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ICBDSR 2026 Annual Meeting

The 52" Annual Meeting of the ICBDSR will be held September 13-16th at the University Hospital in
Magdeburg, Germany. Details on the program, registration and abstract submissions will be shared shortly.

Nominations Committee — Open position
We are also seeking expressions of interest for a member to join the ICBDSR Nominations Committee. Dr. Miriam Gatt,
Malta has finished her term with our sincere thanks.

The Nominating Committee, shall be composed of the ICBD director, the Immediate Past Executive Chair and 2 Program
Directors. The committee is responsible for proposing members for the Executive Committee. The term is 3 years. If you
are interested in serving on the Nominating Committee, please send your name to centre@icbdsr.org for the
consideration of the Executive Committee.

ICBDSR Birth Defect Report: data submission schedule for 2026 and 2027
e 31 May 2026
e 30 April 2027

e As program leaders and Clearinghouse members, accurate and timely data sharing is a shared responsibility, and
we appreciate your continued commitment to this collaborative effort. With a shared timeline and clarified
submission guidance, we aim to support an efficient workflow and a high-quality, timely report.

e In response to your feedback, we have established a clear submission timeline for the next two years to support
predictable planning. In 2026, the deadline is 31 May. Beginning in 2027, the annual data submission deadline will be
30 April, and we intend to maintain this date going forward. Timely submission allows us to clean and compile the
data, return queries for validation, and prepare the report in advance of the annual meeting.

e  For 2026, the list and definitions of anomalies remain unchanged from last year. As you are aware, we have worked
to harmonize definitions to align more closely with those used by other surveillance networks. We will continue these
harmonization efforts in 2026 and welcome constructive input.

o The 2026 data submission form, with instructions, is available on the Clearinghouse website:
http://www.icbdsr.org/resources/2026-birth-defect-report-data-submission-form/. Based on the previous
submission cycle, we have clarified instructions in areas that generated variability. Please review the “ReadMe”
section carefully before preparing your submission. Adhering to these guidelines will facilitate efficient processing
and minimize follow-up queries. If questions arise, we encourage you to contact us early so that issues can be resolved
promptly.

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

e For reference, the ICBDSR 2024 report is available HERE. We are currently preparing the 2026 report; a draft will be
circulated shortly for your review, and we will discuss it together at the annual meeting in Germany.
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ICBD corner: congenital anomalies and rare diseases

Rare Disease Day on 28 February and World Birth Defects Day on 3 March are often marked separately, yet they shine a
light on many of the same children, families and clinical teams. Many congenital anomalies are, by definition, rare
diseases, and many rare disorders first present as congenital syndromes, with shared features of low prevalence, high
severity and long-term impact on health and services. Keeping “birth defects” and “rare diseases” in separate boxes
risks missing common causes, opportunities for prevention and chances to improve lifelong care.

Emerging models show that we can do better by bringing these worlds together. The “triple surveillance” concept
proposes jointly tracking causes, conditions and outcomes across clinical and public-health systems, rather than running
separate programs for birth defects and rare diseases. National initiatives such as those in the United Kingdome and
Brazil (see literature corner), as well as ongoing work in Australia and elsewhere, are beginning to unite congenital
anomaly and rare-disease registration, and illustrate how integrated data can support prevention, service planning and
research at scale. As we move from Rare Disease Day into World Birth Defects Day, a practical call to action for our
community is to champion this integration locally—linking registries, collaborating across programs and explicitly
framing congenital anomalies as part of the rare-disease public health agenda in our surveillance, advocacy and
research.

Literature corner: this month’s selection from the ICBD
Here are selected papers on the intersection of congenital anomalies and rare disease. Interestingly, we have not found many
papers that address this usse —if you have additional references or examples, let us know so we can share in future newsletters.

Triple surveillance for better outcomes in birth defects and rare diseases. Botto LD, Mastroiacovo P, Robert-Gnansia E,
Erickson ID, Fullerton HJ, Kallen B, Martinez-Frias ML, Mutchinick O, Song J, Stein Z, Castilla EE. Birth Defects
Research. 2018;110(19):1455-1463.

e This report from the Clearinghouse introduces the “triple surveillance” framework—jointly monitoring causes,
conditions and outcomes—and explicitly argues that birth defects and rare diseases should be considered
together in public health surveillance to improve prevention and care.
https://pubmed.ncbi.nlm.nih.gov/29902591/

Epidemiological surveillance in congenital anomalies and rare diseases in Brazil: present situation and future

challenges. Schuler-Faccini L, de Menezes Karam S, Vieira Sanseverino MT, Barbian MH, Gomes JDA, Bremm JM,

Cardoso-Dos-Santos AC, Lorea CF, Donis KC, Rohweder R, Cardoso-Junior LM, do Carmo JC, Corecco-Moura PDS, de

Oliveira FG, de Oliveira RR, Prazeres VMG, da Silva JH, Muniz NF, Babalola AD, Krieck LK, de Souza AL, Ataide EJG,

Oliveira LAN, Franca GVA. ] Community Genet. 2025 Aug;16(4):445-454. doi: 10.1007/s12687-025-00775-6. Epub 2025

Feb 11. PMID: 39932625; PMCID: PMC12321733

e This report describes how Brazil has built surveillance systems that link congenital anomalies and rare diseases,

highlighting progress after the Zika epidemic and outlining practical challenges and opportunities for integrated
monitoring. https://pmc.ncbi.nlm.nih.gov/articles/PMC12321733/

Cohort profile: the National Congenital Anomaly Registration Dataset in England.Broughan JM, Rankin J, Morris JK,
Kurinczuk JJ, Tucker D, Wellesley D, et al. BMJ Open. 2024;14(1):e077743. doi:10.1136/bmjopen-2023-077743. PMID:
38216203.
e The authors describe a real-world model of joint congenital anomaly + rare disease registration within a national
public health system (England), including purposes, data flows, and outputs.

A sustainable solution for the activities of the European network for surveillance of congenital anomalies: EUROCAT
as part of the EU Platform on Rare Diseases Registration. Kinsner-Ovaskainen A, Lanzoni M, Garne E, Loane M, Morris J,
Neville A, Nicholl C, Rankin J, Rissmann A, Tucker D, Martin S. A sustainable solution for the activities of the European
network for surveillance of congenital anomalies: EUROCAT as part of the EU Platform on Rare Diseases Registration.
Eur J Med Genet. 2018 Sep;61(9):513-517. doi: 10.1016/j.ejmg.2018.03.008. Epub 2018 Mar 27. PMID: 29597096.
e This report provides a policy/registry-infrastructure perspective that situates EUROCAT within a rare disease
registry ecosystem, offering justification for integrated surveillance strategies

Meetings and Events: A list of future Meetings & Events is available at http://www.icbdsr.org/meetings/.
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World Birth Defects Day, March 3, 2026

On March 3, 2026, the National Birth Defect Prevention Network (NBDPN) will join the world to celebrate World Birth Defects
Day (#WorldBDDay) with the theme "Many Birth Defects, One Voice," as this day recognizes our collective voice in raising
awareness for all birth defects. #WorldBDDay unites people and organizations working in the field of birth defects, also known
as congenital anomalies, congenital disorders, or congenital conditions. #WorldBDDay also aims to mobilize resources and
commitment to improve birth defects surveillance, research, prevention, and care. https://www.worldbirthdefectsday.org/

International Clearinghouse for Birth Defects Surveillance and Research (ICBDSR)
Website: www.icbdsr.org
ICBDSR training platform: www.icbhdsrtraining.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.
To unsubscribe, kindly reply to this email by putting in the subject UNSUBSCRIBE


https://www.worldbirthdefectsday.org/
http://www.icbdsr.org/
http://www.icbdsrtraining.org/
http://www.facebook.com/ICBDSR
https://www.instagram.com/icbdsr/
https://twitter.com/ICBDSR

