
Genomics and Society Working Group 
Annual Report to Council 

May 18, 2026 
 

The NHGRI Genomics and Society Working Group (GSWG) was established in 2012 as a working group 
of the National Advisory Council for Human Genome Research (NACHGR). The GSWG mission is to 
advise NACHGR on short- and long-range planning and priorities for the ELSI Research Program in the 
NHGRI’s Division of Genomics and Society. The GSWG typically meets quarterly and consists of 10 – 
12 members each of whom serves a four or five-year term. 

Since the last Annual Report to Council, the GSWG has met twice. In September 2025, the GSWG 
discussed and provided detailed feedback on a comprehensive portfolio analysis of the ELSI Research 
Program’s investments in research, research training, resource development, and other activities over 
its 35-year history. In addition to a descriptive analysis of over 600 awarded projects, program staff 
examined topics explored, populations of interest, and approaches used across projects. The GSWG 
discussion focused on ensuring coding strategies identified gaps in ELSI research topics examined and 
analyses exploring trends in the awarding of ELSI funding over time and across geographic regions. The 
GSWG also provided valuable feedback on analytical strategies, potential audiences for dissemination 
of findings, and target journals. 

NHGRI staff described current challenges in providing information to extramural ELSI researchers. 
Challenges have arisen due to the loss of the NHGRI Office of Communications staff, the inability to 
revise or update the NHGRI website, and uncertainty about whether NHGRI will continue to have a 
dedicated website. GSWG members contributed helpful alternative outreach and communication 
strategies including partnering with professional societies who maintain listservs of members, many of 
whom may conduct or be interested in ELSI research. One proposed strategy was using peer-reviewed 
publications to describe ELSI research priorities as an alternative to listing research priorities on the 
NHGRI website or within a funding opportunity. The GSWG also suggested NHGRI consider deploying 
informal methods of connecting with grantees and applicants, like “office hours”, and more frequent 
email communications. 

In January 2026, the GSWG meeting focused on recent changes to NIH policy. Working group members 
also provided feedback on needs within the ELSI research community. Members encouraged NHGRI to 
provide the research community with additional information and resources about new NIH 
approaches like “Highlighted Topics” (HTs), including the purpose of HTs and how researchers should 
use HTs. Members described a need to help trainees connect and identify job opportunities, including 
positions not dependent on Federal funding. As a Working Group of Council, members inquired as to 
the status of NHGRI and other NIH Councils and whether new members would be appointed.  

GSWG members described the need for the NIH to provide clear definitions to aid researchers and 
institutions in aligning with administration priorities. Health disparities research was highlighted as an 
area of research where there is significant variability within and across institutions due to the absence 
of clear guidance. Finally, GSWG members felt it is imperative for NHGRI to communicate that ELSI 
research is valued and research funding continues to be available.  



The next GSWG meeting will be a two-day virtual meeting on June 3 – 4, 2026. The agenda will feature 
presentations and discussion on the following topics related to the ELSI Research Program: FY 2025 
grant portfolio analysis, NHGRI training overview and future plans, extramural communication and 
outreach strategies, and new and emerging topics in ELSI research.  


