Patients with inherited bone marrow failure and family members are invited to participate in the Canadian Inherited Marrow Failure Registry (CIMFR)
The Canadian Inherited Marrow Failure Registry (CIMFR) is a large Canadian study which was carefully design to accurately determine all aspects of the inherited bone marrow failure syndromes (IBMFSs) including blood problems, physical abnormalities, cancer risk and genetic causes. It is a collaborative study of all academic pediatric hematology/oncology centers in Canada. This study was established by Dr. Yigal Dror at the Hospital for Sick Children in 2001. The study team includes investigators from 17 pediatric and adult centers across Canada with expertise in clinical and genetic basis of these diseases. 

In this study we follow patients and families over a long period of time. We enroll patients and families in which at least one member has or had an IBMFS, including but not restricted to: 
· Fanconi anemia

· Diamond-Blackfan anemia

· Shwachman-Diamond syndrome

· Dyskeratosis congenita

· Severe congenital neutropenia or Kostmann neutropenia

· Cyclic neutropenia

· Thrombocytopenia absent radii

· Familial thrombocytopenia

· Amegakaryocytic thrombocytopenia

· Pearson's syndrome

· Other syndromes with bone marrow failure in which the accurate diagnosis is still unclear
· Aplastic anemia, which does not respond to immunosuppressive therapy or seem to be genetic or familial.

· Familial or genetic types of myelodysplastic syndrome 

· Familial or genetic types of leukemia

Patients and families with IBMFSs are invited to take part in the study. To take a holistic approach and determine how the disease affects the patients and the families we enroll affected individuals and their immediate family members. Families with previously or newly-diagnosed patients can participate.
We invite children and adult patients to participate in the study to accurately determine the medical problems in children and adults with these disorders. IBMFS are most often diagnosed during childhood. However, based on research progress over the years, significant advances have been made in the care of the patients with these life threatening diseases and most patients reach adulthood. Progress in research also led to the ability to diagnose adult patients with late-onset disease. 
There are two ways to be enrolled on the study:

1. Affected individuals and their immediate family members who wish to participate in the study may contact the study coordinator through the contact information bellow. We will mail you a consent form and a questionnaire with a stamped envelope. In this questionnaire we will ask you to fill information about the patient and family medical problems. 

2. Your hematologist may approach you on your visit to the clinic and ask you to consider participation in the study and give you information and consent forms.

If blood and bone marrow samples are taken for clinical purposes and you also want to contribute a sample for research, we will coordinate the shipping of the samples to the laboratory at SickKids at no cost for you. 

For further information about the study you can contact us through the following routes:

Phone: 416-813-7654 extension 1587

Alternative phone: 416-813-7500 and ask to be connected to extension 1587

Fax: 416-813-5327 

E-mail: cimf.registry@sickkids.ca. 
