with their health 

care provider at their next visit



Social Impact Campaign 





Prenatal Post Delivery Infant

8-14wk gestation

20-24wk

24-30wk

Questionnaire: stress, diet, behavior
Swab: oral, vaginal, gut microbiome
Blood: stress, nutrients
Blood: toxicants, metabolites
Urine: toxicants

Questionnaire: home product use
Dust/air: environmental toxicants
Urine: toxicants

Questionnaire: stress, diet, behavior
Swab: oral, vaginal, gut microbiome
Blood: stress, nutrients
Blood: toxicants, metabolites
Urine: toxicants

Medical record 
abstraction
pregnancy 
birth outcomes

1 week gestational-age corrected
6mo

12mo
18mo

Cognitive, social-emotional dev
Questionnaire: postpartum depression
Stool: microbiome
Dust/air: toxicants
Blood: toxicants, metabolites
Urine: toxicants

Neurodevelopment
Stool: microbiome
Blood: toxicants, metabolites
Urine: toxicants

Cognitive, social-emotional dev
Stool: microbiome
Blood (archived): toxicants
Urine (archived): toxicants

Questionnaire: postpartum depression
Stool: microbiome
Dust/air: toxicants
Blood: toxicants, metabolites 
Urine: toxicants

N = 160N = 294



Report Back in the Context of Synergistic Awards

HERCULES 
May 2013

Maternal 
R01

September 
2013

Epigenetic 
R01

July 2014

Infant R01
June 2015

Maternal 
Supplement
September 

2015

C-CHEM2

September 2015

CHEAR
September 

2015

ECHO
September 

2016



Conclusions

• Longitudinal studies present distinct challenges
• Community perspective may or may not have been 

incorporated in initial recruitment/consent
• Pooled analysis of data from multiple cohorts with 

different IRB specifications:  How is report back 
handled? 

• Pilots that are funded as part of the original cohort, 
do investigators understand the report back 
principles?
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