
 

Monthly Newsletter 
September 2025 

Issue 2025 - 09 
 

ICBDSR 2025 Annual Meeting – REGISTRATION STILL OPEN! 
 

The 51st Annual Meeting of the ICBDSR will be held at 
the Mount Grace Resort in South Africa from 
November 2-5, 2025. 
 
The theme of this year’s meeting is: 
“Data that Counts: Transforming Lives Through Birth 
Defects Surveillance” 

 
Learn more about Mount Grace Resort for details on 
the beautiful destination.  
 

Please visit the ICBDSR 2025 Annual Meeting Website for registration, accommodation, and more 
details. 
 
Pre-Conference Workshop - Quality counts, visualization matters: from accurate diagnoses 
to impactful data visualization 
 
This interactive workshop highlights the vital role of data quality in identifying and tracking birth defects, 
as well as the practical benefits of clear and compelling data visualization. Participants will learn best 
practices for efficient and accurate diagnosis and reporting of birth defects, including useful checklists and 
standardized descriptions. 
 
The second part of the workshop will cover fundamental principles of data visualization to simplify 
complex medical data, enhance stakeholder understanding, and support informed decision-making. By 
the end of this workshop, participants will have acquired practical strategies to improve data quality and 
utilize visualization to support public health initiatives. 
 
Registration for the Workshop is required, though there is no fee to attend. There is an option to add the 
Workshop to your ICBDSR 2025 Annual Meeting registration. 
Please note that the International Society for Prenatal Diagnosis (ISPD) Conference 
https://www.ispdhome.org/ will take place in South Africa from October 30 to November 2, 2025. 
 

https://icbdsr2025.co.za/
https://icbdsr2025.co.za/venue/
https://icbdsr2025.co.za/
https://www.ispdhome.org/


 
ICBDSR 2025 BUSINESS MEETING – Wednesday, November 5 
 
Members are invited to join in person at the Mount Grace Resort in South Africa or virtually on the zoom 
platform. Details will be distributed closer to the date. 
 
Audit Committee – Open position 
We are also seeking expressions of interest for a member to join the ICBDSR Audit Committee.  
 
The Internal Audit Committee, for financial issues, shall be composed of three non-officer members 
proposed by the Executive Committee and elected at the Annual Business Meeting. There is no limit to 
the term for each member. The committee is responsible for reviewing and approving the Financial 
documents that are submitted to the members ahead of the Annual Business Meeting each year. If you 
are interested in serving on the Audit Committee, please send your name to centre@icbdsr.org for the 
consideration of the Executive Committee. 
 
ICBDSR 2026 Birth Defects Report  

• Program directors should have received by email the data submission request for the 2026 
Report (also available here: http://www.icbdsr.org/resources/2026-birth-defect-report-data-
submission-form/. Please check our inboxes and let us know if you do not find it. Also, be sure to 
read the ‘readme’ section of the document before preparing the submission, as this will save time 
for both you and us and streamline the process considerably. If you have any questions, please 
contact us as soon as possible.  

• Thank you to those who have already submitted the data – kudos to the Paris Program for being 
the first! 

• The 2024 Birth Defects Report, slightly updated, is available HERE. If there is information that 
needs to be updated in addition to the birth defect data that you will be submissing for the 2026 
report (e.g., program features, risk factor data, etc.), please let us know.  

• If anyone from the Programs is interested in helping out in the 2026 report, please reach out to 
us. Expertise in R programming and web development preferred but not necessary.  

    
ICBD corner 
At ICBD we are busy preparing for the new birth defect report, drafting a paper on the 2024 report that 
we will send to all participating programs for review and comments, and preparing for the pre-conference 
workshop at the annual meeting. We look forward to seeing all of you coming to South Africa in a few 
short weeks! 
 
Literature corner: this month’s selection from the ICBD 
Here are seven selected papers among those published between June and September, plus one paper 
contributed by the colleagues at the Alberta Congenital Anomalies Surveillance System. 
 
A Population-Based Study of Limb Body Wall Complex With Proposed Features for Prenatal Diagnosis 
Authors: Thomas et al.  
Journal: American Journal of Medical Genetics Part A  
Publication Date: 19 June 2025 

mailto:centre@icbdsr.org
http://www.icbdsr.org/resources/2026-birth-defect-report-data-submission-form/
http://www.icbdsr.org/resources/2026-birth-defect-report-data-submission-form/
https://ldbotto.github.io/test_icbd/


PubMed:  https://pubmed.ncbi.nlm.nih.gov/40536247/ 
Population-based study of 51 cases of LBWC, providing information on birth prevalence, extensive tabulations 
on associated anomalies and malformation patterns. The study includes a review of the literature and a 
discussion of diagnostic criteria and potential etiologies. 

Co-occurrence of Congenital Anomalies and Childhood Brain Tumors in 22 Million Live Births 

Authors: Hoang et al. 
Journal: Neuro-Oncology 
Publication Date: 8 Sep 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40138258/ 
Population-based linkage of 22 million US births showed children with structural anomalies had 1.5- to 3.7-
fold higher risks of brain tumors, particularly in infancy. Findings highlight shared developmental pathways 
and support integrated surveillance of birth defects and pediatric cancer. 

Prenatal Detection Rate of Congenital Anomalies Over 30 Years 

Authors: Santoro et al. 
Journal: Eur J Obstet Gynecol Reprod Biol 
Publication Date: Sep 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40773816/ 
Registry data from Tuscany revealed prenatal detection of severe anomalies rose to 83.2% by 
2024; central nervous system defects reached 97% detection while limb reductions lagged at 53.6%. Results 
demonstrate progress yet underscore variability across anomaly types and need for continual imaging 
advances. 

Extended Follow-up After Birth Improves Precision of Congenital Anomaly Diagnosis 

Authors: Weber-Schoendorfer et al. 
Journal: Eur J Pediatr 
Publication Date: 22 Jul 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40696248/ 
Extending postnatal follow-up in the Berlin Embryotox cohort increased major anomaly detection from 
3.7% at birth to 4.8% by 6 months. The greatest diagnostic gains occurred between 8 weeks and 6 months, 
underscoring the value of longitudinal surveillance. 

Prevalence of Congenital Anomalies in Type 2 Diabetic Pregnancies 

Authors: Oppermann et al. 
Journal: Int J Gynaecol Obstet 
Publication Date: 19 Jul 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40682407/ 
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Meta-analysis of 68 studies 102 000 pregnancies) estimated a 6.1% anomaly prevalence in type 2 diabetic 
pregnancies, with cardiac defects most frequent. Higher HbA1c and younger maternal age amplified risk, 
supporting rigorous glycemic control pre-conception. 

Maternal Prenatal Cannabis Use and Major Structural Birth Defects 

Authors: Avalos et al. 
Journal: Birth Defects Res 
Publication Date: Jun 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40480966/ 
Among 363,000 births, prenatal cannabis use was linked to nearly three-fold increased omphalocele risk after 
adjustment. Results inform counseling as cannabis legalization expands globally. 

Impact of Major Congenital Anomalies on Preterm Birth and Low Birth Weight 

Journal: Sci Rep 
Publication Date: 9 Jul 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/ 
Analysis showed major anomalies markedly elevated risks of preterm birth and low birth weight, illustrating 
interconnected pathways between structural defects and adverse perinatal outcomes. 

Congenital Anomalies in Children Conceived Through Assisted Reproductive Technology 

Authors: Bhat et al. 
Journal: J Assist Reprod Genet 
Publication Date: May 2025 
PubMed: https://pubmed.ncbi.nlm.nih.gov/40163274/ 
Systematic review of 113 studies 768,000 ART births) found slightly higher anomaly risk versus natural 
conception; ICSI and fresh Day 3 transfers carried the greatest excess. Evidence guides optimization of ART 
protocols to minimize defect risk. 
 
 
Meetings and Events: A list of future Meetings & Events is available at http://www.icbdsr.org/meetings/. 
 
World Spina Bifida and Hydrocephalus Day October 25, 2025 
25 October marks the World Spina Bifida and Hydrocephalus Day (WSBHD). IF established this day in 2011 
to raise awareness and understanding about Spina Bifida and Hydrocephalus (SBH). This day also serves 
as a mean to advocate and promote the rights of persons with these conditions. Visit 
https://ifglobal.org/events/world-spina-bifida-and-hydrocephalus-day-2025/ for more information. 
 
International Society for Prenatal Diagnosis (ISPD) Conference October 30- Nov 2, 
2025 
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Prenatal professionals and trainees from around the world are invited to join us virtually or in person for 
the 29th International Conference on Prenatal Diagnosis and Therapy, Thursday-Sunday, 30 October - 2 
November 2025, in Cape Town, South Africa! 
 
Preconference courses will be held on 30 October 2025. The conference will be held Friday-Sunday, 31 
October - 2 November 2025 at the Cape Town International Convention Centre in heart of the "Mother 
City." Plenary sessions will feature invited speakers, hot topics, and debates on emerging approaches to 
prenatal diagnosis and therapies. Oral and poster presentations will be selected from peer-reviewed 
abstracts. Topics include clinical genetics, fetal imaging, fetal therapy and more. Visit 
https://www.ispdhome.org/ISPD2025/Overview for more information. 
 

 
 

International Clearinghouse for Birth Defects Surveillance and Research (ICBDSR) 
Website: www.icbdsr.org 

ICBDSR training platform: www.icbdsrtraining.org 
Facebook: www.facebook.com/ICBDSR 

Instagram: https://www.instagram.com/icbdsr/ 
Twitter:@icbdsr https://twitter.com/ICBDSR 

  
You are receiving this Monthly Newsletter because your email address is included in the ICBDSR mailing list. 
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https://www.ispdhome.org/ISPD2025/Overview
http://www.icbdsr.org/
http://www.icbdsrtraining.org/
http://www.facebook.com/ICBDSR
https://www.instagram.com/icbdsr/
https://twitter.com/ICBDSR

	Co-occurrence of Congenital Anomalies and Childhood Brain Tumors in 22 Million Live Births
	Prenatal Detection Rate of Congenital Anomalies Over 30 Years
	Extended Follow-up After Birth Improves Precision of Congenital Anomaly Diagnosis
	Prevalence of Congenital Anomalies in Type 2 Diabetic Pregnancies
	Maternal Prenatal Cannabis Use and Major Structural Birth Defects
	Impact of Major Congenital Anomalies on Preterm Birth and Low Birth Weight
	Congenital Anomalies in Children Conceived Through Assisted Reproductive Technology

