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News from the study office

The Ontario Familial Colorectal Cancer Registry
has completed 4 years of work. In order to continue
we have recently submitted a proposal to the
National Institutes of Health, requesting funding for
the next 5 years.

The data collection is almost complete with more
than 3,600 participants having joined the study by
filling in a family history questionnaire. Almost 1,500
participants have also completed additional
questionnaires, given a blood sample and permitted
access to their tumor tissue. More than 1,800 family
members have also completed additional
questionnaires and many have given blood samples.

We greatly appreciate the cooperation and interest
of all participants. It is only through your willing
participation that we can make a significant impact
on understanding, preventing and treating colorectal
cancer.

Meet the Researchers

The study is headed by Dr. Steven Gallinger,
Professor of Surgery at the University of Toronto,

Mt. Sinai Hospital and consultant at the Princess
Margaret Hospital, and by Dr. Eric Holowaty,
director of Ontario Cancer Registry and Cancer
Surveillance Unit at Cancer Care Ontario. In
addition, there are many other important players
closely involved with the OFCCR.

Dr. Gail McKeown-Eyssen and Dr. Michelle
Cotterchio are epidemiologists on this research
project. They advise on study methodology and are
our “quality control experts” ensuring that standard
procedures are followed for collecting information
from the participants. Dr. Eyssen is a Professor in
the department of Public Health Sciences and
department of Nutritional Sciences at the University
of Toronto, and has extensive research experience.
Dr. Cotterchio is a Senior Epidemiologist with the
division of Preventive Oncology, Cancer Care
Ontario as well as Assistant Professor in the
department of Public Health Sciences at the
University of Toronto.

Dr. Darshana Daftary is the coordinator and
oversees the day to day operations of the registry.
Twelve full time and four part time research officers
and clerks help her in maintaining the registry.

Ms. Melyssa Aronson and Ms. Heidi Rothenmund
are cancer genetic counsellors with the Mount Sinai
Hospital who have been closely associated with the
OFCCR since its inception. They also provide
guidance and outreach to patients and relatives who
are seen by genetic counselors in other regions of
Ontario.

Dr. Bharati Bapat heads the molecular pathology
laboratory at the Mount Sinai Hospital where many
of the blood samples are tested. Some samples are
tested in Ottawa by Dr. Alain Lagarde. Dr. Mark
Redston (Harvard University) and Dr. Aaron Pollett
(Mt. Sinai Hospital) are pathologists associated with
the OFCCR.

Ms. Teresa Selander is the manager of the
repository where blood and tissue samples are
stored. This repository is located at the Mount Sinai
Hospital, Toronto. Read more about it below.




What is a repository and what
happens to the Blood Sample?

The repository is a storage bank where the blood is
stored and processed. It is important that the blood
is processed as quickly as possible. Hence it is
always delivered by a courier. The staff immediately
checks the completeness of the paper work after
which several drops of blood are stored separately
for a quality control procedure. Next, the blood is
spun in a centrifuge and separated into plasma and
white blood cells. Both these elements are preserved
by freezing them in liquid nitrogen at minus 180 C.
Plasma is frozen for future biochemical studies and
white blood cells containing DNA are used for
genetic studies.

If we do not have enough blood for all steps, we
may ask for more blood.

Other Studies

In the past year some participants of the registry may
have been invited to join in additional studies. Lisa
Madlensky, the project genetic counsellor, initiated
the first study that examines “Factors Influencing
Colorectal Cancer Screening Behavior in
Relatives”. The data collection was recently

Genetics at the Mt. Sinai Hospital and Lunenfeld
Research Institute, leads another on-going study —
“Psychosocial and Behavioral Impact of
Predictive DNA Testing for Hereditary Colon
Cancer”. This study will evaluate knowledge about
genetic testing of those who have provided a blood
sample. It will assess any concerns people have while
awaiting results as well as use of screening for
colorectal cancer after their cancer diagnosis.

In April 2001, the Canadian Institutes of Health
Research awarded a large grant to our
Interdisciplinary Health Research Team (IHRT)
to conduct research in colorectal cancer. With this
funding, researchers from the Lunenfeld Research
Institute, Ontario and Memorial University,
Newfoundland will collaborate on many aspects of
colorectal cancer research utilizing resources
developed by the OFCCR. The team co-leaders
from Ontario are Dr. John McLaughlin (Head,
Division of Epidemiology and Biostatistics, Lunenfeld
Research Institute) and Dr. Steven Gallinger. The
team co-leaders from Newfoundland are Dr. Patrick
Parfrey (Research Professor —Clinical Epidemiology)
and Dr. Ban Younghusband (Chair- Division of
Genetics) at the Memorial University.

completed and a summary of the findings isenclosed Contact us

along with this newsletter.

Dr. Mary Jane Esplen, the head of Psychosocial and
Psychotherapy Research Program in Cancer

Please contact us with your comments and
suggestions for the OFCCR newsletter. We will try to
accommodate them in our future newsletters.

Ontario Cancer Genetics Network:
Affiliated Clinics

Algoma District Health Unit: Genetic Counselling Clinic

(Sault Ste. Marie)
Credit Valley Hospital: Genetics Department
Hamilton Regional Cancer Centre
Kingston Regional Cancer Centre
London Regional Cancer Centre

Mount Sinai Hospital: Familial Gastrointestinal Cancer Clinic

If you are moving or have moved or wish to
receive mail at an alternate address,

Please write or call:

Dr. Darshana Daftary

Project Coordinator

Ontario Familial Colon Cancer Registry of
the Ontario Cancer Genetics Network

North Bay & District Health Unit: Genetic Counselling Group 610 University Avenue
Northeastern Ontario Regional Cancer Centre (Sudbury) Toronto, Ontario
Northwestern Ontario Regional Cancer Centre (Thunder Bay) M5G 2M9

Oshawa General Hospital: Genetics Service

Ottawa Regional Cancer Centre

Peterborough County City Health Unit: Genetics Department
Porcupine Health Unit: Genetics Service (Timmins)

Simcoe County District Health Unit: Genetic Services (Orillia)
Toronto-Sunnybrook Regional Cancer Centre

Windsor Regional Cancer Centre

Tel.: 416-217-1310 or

toll free 1-866-225-2728
Fax:416-217-1210
Email: OFCCR@cancercare.on.ca
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