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StepbyStep
A Canadian Hemophilia Society Program 
for Parents of Children with Bleeding Disorders

L-R: The members of the Step by Step Parents Program
Steering Committee: Clare Cecchini, Pam Wilton, Mylène
D’Fana, Brian Whitehead, Julie Serrador and Clara Penner.
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In May 2005, the Canadian Hemophilia Society launched an exciting new program aimed at
welcoming parents of children with bleeding disorders, called Step by Step. The program
was developed with input from Hemophilia Treatment Centre (HTC) health care providers

and parents of young children with bleeding disorders from across the country. 
The Step by Step Program is designed to provide parents with information and support

during the different stages or “steps” of their child’s development. Initially, parents will be
welcomed into the bleeding disorders community by receiving Info Kits,
information packages that contain educational material, information
about the CHS and useful items offered to the family by the HTC nurse
coordinator at the time of diagnosis. Follow-up packages will be
presented after one year and before the child starts school.
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• Parent to Parent - 
an online program 
that allows parents to
connect with another
parent to share
experiences and
strategies. 

• Forum - an online
bulletin board where
parents can read about
specific topics related
to raising a child with a
bleeding disorder and
share experiences, tips
and success stories. 

• Just the Guys -
a place where a 
dad can learn more
about how to take
an active role in the
care of his child with
a bleeding disorder. 
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A new section of the CHS website 
has been developed for the 
Step by Step Program at

www.hemophilia.ca/stepbystep/en. 
Some of the features of the website are:
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A “Breakthrough” 
that changed my life.
By Luis-Enrique Rodriguez-Palomino,
Montreal, Quebec

It all started 3 years
ago in my native
country of Peru. After

a long talk with my
parents, I learned that
we were moving to
Canada. I needed to
become more
independent by
learning to infuse my product myself because we
didn’t know what was waiting for us in Canada.
So, with the help of my aunt who is a nurse, I
decided to tackle this challenge.  Obviously, I
was not successful in my first attempts but I
persevered until I finally succeeded.  

The real reason that I wanted to learn how to
self infuse was mainly because I was tired of
having to depend on others. After my first
successful attempt everything changed; this was
a very important moment in my life!  Infusing
myself gave me more than just satisfaction. It

helped me to gain confidence in myself and to
have more self-esteem. Suddenly I felt much
better about myself!   

Now I am living in Canada, a country that
welcomed me with open arms. Since I arrived
here 2 years ago, I have already had the chance
to participate in 2 summer camps organized by
the Quebec Chapter. I especially loved having a
video made about me infusing my product
myself.  I have to admit that I was a bit shy and
nervous at the beginning of the filming but that
didn’t last long. This was an experience that I’ll
never forget. To see myself on the screen infusing
myself on my own made me feel really proud!

To tell the truth, what touched me the most
was to see my friends also learn how to succeed
at this challenge.  I understood the fear and also
the satisfaction that they felt.  At the beginning
hardly any of my hemophilia friends knew how
to treat themselves but, at the end, with hope
and above all with courage, each one
succeeded. You can’t imagine the joy that I felt
to see them so happy and proud of themselves.
They were experiencing the same feelings that I
had had 3 years earlier when I had the  “break-
through” that has totally changed my life.

With your help in 2005
the CHS invested $320,000 
to support research
into bleeding disorders
Researchers and projects 
included the following:
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� Produced two new
resource manuals to meet 
the needs of the community:
Pain the Fifth Vital Sign–
A resource on managing pain;
and All About Inhibitors for
individuals and families
affected by this very serious
complication of hemophilia.

� As a result of CHS
advocacy efforts, a
memorandum of agreement
was signed in November,
2005 by the federal
government to extend
compensation to those
people originally excluded
from the 86-90 Hepatitis C
Compensation Plan.

� Participated as a member of
the Organizing Committee for
Hemophilia 2006 World
Congress.

� Continued vigilance on behalf
of all Canadians to keep the
blood system as safe as 
humanly possible.

Joyce Gouin
Canadian Hemophilia Society
625 President Kennedy Avenue, # 505
Montreal, Quebec H3A 1K2

The Canadian Hemophilia Society 
is a national organization of volunteers 

which exists to improve the quality of life 
for all persons with hemophilia and other 

bleeding disorders, and to find a cure.

� On the CHS Web Site
The CHS web site is in constantly changing with new items posted every week. There are more
than 600 pages in both French and English and hundreds more PDF documents. In 2005, more
than 1,000 people visited the site each day, and downloaded over 10,000 documents each month.

� Late-breaking news can always be found on the front page: 
www.hemophilia.ca/en/index.html

� To view the CHS Annual Report and financial statement:
www.hemophilia.ca/en/1.5.php

� For news items and info on hepatitis C: www.hemophilia.ca/en/5.0.php

� For news items and medical journal abstracts on hemophilia care, new treatment
products and blood safety:  www.hemophilia.ca/en/3.6.php

� A whole new section called “Support Us” showing how people can 
support the work of the Canadian Hemophilia Society:
www.hemophilia.ca/en/1.4.0.php

� The Step by Step Program for Parents:
www.hemophilia.ca/stepbystep/en/index.php

� The CHS Pain Management Program:
www.hemophilia.ca/en/11.1.php

� To view the CHS Newsletter “Hemophilia Today”:
www.hemophilia.ca/en/1.0.php

� Established a twinning program
between the CHS and the South
African Hemophilia Foundation.

� Held a Fundraising Summit in
February 2005 for all levels of the
organization.  Participants
identified new ways of raising
money in order to secure the 
long-term financial security of 
the organization.

� Released our 2003-2004 report
on Canada’s blood system on
January 31, 2005. The full report
can be found at
www.hemophilia.ca/en/1.3.php

How to contact us

Please contact Joyce Gouin by e-mail at
jgouin@hemophilia.ca
or call our toll-free number 
1-800-668-2686. 
People in the Montreal area may call
(514) 848-0503. Or write to us at the
following address:

✎ Organize the 3rd National Family
Inhibitor Workshop in April, 2006.
This important event provides
families dealing with inhibitors the
opportunity to gain the knowledge
and support needed to cope with
this serious complication of
hemophilia. 

✎ Produce a
video, using
adolescents
as role
models, to
promote 
self-infusion
techniques. 

✎ Undertake a
strategic planning
process in order to
reconsider the CHS
mission, redefine its
values and articulate a vision to sustain the
organization in the future. 
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06 ✎ Host a conference, 
in collaboration with The
Network of Rare Blood
Disorder Organizations,
entitled Comprehensive
Care for Rare Blood
Disorders, in Toronto,
February 3-5, 2006. 

✎ Facilitate 
a strong CHS
presence at 
the Hemo-
philia 2006
World
Congress
taking place
in Vancouver, B.C. 
in May, 2006.

✎ Continue, in
conjunction with community partners, to
pressure key decision-makers at the federal
level, to act on their agreement to
compensate those excluded from the 86-90

Hepatitis C Compensation Plan, and to
develop and implement a long-term,
comprehensive hepatitis C strategy.

✎ Host a symposium for individuals living
with HIV/AIDS contracted through the use
of blood or blood products, in conjunction
with the 2006 International AIDS
Conference.

✎ Work to ensure
adequate resources
and quality compre-
hensive care in
Canada’s network 
of 25 specialized
Hemophilia
Treatment Centres.

✎ Promote timely access to effective drugs
to treat HIV and hepatitis C, on behalf of
people infected through blood and blood
products in the past.

✎ Continue to play an active role in the
development of policies which will favour a
safe blood system for all Canadians.
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for 2005


