
What is Fanconi anemia?
Fanconi anemia (FA) is a rare inherited disorder that can lead to physical abnormalities at birth, bone marrow failure (aplastic anemia), and an increased risk for various   cancers. The   signs   of FA can be	quite variable, even within the same family. Most forms of FA are recessive, meaning that if both parents carry a genetic change (mutation) in the same FA gene, each of their children have a 25% chance of having FA. Currently, 23 published genes are known to cause FA or FA-like diseases. These are FANCA, B, C, D1, D2, E, F, G, I, J, L, M, N, O, P, Q, R, S, T, U, V, W, and X. However, not all individuals with FA have identified mutations in these genes, so there are likely additional FA genes to be discovered soon. Genetic testing is needed to determine which gene causes the FA in each individual. There are different tests available to determine the gene and mutations involved
Cancer in Fanconi anemia
IFAR is collecting tumor samples from Fanconi anemia patients. We are performing sequencing of these samples to understand how and why patients with Fanconi anemia develop them and how to treat them. We are also growing them to share with other researchers. Please contact us if you have been diagnosed with any cancer. We will work with your doctors to obtain a sample of the tumor for our studies.






Contact Information Agata Smogorzewska, MD, PhD
Principal Investigator
Phone: 212-327-7850
Email: asmogorzewska@rockefeller.edu


Arleen D. Auerbach, PhD Co-Investigator
Phone: 212-327-7533
Email: auerbac@rockefeller.edu



Study Coordinator Phone: 212-327-8613


Address:
1230 York Avenue Box 182 New York, NY 10065
Fax: 212-327-8262

Website: http://lab.rockefeller.edu/smogorzewska/ families/

IFAR Facebook Account:
Fanconianemiaregistry (or Agata Smogorzewska)
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What is the International Fanconi Anemia Registry?
The International Fanconi   Anemia Registry (IFAR) is a collection of information from patients with Fanconi anemia (or FA-like symptoms) and their family members. The registry was started by Dr. Arleen Auerbach at The Rockefeller University in 1982. It has been continued by Dr. Smogorzewska since 2009. Currently we have over 1000 families enrolled in the IFAR and are actively recruiting new families.

What is the purpose of the IFAR?

The IFAR aims to study the nature, diagnosis, and treatment of individuals with FA. We hope that information collected in this study will help researchers better understand FA, which can then directly benefit individuals and families affected by FA. In addition, we seek to determine the genetic cause of FA for each participating family and study tumors that develop in Fanconi anemia patients.

Who is eligible to participate in the study?
Anyone with a diagnosis of Fanconi anemia or with Fanconi-like symptoms is eligible to participate in the study. We try to enroll an individual with FA (or FA-like symptoms) and his/her parents at the same time, whenever possible.






What happens during the study?

The researchers doing the study will collect information about your/your child’s medical history, genetics, clinical course, blood test results, and treatment relating to your/your child’s diagnosis of FA. As part of your participation in the study, you/your child will be asked to give a DNA sample, usually in the form of a blood sample. The researchers will use this sample to do testing in the laboratory to better understand the causes and symptoms of FA. The tests done in this study are done in a research laboratory so need to be confirmed in a clinical laboratory before being released to you or your doctor. We will work with your/your child’s doctor to make this process as smooth as possible.
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What can we offer?
Knowledge
Support
Connection
Up-to-date information


How do I get involved?

To get involved, you, your doctor, or your child’s doctor should contact our study coordinator. Contact information can be found on the back page of this brochure. She will review the study with you in more detail and arrange for you to sign the necessary paperwork if you choose to participate. She will also work with your doctor to arrange for the appropriate medical history and samples to be obtained.

What can I do if I am already enrolled in the IFAR?

First and foremost, thank you for your participation in the IFAR. We could not do this study without you. But we still need your help! Please contact us if:

You/your child have a doctor’s appointment, blood work, or have a procedure done

You have recently turned 18, or are a parent of an individual who has recently turned 18, as we need to update our consent forms

You have any questions about your participation in the IFAR or FA in general

Also, we are always interested in hearing all updates. As such, please stay in touch by phone, email, Facebook11/09/2023
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