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News from the study office

This is our second newsletter! As you know, the
development of the Ontario Familial Colorectal
Cancer Registry is part of an international effort to
learn more about colorectal cancer. The Ontario
Cancer Genetics Network, which provides
counselling for people at high risk for developing
certain cancers, has a major role in facilitating this
project (see map for location of established clinics).

The Registry continues to grow and we now have
2485 patients who have completed the Family
History Questionnaire. Of these, 875 men and
women (and more than 1000 family members) are
continuing on, completing additional questionnaires
and providing a blood sample.

Who’s Who: People with whom you
have direct contact

A new Project Coordinator has been appointed
for the Registry. Dr. Darshana Daftary has a
background in pathology and epidemiology. She
will be overseeing the day to day activities.

During the past year, Sandy Passarelli and Liz
Kernaghan have been the two main staff members

who have been calling patients to expand family
histories and to explain further steps in developing
the Registry. Sandy will continue to be in the office
five days a week until the end of the summer.
However, we will be saying goodbye to Liz later
this spring as she is returning to school to become a
genetic counsellor.

For those patients who are unable to attend a
cancer genetics clinic, telephone counselling is done
by Lisa Madlensky. Lisa is a genetic counsellor who
has worked at Mount Sinai Hospital in Toronto for
the past few years and is currently also working on a
doctoral degree studying colorectal cancer screening
behaviour.

Which families continue in the
Registry?

We review the family history provided by the patient
to see if it includes several other first or second
degree family members with cancer, especially if the
cancer develops before 50 years of age.

We are most interested in a condition referred to as
HNPCC (Hereditary Non-Polyposis Colorectal
Cancer) because a constellation of tumours among
family members may be suggestive of an inherited
predisposition to developing colorectal and other
cancers. HNPCC includes cancers that occur in the
colon, rectum, liver, uterus, pancreas, stomach,
small bowel, ovary, kidney, lymphatic tissue or
brain. We also include the families of patients who
have no family history but are 35 or less years of
age at the time of diagnosis or have had 2 separate
cancers. Sometimes patients have unusual features in
their tumours and they too are invited to become
participants.

It is important to point out that there is a randomly
selected comparison group which includes 25% of
all those patients who do not have any of the
characteristics noted above. Usually they are the
only member in their family with colorectal cancer. It
is essential to have information about families from
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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
North Bay & District Health Unit: Genetic Counselling Group
Northeastern Ontario Regional Cancer Centre (Sudbury)
Northwestern Ontario Regional Cancer Centre (Thunder Bay)
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
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Future Newsletters.....

We would like to tell you how the
study progresses in our upcoming
newsletters. If you have suggestions
for the newsletter or other
comments, please contact:

Dr. Darshana Daftary, the Project
Coordinator, at (416) 946-4409
or use our toll-free number
1 800 832-5949.

all patients diagnosed with colorectal
cancer for this type of study.

With the patient’s permission, we also
invite certain relatives to consider
participating. In general, these include
the first degree relatives of anyone with
one of the HNPCC cancers.

We are also registering over 1000 healthy
individuals from the general population of
Ontario, similar in age to Registry patients
with colorectal cancer.

How common is a family
history of colorectal cancer?

One in 12 men and women in Canada are
at risk of developing colorectal cancer
during his/her lifetime. It is known that
approximately 10-15% of colorectal
cancer cases occur in persons who have a
first-degree relative who has had the
disease. A person may develop colorectal
cancer for many reasons:

• genetic factors shared by families

• environmental factors shared by
families

• random chance

• other unknown factors

What about genetic testing?

Some participants in the Registry will
be offered genetic testing to determine
if they, or their family members, carry
genes that seem to cause colorectal
cancer. A genetic counsellor can help
explain genetic testing to you. Since this
type of DNA testing is complicated and
expensive, we appreciate your patience
in waiting for test results that may take
many years to complete. In the
 meantime, your genetic counsellor and
physicians will provide you and your
family members with practical colorectal
cancer prevention and screening
strategies.

We are truly grateful to all those
participating in the Ontario Familial
Colorectal Cancer Registry. Your
cooperation and active participation in
this research should help many more
people in the future.
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