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Background: CYGNET is one of the studies being conducted within BCERC to investigate factors related to pubertal development in girls.  Urine and serum biospecimens were collected from the 440 girls for measurement of numerous chemical metabolites within several families, including phenols, phytoestrogens, phthlates, PCBs, organo-chlorine pesticides, brominated fire retardants, and per-fluorinated compounds, in addition to annual exams and caregiver interviews. The biomarkers were measured for research purposes because of suspected hormonal activity, but little is known about their actual health effects or “safe” levels. Although individual results were not promised to families, the researchers and COTC feel there are ethical imperatives for providing them. Numerous considerations arise in communicating this magnitude of technical information that does not have clear clinical ramifications.  

Objectives: To inform the process of reporting the biomarker data, we conducted focus groups with caregivers. The objectives were to gauge the level of interest in receiving individual results, determine the preferences for format and content of report-back materials as well as the method for providing results, and gather other information that would add to our understanding of how to appropriately provide results, including participants’ experiences during the study, their understanding, misconceptions or fears about environmental exposures and health, and how they might use the girls' results. 

Methods: Four focus groups were planned, of 8-12 participants each, randomly recruited from the entire cohort, with one for Spanish-speakers.  Participants answered a few questions about demographics and literacy and then participated in a group discussion led by experienced facilitators following a script and using examples of report-back materials derived from other studies.

Results: Of the 35 attendees, all but one was parent of a girl in CYGNET, and the majority (89%) were female. Compared to the entire cohort, focus group participants were more likely to be Hispanic (40%) and less likely to be Asian (only 1), and were somewhat less educated. The mean age was 45y, with a range of 30 – 73y, and some variation by ethnic group. Participants over-whelmingly wanted to receive their daughters’ results, but were divided about whether the girls should receive them at the same time. Other dominant themes included wanting to know how their daughter’s levels compared to other CYGNET girls, as well as other cohorts, and being provided thorough information on what is known about the chemicals, including ways to limit exposure. Examples of the report-back materials will be presented, as well as other results.

