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A longitudinal study of ~12,000 diverse 

children from 21 research sites across the 

country beginning at ages 9-10 and 

continuing through adolescence into early 

adulthood to assess factors that influence 

individual brain development trajectories 

and functional outcomes



Diversity in ABCD



Underrepresented in Biomedical Research 
(UBR) Populations in ABCD



ABCD Visit Completion
96% Retained

COVID Pandemic



Extended Absences
March 2023 – April 2024

Current definition:
No complete annual 
visit since 2Y, 1Y, or 
Baseline

March 2023 
N=753 (6% of baseline sample)

April 2024
Still absent: 551 (73% of 753)
Came back: 129 (17%)
Withdrew: 73 (10%) 

ABCD Overall

7,779



Retention Strategies
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Improving JEDI in ABCD

Reset
• Expanding efforts beyond racial discrimination
• Improving transparency and accountability

– 2024: Conducted climate survey with external consultant

Restructure
• Eliminated Task Force
• Broadened Advisory Council membership

– 2024: First year of open application period for new members

Re-engage
• Quarterly JEDI All Hands

– 2024: Federal race/ethnicity categories, medical mistrust, autism awareness month

• Short trainings during CoI/RA meetings
• More integration and collaboration with non-JEDI WGs

– 2024: Recruitment & Retention WG, Crisis & Communication Team, Community Liaison Board 
Advisory Group

Advisory 
Council

Task Force

Equitable & 
Inclusive 
Methods

Diversity & 
Inclusion in 

ABCD

Responsible 
Use of ABCD 
Study Data



Climate Survey

Collaborative Process

• JEDI Advisory Council and ABCD’s 
Coordinating Center worked with 
consultant to design survey

Survey Design

• Addressed JEDI climate at site and 
consortium level, demographics, 
and recommendations
– Response rate – 29.2%

92% agreed that the ABCD Study has a strong 
commitment to justice, equity, diversity, and 
inclusion.

37%

39%

16%

3%
2% 2% 1%

Strongly Agree

Agree

Somewhat Agree

Neither Agree nor
Disagree

Somewhat Disagree

Disagree

Strongly Disagree
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ABCD-RECOVER
Researching COVID to Enhance Recovery (RECOVER)
• Home antibody test kits

• Long COVID symptom survey

• Potential Tier 2 participation

ABCD participants constitute 
45% of RECOVER Pediatric 
Cohort (N=14,195)

6,419 



HIV Meeting
What we already have:

• Very robust assessment of mental health, temperament, impulsivity

• Detailed assessment of gender and sexual orientation, attraction, and identity

• Detailed assessment of demographics, cultural and racial identity

• Assessment of discrimination specific to various classes

• LED data on relevant state policies and structural factors

• Longitudinal data on parental monitoring 

What we have that might be expanded upon:

• Sources of social support, community involvement, affinity groups, etc.

• Parental knowledge specific to youth’s sexual/gender minority status and 
communication around issues of risk, drug use, STIs, and pregnancy

• Specific questions on use of drugs and alcohol during sexual encounters

• More detailed questions around employment and supportiveness (structural and 
social) of the work environment

• Expanding information on sexual activity and context

• Expanding on questions about medical mistrust and access to care

What we do not have at all:

• Biomarkers of HIV/STI risk, including STI testing

• Youth knowledge and source for sexual education, PrEP availability, STI/HIV testing

• Youth perceptions of STI/HIV diagnosis

• Information on HIV/STI Testing – Any information about PrEP (do they know what it 
is, has anyone talked to you, would you know how to get it, what are you using)?
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https://abcdstudy.org/scientists/data-sharing/

Data Release 5.0/5.1
Full cohort:

• 3-year follow-up
• 24-month follow-up

Interim:
• 4-year follow-up

a

ABCD Study Data Availability

Release notes
https://wiki.abcdstudy.o
rg/ 

Data dictionary explorer
https://data-
dict.abcdstudy.org/

Discussion forum 
https://tinyurl.com/25n
vdwcc 

Data resources

Where we are now: ABCD 5.1 Data Release through NDA

a

https://wiki.abcdstudy.org/
https://wiki.abcdstudy.org/
https://data-dict.abcdstudy.org/
https://data-dict.abcdstudy.org/
https://tinyurl.com/25nvdwcc
https://tinyurl.com/25nvdwcc


https://wiki.abcdstudy.org 

ABCD Wiki

https://wiki.abcdstudy.org/


https://wiki.abcdstudy.org 

ABCD Wiki

https://wiki.abcdstudy.org/


Data dictionary explorer allows users to explore the structure of the ABCD data resource in an interactive manner

ABCD Data Dictionary

https://data-dict.abcdstudy.org/


New data sharing 
platform coming 
Summer 2024!*

*ABCD data will be transferred from the NIMH Data Archive 



Summer 2024 NIH Brain Development Cohorts Data Sharing Platform

• Optimized for large datasets, including neuroimaging and genomics data

• Provides scalable data ingestion, integrated data analytics, customized user experience

• Provides homogenous solution for harmonizing with planned data from the HBCD Study



Responsible data and biospecimen use training

• Describe the ethical principles for doing 
secondary data analysis research involving 
human participants

• Describe the historical and contemporary 
contexts for understanding race and racism in 
science and medicine

• Understand how to conduct science ethically and 
responsibly

• Understand the data use terms and conditions for 
accessing the data and for using biospecimens

• Learn how to mitigate risk of participant 
identification



NIH Brain 
Development 

Cohorts (NBDC) 
Biospecimen 

Access Program



NBDC Biospecimen Access Program
Purpose

• Allow internal and external investigators to apply to use residual biospecimens from the ABCD Study

Scope

• Studies consistent with ABCD Study objectives or which expand the knowledge of child or adolescent 
health more broadly

• Successful applicants are required to deposit the results of their analyses into the ABCD Data 
Repository

Mechanism

• Notice of Funding Opportunity– Resource 

Access Award (X01) PAR-23-229

• No funds associated with the award. 

Applicants need to get outside funding for 

analyses and sample shipment prior to 

submitting their X01 application.

https://grants.nih.gov/grants/guide/pa-files/PAR-23-229.html


Process for Applying

NBDC Portal



NBDC Portal tour https://nbdc.nida.nih.gov/

https://nbdc.nida.nih.gov/


NBDC Portal – 
Requesting Biospecimens

https://nbdc.nida.nih.gov/

https://nbdc.nida.nih.gov/


NBDC Portal – 
Researcher Guide

https://nbdc.nida.nih.gov/

https://nbdc.nida.nih.gov/


NBDC Portal – 
Biospecimen Explorer

https://nbdc.nida.nih.gov/

https://nbdc.nida.nih.gov/


See website for additional information

https://nida.nih.gov/funding/nida-funding-opportunities/nih-brain-development-cohorts-biospecimen-access-program

https://bit.ly/NBDC_BAP

https://nida.nih.gov/funding/nida-funding-opportunities/nih-brain-development-cohorts-biospecimen-access-program
https://bit.ly/NBDC_BAP


Deadlines and Timelines

Availability Inquiry 
Due Dates

Application Due 
Dates

Scientific Merit 
Review

Earliest Start Date

September 5, 2024 October 4, 2024 January 2025 March 2025

January 6, 2025 February 6, 2025 May 2025 July 2025

April 5, 2025 May 5, 2025 September 2025 December 2025

Questions? Contact us: devstudybiosamples@nida.nih.gov 

mailto:devstudybiosamples@nida.nih.gov
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Funded Grants Using ABCD Data/Methods
Grants by Fiscal Year (Total N=214)

*

NIH-funded Grants by IC (n=190, 89%)

Data as of 4/23/24

Non-NIH Funders (n=24, 11%)
• Brain & Behavior Research Foundation (12)

• National Science Foundation (7)

• Children and Screens: Institute of Digital Media and Child Development (2)

• National Institute of Justice (1)

• Institute of Education Sciences (1)

• Netherlands Organisation for Scientific Research (1)

Grants by Mechanism and ABCD Membership

Current or former ABCD 

member(s) listed as Key 

Personnel

No current or former ABCD 

members listed as Key Personnel



Funded Grants by Domain

Neuro-
Imaging

COVID
-19

Note: Categories are not mutually exclusive; 
most publications include multiple domains.

Gender Identity & 
Sexual Health

Mental 
Health

Neuro-
Cognition

Substance 
Use

Culture & 
Environment

Physical 
Health

Genetics Linked External 
Data

Novel 
Technologies

Total N = 184 RPG and Individual Training using data



Publications

Data as of 4/18/24

Median NIH-funded 
paper = 1.0

Relative Citation Ratio (RCR)
Citations per year normalized by field, year, 

and NIH-funded papers

Altmetric
Weighted count of 

attention a research 
output has received



Over 400 attendees (in-
person and virtual) 

with nearly 90% from 
outside the ABCD 
Study Consortium

Received 171 abstracts 
for consideration 

including 15 
international 
submissions 

Strong focus on early 
career researchers 

through group and 1:1 
mentoring 

opportunities

Promoting ABCD Study 
and NIH resources with 

interactive lunch 
sessions 

“I enjoyed this meeting more than any 

other meeting I can remember. I thought 

the whole tone of the meeting was 

particularly warm and collegial.” – Attendee

“It was a really wonderful experience, 

especially as an early career 

researcher, and it was great to hear 

from so much diverse expertise.” - 

Speaker

“Thank you so much for putting 

this wonderful meeting together!! 

I hope this is the first of many 

such meetings.” - Attendee

“I didn't feel like I missed out on too much 

by attending virtually. The AV capabilities of 

the venue were the big difference compared 

to some other conferences I've attended 

virtually.” – Poster presenter

NIDA, NIAAA, NIMH, OBSSR, NICHD



Infographics and Webinars

Scan to find 
ABCD 
Infographics 
and Webinars Nov 2023

475 registrants

May 2023
617 registrants

April 2024
550 registrants



Policy



Thank you to…

• 10 Federal partner agencies and their staff

• 21 research sites, coordinating center, data analysis informatics 
and resource center

• Hundreds of investigators and trainees

• Even more research assistants and staff

• And nearly 12,000 participants and their families
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