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The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our
mission and vision. We are fortunate to count on a group of exceptional donors who have committed
to making an annual investment to support the CHS and its core programming needs.

To recognize this special group of donors we have created the BeneFACTORs Club, the CHS’
highest philanthropic recognition, which symbolizes the critical bond between our organization, the
donor and every person we serve with an inherited bleeding disorder. Corporations that make annual
gifts of $10,000 or more to support our organization and its core programming needs are recognized
as members of the BeneFACTORs Club.

The Canadian Hemophilia Society acknowledges their tremendous effort.
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The BeneFACT  Rs Club

Grand Benefactor - multi-year commitment
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Word from the editor

François Laroche
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was one of 250 participants at Rendez-vous 2013 held in
Winnipeg, May 24, 25 and 26. Once again, this event was a
huge success and the topics discussed in the medical and

scientific symposium were extremely interesting. I particularly
enjoyed the Friday morning session on medical perspectives with
presentations on personalizing prophylaxis, longer half-life clotting
factor concentrates (and the debate that followed) and gene therapy.

A presentation by Dr. Victor Blanchette, Personalizing prophylaxis:
pharmacokinetic vs. weight-based dosing, forced us to consider the
tremendous costs of long-term prophylaxis and hence the importance
of optimizing treatment regimens based on the patient’s weight and
the pharmacokinetics of the different antihemophilic products on
the market. Given pharmacokinetics and recovery rate, for example,
a factor VIII concentrate can have a half-life of 9 to 12 hours, whereas
factor IX has a half-life of 20 to 24 hours, factor VII a half-life of 2 to
4 hours and factor XIII a half-life of 10 to 12 days. This suggests that
every prophylactic protocol should be personalized. But what is the
ideal dosing to prevent the inflammatory “storm” and, in the long
term, arthropathy? Is higher factor dosing but less frequent infusions
the best option? Or lower dosing but more frequent infusions? We
must also keep in mind that the majority of subclinical bleeds, that is,
that have not yet caused visible symptoms, occur when trough levels
drop below 1%. The issue is now on the table and the question is: Are
we making optimal use of our products?

A presentation by Dr. Manuel Carcao, Longer half-life clotting
factor concentrates, followed. Because the molecule is smaller, better
results have been obtained in clinical trials with factor IX than with
factor VIII concentrates, regardless of the technology used to prolong
the half-life—glycoPEGylation, albumin fusion or immunoglobulin
fusion. In fact, these technologies have made it possible to multiply
the half-life of factor IX by a factor of three to five, whereas the half-
life of factor VIII is improved at best by a factor of 1.6. In addition,
clinical trials have not demonstrated any major adverse effects in
patients to whom the new factor concentrates were administered. In
practical terms, this means that a person with hemophilia B would
require only one infusion a week, or even one every two weeks, and
a person with hemophilia A could decrease his or her infusions from
three times to twice a week. These products will be available very
soon in Canada, probably within the next year.

In the debate that followed, referencing the arrival of longer 
half-life products soon to be available on the market, Dr. Alfonso
Iorio, Dr. Georges-Étienne Rivard, David Page of the CHS and
Christine Keilback of the CHS Manitoba Chapter looked at two
options: less frequent infusions or higher trough levels? The panelists
reached a consensus: probably the ideal solution for patients would
be to slightly reduce infusion frequency while maintaining higher
trough levels, the aim would be to maintain their trough levels above
5%. In other words, turn severe hemophilia into mild hemophilia.

Again, it’s a question of personalizing the
treatment regimen according to the
pharmacokinetics of the specific product
concerned and the pharmacodynamic in
each individual.

As for Dr. David Lillicrap’s fascinating
presentation on gene therapy, please see
the article by David Page on page 14.

I would like to congratulate all the
organizers, health professionals, sponsors
and participants who made Rendez-vous
2013 such a high-quality event. Special
thanks to the volunteers of the Manitoba
Chapter for their warm welcome and their
availability throughout the three days of
the event.

From left to right: Christine Keilback, Dr. Rivard, David Page, Dr. Carcao and Dr. Iorio participating in the debate
Less frequent infusions or higher trough levels? at Rendez-vous 2013.

PAYING TRIBUTE TO THE CHS PRESIDENTS OF THE PAST 60 YEARS

I
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n collaboration with Canadian health care providers, Canadian
Blood Services and Héma-Québec, the Canadian Hemophilia
Society is promoting the development of an ambitious

integrated information management system for inherited bleeding
disorders. It is hoped that a business case will be submitted to the
provinces and territories later this summer. If accepted, the system
would be developed in the 2014-15 time period.

The goal of the project is to create a system to help achieve
optimal utilization of clotting factor concentrates and improve health
outcomes through a new electronic patient record integrated with
the patient infusion reporting system. This system would utilize new
technology to allow smoother data entry and
better access to data for health care providers
and patients, while minimizing manual effort.

For people with bleeding disorders, a well-
functioning information system would have
several benefits:
1. an easier way to report home infusion and
bleed information to one’s bleeding disorder
centre;

2. more feedback on one’s personal factor
utilization and its impact on individual
health outcomes;

3. more data for research and increased
knowledge of what leads to good health
outcomes;

4. increased information for the health system on product utilization
and, we believe, increased justification for optimal care protocols,
including prophylaxis.
The bleeding disorder community has benefitted from the

Canadian Hemophilia Assessment and Resource Management System
(CHARMS) for the last 15 years. This system, developed by the
Association of Hemophilia Clinic Directors of Canada (AHCDC),
provided bleeding disorder treatment centres with electronic patient
files. It helped with the transmission of clotting factor utilization
information to CBS and Héma-Québec for purposes of inventory
management and purchasing. Most importantly, it provided
anonymized information to researchers to answer questions about
health outcomes. The technology, however, has become outdated.
Moreover, CHARMS has no interface with systems like EZ-Log© and

Helitrax©, used by patients and caregivers to report home infusions.
Paper-based infusion/bleed logs are difficult to work with. Nor does
the current version of CHARMS communicate easily with provincial
transfusion registries that track the distribution of clotting factor
concentrates. This lack of integration results in clinic personnel having
to manually record information two or three times for each infusion.
In worst cases, information is not recorded and tracked due to lack
of resources. 

In recent years, considerable efforts have been deployed to improve
information systems for the bleeding disorder treatment centres. The
AHCDC has been working to create a web-based version of CHARMS.

The British Columbia Provincial Blood Coordinating
Office, in consultation with health care providers
and patients in B.C., created iCHIP, the Inherited
Coagulopathy and Hemoglobinopathy Information
Portal. iCHIP includes an electronic infusion/bleed
reporting system, a clinic module and an interface
with the provincial transfusion registry. The
eventual new system, perhaps the best of
CHARMS and iCHIP, would send data via a
SmartPhone or a computer. Paper infusion/bleed
logs would be scannable.

Other countries are pursuing similar objectives.
The National Blood Authority in Australia is
developing MyABDR (My Australian Bleeding
Disorders Registry). The American Thrombosis and

Hemostasis Network (ATHN) is partnering with treatment centres and
patients to create a single dataset to support care and research. In the
United Kingdom, the HAEMTRACK system will permit home infusion
information to be more easily integrated into the UK Haemophilia Clinic
Directors Organization’s Haemophilia Centre Information System.

As with any electronic health record, the challenges in creating such
a system are important, not the least of which is to guarantee the safety of
personal health information and respect of provincial privacy legislation.

Meanwhile, what can patients and caregivers do while waiting for
this system to be perfected? First of all, provide the most accurate
infusion/bleed log information in a timely manner to bleeding
disorder clinics either on paper or electronically. Second, if asked to
“beta test” these new systems, please say “yes.” Patient/caregiver
input will be critical.

Craig Upshaw and Dr. Margaret Warner, president of
the AHCDC.

I
CHS promotes ambitious information management system
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Community news

C H A P T E R S P O T L I G H T

Hemophilia
Saskatchewan

Hemophilia Saskatchewan had
exciting spring activities. For World
Hemophilia Day, board members and
members at-large set up awareness
booths in Regina and Saskatoon.
One of our members even set up a
booth in her place of work and
donations were collected for all
those who wore red and white on
that day.

We are also happy to report that
we held our first Mother/Daughter
weekend at the end of April, which
was a complete success. There were
many opportunities for mother and daughter bonding, an
educational session on Women and Bleeding presented by
Bayer, and a presentation by our CODErouge ambassador,
Ann Wood. Along with the education came some fun; on
Saturday an illusionist entertained and mesmerized us all. This
is an event that we hope will continue. 

Alberta Chapter
Manny’s Mission blasts away fundraising goal

Jill Bryar and her family decided to celebrate
World Hemophilia Day by hosting a raffle in their
home community of Red Deer. Jill wanted to raise
$1,000 to donate to the Hemophilia Research Million
Dollar Club in her son Manny’s name. Manny was
diagnosed with hemophilia A at five months old
when his parents noticed several bruises on his
stomach. Jill had gone to school with someone who
had hemophilia but wasn’t clear what having this
condition meant. At two years of age, Manny now
has a port and receives infusions every second day.
Jill approached local businesses to donate items for a raffle. She decided
to sell $5 tickets throughout the month of April and in doing so also raised
awareness about hemophilia and the CHS. In the first week, the Bryars
blew away their goal and raised over $4,000! Take a look at Manny though.
He doesn’t look like a quitter, does he? Neither is his Mom! The donations
of items kept coming in and raffle tickets kept selling. At the end of April,
the funds raised totalled $12,585! Way to go, Bryar Family! You can visit
the Manny’s Mission Facebook page to see pictures and news at
www.facebook.com/pages/Mannys-Mission/230764077062651?fref=ts. 

Toronto and Central Ontario Region (TCOR)
Fourteen TCOR dippers and friends took the plunge into Lake Ontario on a very frigid Saturday morning for our Polar Bear Dip on April 13 and

together collected donations close to $11,000! Prizes were also awarded for best adult costume to Lara Oulahen, best kid costume to Jenna and
Trevor Reid, longest dipper to Maryam Naji and Mark Oulahen, and most collected pledges to the Shock and Thaw Team (Victoria Kinniburgh,
Suzanne Bevan, Jeff Kinniburgh and Kelly McCurrach). Thank you dippers for your outstanding commitment and devotion!

CHS launches assessment of HTC resources
ver the next year, the CHS will be conducting an assessment of hemophilia treatment centre (HTC) resources. The goal is to gather data
to determine if a lack of human and material resources is affecting HTCs’ capacity to deliver care according to the Canadian Comprehensive

Care Standards for Hemophilia and Other Inherited Bleeding Disorders, adopted in 2007.
A self-assessment conducted by HTCs in 2010 revealed that only 14 of 24 HTCs have a complete complement of core team members as

listed in the standards.
The assessment is being carried out with the support of the Association of Hemophilia Clinic Directors of Canada. Participation by HTCs is voluntary.
Members of the CHS national staff will meet all members of the HTC core team in short face-to-face interviews. In addition, a representative

random sample of patients or their caregivers will receive a survey by mail to measure their satisfaction with the services they receive. The
approach is based on a similar assessment carried out by the CHS Quebec Chapter.

Reports will be prepared and shared with each HTC director. If necessary based on the results, the CHS will then work with the chapter and
the HTC to advocate for the necessary resources with hospitals, regional health authorities or Ministries of Health.

If you receive a survey by mail, we strongly urge you to take a few minutes to carefully complete it. The questionnaire is anonymous. 
All answers will be treated to respect confidentiality. Your participation is essential. - D.P.

O
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C O M M U N I T Y  N E W S

Manitoba Chapter
Manitoba Chapter Garage Sale

On June 9, it took an army of Manitoba Chapter volunteers one hour to take all the donated articles out of the Portage Avenue office to
the back parking lot! Customers lined-up all morning to purchase items. There was a lull around lunch time but picked up again until closing
time at 2 p.m. We raised $1,480 for programs and services for Manitobans with inherited bleeding disorders. We were so grateful that the rain
held off until the sale was over.

Thank you to everyone who donated goods over the past few months. It was overwhelming how much “stuff” we collected. A special thank
you goes to Marilyn Decker who had all her friends and family clean out their homes for us. Thank you to Victoria Markstrom, Lara Rykiss and
Bruce Cameron who sorted the contributions. Thank you to the amazing crew of volunteers who worked so hard to make this event such a
success. We love our volunteers!

Hemophilia Ontario
Dr. David Lillicrap was the keynote presenter at Hemophilia Ontario’s AGM on April 27. Dr. Lillicrap’s presentation on Hemophilia treatment

advances: Prospects for the next decade was well received. His ability to present the most complex information in everyday language engaged
those present from start to finish. CODErouge ambassadors Amy Griffith and Michelle Lepera and social workers Connie Shrubsole and Cindy
Milne Wren (HERO study) wrapped up a successful day.

Thank you to the retiring Board members for your time and commitment and welcome to the 2013-2014 Board of Directors. We are in the
final approval stage of the amalgamation of TCOR and Hemophilia Ontario; planning is underway for 2014 programs and events, and this year’s
programs are well underway.

Quebec Chapter (CHSQ)

The CHSQ held its first Red, White and You Walk on May 19 at Maisonneuve Park in Montreal. Thanks to all our
participants, partners, sponsors and event volunteers, this fundraising and awareness activity was a total success.
More than 150 people attended our event and took part: chapter members, families, friends, colleagues, and even
some passersby. We raised close to $17,000, with nearly two-thirds of these funds raised by our members and their
friends. Thank you and see you next year for the second edition! 
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On May 25 in Winnipeg, 
in conjunction with Rendez-vous 2013, 

the CHS recognized dedicated volunteers, staff and 
health care providers who made a significant contribution 

to the bleeding disorder community.

2 0 1 3  A W A R D  R E C I P I E N T S

HONORARY LIFE MEMBERSHIP AWARD

This award is the highest category of National Awards and is based on exceptional leadership
and devotion to the CHS over many years. This award is given to an individual who has
merited special recognition for outstanding efforts, at the national level, to further the
mission and objectives of the CHS and the development of public recognition of the CHS and
its goals.

Pamela Wilton, RN
am Wilton’s exceptional leadership and devotion to the CHS for more than 20 years makes
her an ideal recipient for the Honorary Life Member Award. When her son was diagnosed

more than twenty years ago, Pam immediately got involved in projects that embody all the
objectives for which this award was created, working towards better treatment for all and
improved educational and support services for people in the bleeding disorder community. Pam
has sat on various boards and committees over the years at the regional (SWOR), provincial
(Hemophilia Ontario) and national (CHS) levels and has recently been elected to the Executive
Committee of the World Federation of Hemophilia (WFH).

She has been a delegate for Ontario on the national board for over ten years and served as
vice president of programs and chaired the national Program Committee for eight years. She has been a member of the CHS Executive
Committee since 2001 and served as president from 2008 to 2010. Pam is currently the chair of the CHS Care and Treatment Committee and
the International Projects Committee.

Pam’s unique perspective as a parent and as a nurse has been instrumental in the development of the CHS educational resources such as
All About Hemophilia: a Guide for Families, All About Carriers, the FactorFirst card, and the Passport to well-being program. She has been a
strong supporter of standards of comprehensive care and has lent her support to other parts of the country who were advocating for improved
comprehensive care in their region. Pam is always ready to share her expertise and knowledge as a speaker at the CHS Medical and Scientific
Symposia and WFH congresses.

Pam’s dedication and outstanding efforts to further the mission and objectives of the CHS are a source of inspiration for all. 

Pam Wilton and Eric Stolte

P
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CHAPTER RECOGNITION AWARD

This award is designed to recognize chapters and regions who have demonstrated a
significant achievement over the preceding year or years in one or more specific areas such
as fundraising, communications, peer support/education, advocacy or chapter development.

Hemophilia Ontario | CHAPTER DEVELOPMENT
emophilia Ontario underwent significant operational and organizational changes towards
becoming a stronger provincial chapter. In 2012 the chapter:

▪ amalgamated the Toronto Central Ontario Region with Hemophilia Ontario to again
become a provincial chapter with one charitable status number;

▪ implemented a new governance model with clearly defined roles that fosters trust and
open communication;

▪ strengthened working relationships at all levels and reinforced its collaborative efforts
with key community partners and the Ontario hemophilia treatment centres;

▪ worked more effectively with their funder (Ministry of Health) to better understand and
meet its requirements;

▪ developed and implemented a variety of policies and procedures in the areas of human resources, administration, health and safety
and other programs to ensure consistency in how all staff and volunteers operate;

▪ submitted their 2011 Annual Report for Volunteer Sector Awards through the Queen’s University School of Business and was recognized
as one of the top three finalists for organizations with a budget up to $1 million.

After a period of upheaval and uncertainty, the Hemophilia Ontario Board of Directors and staff banded together to focus on working as
"one organization". Resilience is the word that captures much of what transpired in 2012. A unique blend of challenges and accomplishments
gave Hemophilia Ontario the opportunity to establish itself as a strong organization where change was key to its evolution and survival. 
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FRANK SCHNABEL AWARD

This award was initiated to honour the outstanding service of Frank Schnabel, the founder of
the Canadian Hemophilia Society, for his valued role in the growth and development of the
CHS, the education and care of people with hemophilia and other bleeding disorders, and the
education of the public regarding the needs of the bleeding disorder community. The award is
presented in his name to honour a volunteer at the national level of the CHS, who, over a
number of years, has rendered distinguished services and noteworthy contributions to the
mission and objectives of the CHS.

François Laroche
rançois joined the Quebec Chapter as an active volunteer in 1993. Trained in journalism at
the Université Laval, François quickly took on the challenge of resurrecting the chapter’s

newsletter, L’Écho du facteur and has been its editor-in-chief for the past 20 years. He was a
delegate to the national board for a few years. He has been active in blood safety issues in Quebec
as well as serving as president of the Quebec Chapter for over 10 years in total. He worked as the
volunteer interim executive director of the CHSQ for a year while the chapter got back on its feet.

In 2002, after the passing of Barry Isaac, François agreed to take on the volunteer job of editor-
in-chief for the CHS newsletter, Hemophilia Today. He has continued in this position for the past 11 years, working together with the national
staff and volunteers to bring all members of the CHS bleeding disorder community clear and concise information about treatment, the blood
system, compensation, reports from WFH congresses, the latest information on research and on-going information about all CHS chapters.
The quality of the CHS newsletter is, in part, due to François' excellent communication and language skills, as well as his vast knowledge of
bleeding disorders and treatment needs. Working side-by-side with CHS staff and volunteers, he continues to bring a variety of pertinent
information from the world of hemophilia to our front doors, in a format that is easy to read while maintaining a professional look.

François continues to be a dedicated full-time volunteer at the Quebec Chapter level, holding the position of president, sitting on the
Hemovigilance Committee of the Ministère de la Santé, collaborating internationally in twinning projects and managing the chapter’s staff.

As a person working to maintain the quality of services and information offered by the CHS to people with a bleeding disorder, François
helps to educate and empower the community so that people living with a bleeding disorder can get the information they need to take charge
of their lives. 

François Laroche and David Page

2 0 1 3  A W A R D  R E C I P I E N T S

Paul Wilton and Craig Upshaw

F
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C O M M U N I T Y  N E W S

AWARD OF APPRECIATION

This award honours an individual who has demonstrated outstanding service to the care of
people with inherited bleeding disorders over and above their responsibilities as a member of
the hemophilia health care team.

Morna Brown, RN
orna Brown is the embodiment of a hemophilia nurse. During her years at the hemophilia
treatment centre in Calgary, she helped create a warm and inviting environment for patients,

families and colleagues alike. Her clinical skills are second to none and many of us can credit
Morna with teaching us the art of caring for individuals with bleeding disorders. Her retirement
has saddened those who have had the privilege of working with her.

Morna has gone above and beyond her role as a hemophilia nurse. She has been an active
member of the local bleeding disorder community by participating in many of the organized social
events and has been recognized by the local CHS chapter for her efforts. On many occasions when
patients were asked who their hemophilia doctor is they replied "Morna Brown." She is a strong
patient advocate and empowered many by providing education and the skills needed to effectively
manage their disorder. She gave patients the encouragement and tools to live their lives to the fullest.

Morna helped train new members of the hemophilia team in Calgary by happily sharing her knowledge with physicians, nurses and allied
health professionals alike. She ensured that patients received the highest level of care by providing formal and informal educational sessions
to other disciplines and medical services. But Morna never stopped learning herself; she was always keen to broaden her own knowledge by
keeping abreast of the latest developments in the field of bleeding disorders and participating in research activities.

She never shied away from new research projects and selflessly offered her support in recruiting patients without asking for any recognition
or reimbursement in return. The rapport she developed with patients at the clinic was tremendous and Morna truly is one of the key factors
in the success of establishing the Calgary Adult Bleeding Disorders clinic in 2007. 

PIERRE LATREILLE AWARD

This award was initiated in memory of Pierre Latreille who was the CHS Finance Manager for
many years. This award for excellence is given to an employee of the CHS who has worked at
the national, provincial or regional level for a minimum of 5 years. The recipient is expected to
have demonstrated skills, dedication and accomplishments beyond the normal duties of an
employee.

Christine Keilback
hristine is the executive director of the CHS Manitoba Chapter. She creates a welcoming and
supportive environment for volunteers and others allowing them to engage with the chapter

to the best of their ability. She goes out of her way to get to know individuals and suggests a
committee, job or task best suited to the individual’s skill set and/or area of interest. The number
of volunteers that have been recruited over the years and who continue to work with the chapter
is remarkable. More outstanding is the number of volunteers that come from outside the bleeding
disorder community. This is a tribute not only to the good work the chapter is doing but even
more so to Christine and her engaging personality.

Christine is an eternal optimist. She thinks the best of everyone no matter what the circumstances are. This quality has made her a valuable
resource to the chapter and to the various volunteers, members and staff she works with. This optimism and positive outlook on life in general
make her an excellent role model and team player.

She is also committed to normalizing “living with a bleeding disorder.” She refuses to see those living with bleeding disorders as victims but
rather as those who have interesting challenges ahead of them.

The chapter has hired a second person in the office to assist Christine. This has allowed Christine to be more visible in a number of areas.
The chapter has partnered with the Manitoba Liver Foundation and Healthpartners. As a result, Christine has participated in numerous public
speaking events that have provided a platform to increase awareness of inherited bleeding disorders. She also makes presentations at schools
and other venues as the opportunities arise. As if this wasn’t enough, Christine is a mentor in Parents Empowering Parents. She does this over
and above her job commitments.

Christine does not shy away from new initiatives even if they make more work for her. In the past year as the chapter has embraced social
media as an enhanced method of communicating with their membership, she has gone from not knowing what a “tweet” was to tweeting
regularly on events and news items that our followers may find interesting. 

2 0 1 3  A W A R D  R E C I P I E N T S   

Jen Ruklic and Morna Brown

Christine Keilback and Kathy Mulder
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C O M M U N I T Y  N E W S

CHAPTER LEADERSHIP AWARD

This award is given to an individual who has merited special national recognition for
outstanding efforts to further the growth and development of a particular chapter or region.

Bill Featherstone | MANITOBA CHAPTER

ill Featherstone has served the Manitoba Chapter for over 30 years. In 2005, when it became
clear that the Manitoba Chapter was no longer financially viable, Bill came to the rescue of

the chapter. Bill was the pragmatic voice of reason in a time when the chapter had to follow their
heads and not their hearts. He had the knowledge and the skills to lead the Manitoba Chapter out
of certain financial ruin.

In addition to modernizing the accounting practices of the chapter in 2008, Bill led the Board
to conduct a Manitoba member needs assessment. The results have been used to encourage the
chapter to reinvent itself and to respond to the current needs of their membership. 2008 marked
a new round of strategic planning where Bill encouraged the chapter to accept the new economic
reality and to move forward to find new sources of revenue.

Bill has a passion for good governance. He has chaired episodic constitution committees that
have reviewed and revised sections of the Manitoba Chapter constitution regarding election
practices and conflict of interest guidelines. Bill gave the chapter strength and guidance when they needed it most. He is an excellent friend
of the chapter, has been honored with the Special Recognition Award; the chapter’s highest volunteer award for a person without an inherited
bleeding disorder. He is a mentor to all the directors of the Manitoba Board and to the chapter’s executive director. 

INTERNATIONAL CONTRIBUTION AWARD

This award is presented in recognition of a volunteer who, through continuing efforts over a
number of years, has made a significant international contribution to the development of care
and services for people with bleeding disorders.

Patricia Stewart
s chair of the Quebec Chapter International Projects Committee for almost 15 years, Patricia
Stewart has taken part in three of its twinning projects, including one with Tunisia that won

the WFH Twinning of the Year Award for 2010. With her strong interest in the international
community, Patricia has worked closely with the committee to ensure the success of each of its
activities and visits, as much for the Quebec Chapter delegates sent abroad as for the twinning
partners visiting Quebec.

Patricia is passionate about international twinning – even taking Spanish courses so that she
can better communicate with members and patients of the chapter’s most recent twinning partner,
Nicaragua.

Patricia deserves this award for her dedication and contributions to the goal that each person
living with an inherited bleeding disorder in the world will have access to optimal care. She
strives to make certain that each need is heard and met and that the WFH's objective of Treatment for All will one day be a reality. 

INAUGURATION OF THE JOHN PLATER ADVOCACY AWARD

OHN PLATER volunteered his time and skills and worked tirelessly for many years on behalf of people
with bleeding disorders. To honour his memory, the CHS has created the John Plater Advocacy Award.

This award was initiated to honour his contribution to both the Canadian Hemophilia Society and
Hemophilia Ontario Boards of Directors as well as his outstanding work to advocate for the rights of
people with bleeding disorders, HIV and hepatitis C, to improve care and treatment, to advocate for a safer
blood system and to obtain financial compensation for people with bleeding disorders infected with HIV
and HCV through the blood system. In future years, this award will be presented to honour a volunteer at
the national or chapter level of the CHS, who, over a number of years, has rendered distinguished advocacy
services to meet the mission and goals of the CHS.

2 0 1 3  A W A R D  R E C I P I E N T S

    

Bill Featherstone and Christine Keilback

Patricia Stewart and François Laroche
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Canadian Hemophilia Society
▪ September 13-15, 2013 – National Youth Workshop 
at the Me to We Leadership Centre, Bethany, Ontario.

Alberta Chapter
▪ September 13-15, 2013 – Goldeye Family Camp. 
Come join us for a relaxing weekend in the mountains
where your family can enjoy great company, campfire,
canoeing and much more. The theme this year is pirates!
So bring your best pirate outfit and be prepared to set
sails on the high seas at Goldeye Family Camp.

▪ October 4-6, 2013 – Parents Empowering Parents
Workshop Weekend at the Red Deer Holiday Inn. 
Please contact your local HTC for details.

CARTER’S QUEST FOR A CURE EVENTS:
▪ November 23, 2013 – Trade show in Airdrie, Alberta,
Bids for Bruisers Online Auction.

▪ November 30, 2013 – Mall in the Hall and Live Auction
and Cocktail Reception in Airdrie, Alberta.

Hemophilia Ontario
▪ September 2013 – Just the Guys for OEOR and NOR.
SWOR dates to be determined.

▪ October 25–27, 2013 – Wellness for Women
Conference, Geneva Park, Orillia.

Toronto and Central Ontario Region (TCOR)
▪ August 25, 2013 – Families in Touch at Centre Island

▪ September 21-23, 2013 – Just the Guys Weekend

▪ October 2013 – Commemorative Event; Movie Screening

▪ December 2013 – Camp Wanakita Registration Party

Central West Ontario Region (CWOR)
▪ September 7, 2013 – The Big Sale on the Little Street.
It’s back! Local volunteer Mary Pedersen’s Big Sale on 
the Little Street fundraiser will be taking place during
the Locke Street Festival (www.lockestreetfestival.com). 
All of the proceeds from this event will be donated to
support the Central West Ontario Region’s programs 
and services.

▪ September 13-14, 2013 – CWOR Supercrawl BBQ
Fundraiser & Education Booth in downtown Hamilton
(www.supercrawl.ca), The James Street Supercrawl is the
largest free art festival in Southern Ontario and boasts
approximately 80,000 visitors. If you are in the Hamilton
area during this weekend, you will not want to miss this
festival, so make sure to come down and visit
Hemophilia Ontario CWOR at our BBQ and education
booth. We hope to see you there!
If you have any items you would like to donate to 

the Big Sale on the Little Street or you would like to
volunteer your time for the sale and/or the BBQ, please
contact Alex McGillivray, regional service coordinator, 
at 905-522-2545 or amcgillivray@hemophilia.on.ca.

Quebec Chapter (CHSQ)
▪ October/November 2013 – Youth activity. Details to
come.

▪ November 2013 – 7th edition of Dance for Life Benefit
Show.

CHS 2013 
Board of 
Directors

From left to right – First row from the bottom: Craig Upshaw, Dan Doran, Paul
Wilton. Second row: Wendy Quinn, Kathleen Lawday, Mylene D'Fana, Pam Wilton.
Third row: Justin Smrz, Shelley Mountain, Jennifer Ruklic. Fourth row: David Page,
Bruce Rempel. Fifth row: Jeffrey Jerrett, John Rogasky, Tara Curwin. 
Missing from the picture: Dianna Cunning and Dr. Alfonso Iorio.
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ELEBRATING 60 YEARS. So much has happened in those 60 years! One of the

things that certainly stands out more than anything else is the astounding

advances in care and treatment. Our biennial meeting, Rendez-vous, could

do nothing less than highlight the more current and upcoming advances. And it did all

that and more. Rendez-vous was again the best place to be to network, to receive

training and to benefit from the knowledge and experience of more than 150 members

of the health care teams from the 25 treatment centres across the country as well as

patients and their families. – C.R.

C
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r. David Lillicrap, professor in
the Department of Pathology

and Molecular Medicine at Queen’s
University in Kingston Ontario,
began his talk at the Medical and
Scientific Symposium by saying
how happy he was to be at the
podium. “I’ve been talking about
gene therapy for hemophilia for a
long time and it was always ten
years away. Today, I can say that 
it’s a reality.” Clinical trials are
demonstrating beneficial effects
for a number of diseases, including
hemophilia B.

Dr. Lillicrap described four
approaches to hemophilia gene
therapy: mutation repair with
technology such as zinc finger
nucleases, cell-based therapies
using stem cells, non-viral gene
transfer with technologies such 
as targeted nanoparticles and 
viral gene transfer using viral vectors
to deliver the normal gene to the
desired location. It is the latter
approach that is the most advanced.

Seven clinical trials, three for
hemophilia A and four for hemophilia B, have been conducted with
55 patients over the last decade. They have permitted greater
understanding of the ways that viral vectors work. The latest, and
most promising, trial in patients with hemophilia B uses an adeno
associated virus vector type 8 (AAV-8). This virus is very common and
causes no disease in humans. A landmark paper in the New England
Journal of Medicine on December 10, 2011 described the research. A
single peripheral vein infusion delivers the hemophilia B gene to
the liver. Since then, trials have continued with additional patients.
In three of the nine patients, those who received the highest doses,
factor IX levels have stabilized and remained near five percent for
up to 18 months. Patients who had been on prophylaxis needed no

more preventative infusions of
factor IX. In cases where the body’s
immune system reacted to the vector,
a short course of immunosuppressive
drugs was successful in overcoming
the reaction. 

Dr. Lillicrap then described the
possibility of Canadian participation
in these ongoing clinical trials.
Subjects would need to have
severe hemophilia B, be 18 years
of age, have extensive prior
exposure to factor IX concentrates
and be HCV-negative. The
peripheral vein infusion, which
takes 30 minutes, would be done
at a large hemophilia treatment
centre (HTC) and the patient
would be observed for six hours.
He would need to visit his local
HTC twice a week for four months
for physical exams, measurement
of factor IX levels and liver
function tests. For the following
three months, HTC visits would 
be weekly. Monitoring would 
then continue indefinitely. People
with hemophilia B interested in

participating should speak to their physicians.
Dr. Lillicrap concluded by discussing some of the remaining

challenges. Researchers are working to perfect viral vectors so that
they are more efficient in delivering the factor IX transgene. Thirty
percent of people have pre-existing immunity to AAV-8 and therefore
the therapy would not be efficacious for them. Questions of long-
term liver toxicity need more study. Finally, if this were to be a
one-shot-for-life therapy, how would it be priced?

A similar procedure for hemophilia A is complicated by the size
of the factor VIII gene. But Dr. Lillicrap said he was confident that it
is just a matter of time before similar progress is made to make gene
therapy a reality for people with hemophilia A.

MED I C A L  A N D  S C I E N T I F I C  S YM PO S I UM R E N D E Z - V O U S  2 0 1 3

“I’ve been talking about
gene therapy for
hemophilia for a
long time and it was
always ten years

away. Today, I can say
that it’s a reality.” 

Gene therapy 
for hemophilia: 
now a reality

MED ICAL  P ERSPECT I VES

David Page, CHS national executive director

D

Dr. Lillicrap, presenting Gene therapy trial results at Rendez-vous 2013.



“My treatment has evolved
throughout my life as my needs
and circumstances have changed.
There has been a constant though;
as a severe hemophilia A patient, 

I have always treated
prophylactically.” 
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have had the opportunity to talk about treatment methods with
a lot of different people that have bleeding disorders, so I have

known for a while that it isn’t always an exact science. So much of
how we approach dealing with treating ourselves depends on what
experiences we’ve had. This inevitably includes many factors that don’t
directly involve medication, but they all add up in a way that affects
how we like to use our medication individually.

Winnipeg Nurse Coordinator, Dawn Zawadzki, has seen this in
action first hand with the individuals that make up her patient group.
She asked me to be part of a panel discussion at Rendez-vous that
would focus on how a group of young adult patients with bleeding
disorders approach their own prophylactic care. It was a great
opportunity to see that treatment is not as simple as a "units per
weight" approach. There were examples of high dose at lower
frequency, low dose at greater frequency, and on-demand
administration of products.

My treatment has evolved throughout my life as my needs and
circumstances have changed. There has been a constant though; as a
severe hemophilia A patient, I have always treated prophylactically. This
preventative approach has enabled me to live a life that is not affected
by abnormal bleeding, with a little extra work to stay as fit as possible
and a little extra caution when needed. From age three onward, I
treated three times a week with around 20 units per kilogram. Around
the time I was 16, I started to notice that I bled less irregularly and less
seriously than many of my peers also treating prophylactically. At that
point in my life I was a competitive swimmer training 14 hours per

A prolific 
prophylaxis 
discussion at 

week. I decided that fitness was an
effective way to treat hemophilia and
since then I have used it with prophylaxis
to manage my health. When I was 20, I
switched to just over five units per
kilogram daily.

The switch to low dose prophylaxis
has not caused any increase in bleeding
episodes for me despite the reduction of
factor VIII used, by 2,500 units weekly.
Another benefit has been a decrease in
the soreness that occurs in smaller joints
when trough levels drop in the time
between treatments — by soreness, I am
not talking about a bleed but rather
more like the start of a bleed. It happens in weaker joints that are used
often such as fingers, elbows and ankles. Soreness can also occur in
muscles that are subject to increased activity. Having a daily infusion
and maintaining a higher trough level has virtually eliminated this from
occurring.

In the end the panel discussion did show that treatment of bleeding
disorders is affected by many things: patient willingness, commitment
and adherence to the treatment plan, severity of the bleeding disorder,
activity levels, types of activity, etc. The important thing to remember
is that your treatment plan should take advantage of the resources
that are available to you and be in partnership with your care team.

Shannon Lane, BA, MPH
presenting Prophylaxis use
among youth with severe
hemophilia – Personalization
from the perspectives of persons
with hemophilia.

PSYCHOSOC IA L  P ERSPECT I VES
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Rendez-vous2013

Panelists discussing prophylaxis: L-R: Silvana Moran, 
John Schmitke, Cory Prestayko and Owen Perkins.

John Schmitke, young man with severe hemophilia A, Winnipeg

I
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Nicole Fontaine, Whistler, British Columbia

endez-vous 2013 focused on an important aspect of life for
individuals living with an inherited bleeding disorder: the

importance of staying active. Leading a healthy lifestyle is crucial to
help prevent bleeds and avoid obesity.

Physiotherapist Kristy Wittmeier spoke about the importance of
maintaining a healthy weight and helping adults and children make
healthy choices. She touched on the association of obesity with hip
and knee replacements in patients with an inherited bleeding
disorder. Joint bleeds due to heavy weight can be very wearing on
the body and damage the joints beyond repair. Obesity has also been
linked to osteoarthritis.

Wittmeier believes in categorizing people into stages of health
risks, and recommending weight loss when needed. There are four
stages. An aggressive treatment approach is recommended for
patients at Stage 3 to help them maintain a healthy weight, prevent
major damage to the joints and/or organs, and enjoy better quality
of life. At stage 4, organ failure and renal failure are possible; the aim
of her classification system is to help people avoid such extreme risks.

Physiotherapist Greig Blamey highlighted the importance of
personalizing sports and physical activities based upon an individual’s
characteristics.

Some benefits of sports and physical activity include: healthy
growth and development; prevention of chronic diseases such 
as cancer, type 2 diabetes and heart disease; joint and muscle strength

The importance 
of staying active

ne of the many fascinating topics covered at this year’s Medical
and Scientific Symposium in Winnipeg made everyone think a

little more about something we hear about everyday; exercise. We
hear it on the radio, from friends, from colleagues, and from medical
professionals: “Exercise is an important activity that we should
participate in daily.” But Greig Blamey, PT, gave it a different twist
and demonstrated how it should be prescribed like a drug!

How much exercise and what type of exercise should we all
engage in? The answer is that it varies. It varies from person to person.
Why is that? During his presentation, Greig introduced a list of
guidelines used by medical professionals to prescribe medication but

Exercise 
as a drug

Youth File
Justin Smrz
Co-chair, National Youth Committee

 

(very beneficial in weight management); and greater energy and
independence.

It is important to choose sports and physical activities wisely,
and rate the level of aggressiveness to assess whether it is right for
the individual. For example, golf is seen as a low-risk sport but can
be aggravating for individuals with chronic elbow bleeds.

The session concluded with goals to help the chapters and clinics
implement fitness programs for patients with bleeding disorders:
▪   targeted physiotherapy;
▪   fitness professionals designated for individuals with an inherited

bleeding disorder;
▪   educational modules;
▪   tools for implementation.

Rendez-vouswas an amazing event with remarkable presentations.
It is incredible how far we have come as a community. This was
definitely a milestone occasion, marking 60 years of success,
providing great directions for the future of care for individuals with
inherited bleeding disorders.

every time it said “medication” Greig replaced the word with
“exercise” and the whole document still made perfect sense.

Too much or too little exercise can be harmful, but also engaging
in improper exercise can be harmful. Another important note about
exercise is that it should be fun, not a chore! What it means is that
exercise doesn’t have to be going to a gym, going for a run, or going
for a walk. Of course, if you find those activities fun, continue. On
the contrary, if they don’t appeal to you, seek out activities that you
do enjoy. It can be an organized sport, an unorganized sport, or even
a social event where you can get out and move around! Do you know
if you are getting enough exercise or are doing the right kind of
exercise? Many people don’t and should go see their doctor for either
help developing an exercise regimen, or for a referral to a professional
who can guide you.

PSYCHOSOC IA L  P ERSPECT I VES
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Physiotherapists Greig Blamey, Kathy Mulder and Kristy Wittmeier at Rendez-vous 2013.

Upcoming Youth Workshop
Interested in learning how to take ownership of your bleeding

disorder, how to become a good leader and how to maintain and
strengthen your mental and emotional health?

The Canadian Hemophilia Society is hosting a weekend
workshop for young people (ages 18-30) affected by an inherited
bleeding disorder. Mark your calendar for September 13-15, 2013.
For more information please contact Hélène Bourgaize at 
1-800-668-2686 or at hbourgaize@hemophilia.ca. 
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r. Alfonso Iorio, clinic director at the Hamilton Hemophilia/Pediatric Thrombosis Program and CHS medical advisor, took an innovative
approach to present the future of hemophilia care, one of the consumer workshops presented on May 25 at Rendez-vous 2013. He started

with a slide “Exciting Times” and then wittily used these letters throughout the slide presentation to share his perspective. These are the 
10 trends the presentation focused on:

A clever illustration of the future of
hemophilia care at Rendez-vous 2013

New LifE Styles Things are changing fast and people need to find what works for them and leave “free space” to build capacity.

EXtra Challenges We need to think differently about care and find new models with pending changes.

New IdenTity Youth in the future will not be able to do what we do now (i.e., recognize a bleed).

Old ObjectIves We need safe products, comprehensive care and the availability of treatment/home treatment.

EterNal Dreams Care for all.

NetworkinG Youth are the future; we need to have the proper people in place at the proper time to move forward.

Turnover We need to find a way to involve new doctors in clinics and consider new clinic models.

Advances In Care Long-acting molecules and gene therapy will change everything we know.

New Research Methods There will be a paradigm shift.

Patient-CentrEd ReSearch Evaluation will be used to measure changes in patient outcomes over time.

Thank you, Dr. Iorio, for this unique view and for engaging us all to remain invested in future care.

Terri-Lee Higgins, executive director of Hemophilia Ontario

D

“Things are changing
fast and people need
to find what works
for them and leave
‘free space’ to build
capacity.”
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he Manitoba Chapter of the Canadian Hemophilia Society 
(CHS-MC) was proud to be the host of Rendez-vous 2013. It was

a special honour to host in the year that the CHS celebrates 
60 years of service to the inherited bleeding disorder community. As
the host, the CHS-MC provided the volunteers needed for the
conference and some assistance to the CHS staff in making contacts
with local vendors. Furthermore, we are proud of the contributions
made by the members of the Manitoba Bleeding Disorders Program
to the Medical and Scientific Symposium and of their leadership
within their respective professional groups.

It was not difficult to attract volunteers. The CHS-MC membership
was very eager to welcome fellow members and health care providers
from across Canada. So much so, that they greeted delegates at the
newly built Winnipeg James Armstrong Richardson International
Airport and escorted them to the historic Hotel Fort Garry. Tourism
Winnipeg helped us create welcome packages. We wanted delegates
to enjoy their stay and hope we convinced you to come back! Thank
you to the Manitoba Chapter volunteers who worked at the chapter
display table, assisted with registration, picked up delegates from the
airport, and participated in the weekend program.

Hosting and attending Rendez-vous is a unique opportunity. As
the host, we were able to have many more chapter members attend.

When can we host again?
Christine Keilback, executive director of the CHS Manitoba Chapter

Manitoba Chapter 
display table, from 
L-R: Christine Keilback, 
Bill Featherstone, 
Eric Keilback, 
Kathy Mulder, PT, 
and Owen Perkins.

“It was a special honour to host in
the year that the CHS celebrates 
60 years of service to the inherited
bleeding disorder community.”

The presentations at the Medical and Scientific Symposium were a
chance for members and health care providers to learn about the
most current topics and information in inherited bleeding disorders. 

At the CHS community workshops, members made connections,
exchanged ideas and learned from other members. Manitoba
participants experienced the “family” connection that exists in the
broader CHS membership. Attending the CHS Annual General Meeting,
and the Banquet and National Awards event gave everyone a greater
appreciation for the valuable work being done across the country.

Thank you to David Page, Hélène Bourgaize, Rachel Leslie, Joyce
Argall, Chantal Raymond, and Michel Long for involving the CHS-MC
staff and volunteers in the execution of Rendez-vous 2013. The CHS
team was seamless in their management of such a huge project. It
was very exciting to witness and be part of the team! When can we
host again?

T
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P R E S E N T I N G  S P O N S O R

A HEARTFELT THANK YOU
On behalf of the entire inherited bleeding disorder community, a special thank you to the sponsors of Rendez-vous 2013
for your support of the Canadian Hemophilia Society and your commitment to improving the health and quality of life of
all people with inherited bleeding disorders.

It is only through the collaborative efforts of our sponsors, health care providers and our community that we are able to
achieve success and change the landscape of inherited bleeding disorders in Canada. Once again, we thank you.

C H A M P I O N  S P O N S O R S

S U P P O R T I N G  S P O N S O R S

S P O N S O R

Shoppers Drug Mart Specialty Health Network
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Medical news

areer choices are important for anyone. For young adults with
hemophilia however, it is essential to carefully consider the
impact of the disorder on their career choices and the challenge

of attending university or choosing a profession.
People with hemophilia, like anybody else in the general

population, have the desire to have fulfilling and interesting
careers, despite having a chronic disease. Fortunately, modern
medical treatment and quality comprehensive care have enabled a
new generation to look forward to the possibility of a normal life
with less disability and the opportunity for greater educational
achievement.

Due to the advances in the treatment of hemophilia and changing
attitudes about what people with the disease are capable of, more
young people with bleeding disorders are enjoying a variety of career
opportunities. Nevertheless many people with hemophilia still report
negative experiences at work places and disclosure remains an issue.

Why do many people with hemophilia still often struggle to
maintain their jobs or obtain suitable positions?

It seems that social and vocational competence has multiple
components and involve the interaction of a few factors, including
adequate educational preparation and suitable choice of a career or
occupation, and the absence of educational preparation can have
serious consequences on vocations among this population.

What needs to change to create better future outcomes?
▪ Involving children and their parents with a planned program of
physical care and psychosocial counselling long before age 18. Early
vocational counselling is extremely important and this population
has to be counselled and trained for jobs suitable to their capacities.

▪ Parents have to realize that school is an important milestone in
socialization and that a good basic education is essential to a
successful future and a job that will provide the health insurance
their child will need as an adult.

▪ Parents need to educate school personnel about bleeding disorders
and schools are required to make necessary accommodations to
provide every child with a proper education in the least restrictive
environment.

▪ Health providers have an important role in supporting and
facilitating the transition of adolescents with bleeding disorders
into adulthood. This includes optimizing their ability to assume
adult roles and activities and assisting them to make plans about
decision-making status, education and employment opportunities.

▪ People with bleeding disorders need to be aware of their rights
when encountering discrimination due to illness or disability 
and use self-advocacy to remove barriers and to request
accommodation.

Hemophilia and career decisions: 
future outlooks
Hulda Niv, MSW, RSW, Alberta Children’s Hospital, Hematology/Hemophilia/Immunology Clinic

Social Workers Face-to-Face

For the past eight years, Hemophilia Today provided its readers with a very informative Hepatitis and HIV Press Review. We have come to
realize that with the enormous amount of research done in the field, information comes and goes faster than our publishing schedule. The
availability of online information also made it very difficult to keep up with the instantaneity of the Web.

As mentioned in the last few issues, we encourage all of you to subscribe to CATIE’s free bulletins and updates at
http://orders.catie.ca/subscription/subscribe.shtml to be kept informed of the most recent news regarding hepatitis and HIV, whether it’s
about research, recruitment or results of clinical trials, treatment, etc. The online catalogue from CATIE includes:

HepCInfo Updates – CATIE’s bi-weekly HepCInfo Updates aim to make HCV scientific findings more accessible.
CATIE E-bulletin – Regular reports on resources and services from CATIE and other organizations across Canada.
TreatmentUpdate – CATIE’s flagship treatment digest has kept Canadians current on the leading edge HIV and AIDS research and

treatment for more than 18 years.
The PositiveSide – Practical information and tips to help maintain your physical, mental, emotional, spiritual and sexual health.
CATIE News – Brief, focused updates on new and important developments in HIV.

We would like to thank Dr. Elena Vlassikhina for volunteering her time and expertise over the past few years in gathering the key articles for
this press review.

C
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� A record number of hemophilia therapies move through the
research pipeline
Montreal, June 21, 2013 – Hemophilia Today continues to closely

follow clinical trials for a large number of therapies, including a new
generation of longer half-life products as they move through the
research pipeline. We have been able to identify 26 new therapies in
development, ten for hemophilia A and VWD, eight for hemophilia B
(including two promising gene therapies) and eight bypassing therapies
to treat patients with inhibitors. While some of these are still at the
preclinical stage, when the research is conducted on mice and other
animals, many are in Phase III trials with patients, the final stage before
an application is made to market the product commercially. If the
results of the clinical trials are positive, we may begin to see the first
of these products prescribed in Canada in 2014. That’s only one year
away, not long in terms of drug development. For details, see
www.hemophilia.ca/en/safe--secure-blood-supply/products-in-
the-pipeline.

� Controversy continues over paid plasma donations
Toronto, June 28, 2013 – On June 27, Health Canada released a

Summary Report of the Round Table Discussion on Payment of Plasma
Donors in Canada. The Honourable Leona Aglukkaq, Minister of Health,
invited Canadians to express their views on the issues related to the safety
of plasma donation. See www.hc-sc.gc.ca/ahc-asc/media/nr-cp/_2013/
2013-87-eng.php. Following extensive media coverage starting in
February of Canadian Plasma Resources’ plans to open three plasma
collection centres in Toronto and Hamilton, Health Canada held this
round table with concerned individuals and groups in Toronto on April 10.

On June 17 a letter signed by Dr. Monika Dutt, chairperson of
Canadian Doctors for Medicare and published in Hill Times, asked the
federal government and Health Canada for national, public consultations
on the issue of compensation for plasma donations in Canada. The letter
was sent on behalf of a broad coalition, including unions, nursing
associations, seniors’ associations and health care networks. “We remain
in support of a public, not-for-profit, voluntary blood and plasma
donation system in Canada, and urge you not to proceed with approval
to Canadian Plasma Resources before real public policy discussion can
occur,” the letter states.

At its May 26 meeting, the Canadian Hemophilia Society Board of

The CHS National HIV-Hepatitis Committee is seeking new members
If you have an interest in

▪   ensuring that the needs of those infected/affected by HCV and/or HIV are well-represented in the planning and delivery of CHS
programs and services;

▪   making recommendations to the CHS Board of Directors on policy issues as they relate to those infected/affected by HCV and/or HIV;

▪   ensuring that the HCV/HIV infected community is well-informed on relevant news and issues;

▪   promoting knowledge and awareness among the HCV/HIV infected community of important medical and psychosocial information;

▪   playing a leadership role in HCV/HIV on the national stage liaising with relevant stakeholder organizations;

▪   providing support and advice to the CHS, its chapters and its members on the functioning of the various HCV/HIV compensation programs…
then you are a good fit to become a member of the CHS National HIV-Hepatitis Committee!
Please contact Michel Long at 1-800-668-2686 or mlong@hemophilia.ca for more information.

The Blood Fact  r

David Page
CHS National Executive Director

Directors adopted a policy that recognized the critical role of
compensated plasma donations in the supply of essential plasma-derived
medicinal products, including many kinds of clotting factor concentrates,
for patients in Canada. Seventy percent of the plasma used to
manufacture products distributed by Canadian Blood Services is currently
collected from compensated U.S. donors. This percentage rises to 90
percent for products distributed by Héma-Québec. The CHS policy does
not take a position for or against compensation for Canadian plasma
donors but rather articulates, should the practice expand, how this should
be done to optimize patient safety and not endanger the supply of fresh
blood components. The policy and supporting documentation are
available at www.hemophilia.ca/en/about-the-chs/public-affairs/
chs-policy-on-paid-plasma-donations.

� Health Canada approves five-year deferral for MSM
Ottawa, Montreal, May 22, 2013 – Canadian Blood Services and

Héma-Québec announced that they had received approval from Health
Canada to reduce the blood donation deferral period for men who have
sex with men (MSM) from “since 1977” to “five years from the last MSM
activity.” The change will be implemented in summer 2013. The decision
came after both blood establishments had submitted a policy change
request showing that the shorter deferral would not have any impact on
safety for recipients.

In September 2010, Justice Aitken of the Ontario Superior Court
found in Canadian Blood Services v. Freeman that the blood donor
deferral for MSM was not discriminatory. It made distinctions, not on
the grounds of sexual orientation, but rather for reasons of health and
safety. In the Court decision, Justice Aitken noted that the deferral of
men who have had sex with men, even once, since 1977, could not be
justified. She wrote, however, that the threat of emerging pathogens had
to be considered when establishing deferral periods for populations at
high risk for sexually transmitted infections.

In September 2012, the CHS Board of Directors approved a policy in
favour of a five-year deferral for MSM. See www.hemophilia.ca/en/
about-the-chs/public-affairs/chs-position-on-donor-deferrals.

It is hoped that this change will put an end to protests by some
community and student groups against a deferral they perceive as
unnecessarily discriminatory. In some cases, these protests led to boycotts
of blood donor drives on university campuses.
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he  medical symposium
really opened my eyes to
the great work being

done in hemophilia research
including the enormous strides
that gene therapy will bring for
members in our community. This
research is being done in part
thanks to grassroots volunteers
making a difference in big ways
in their local communities by
raising money for hemophilia
research through donations to
the Hemophilia Research Million
Dollar Club (HRMDC).

Two of those volunteers are
Alberta’s own Jen Ruklic and
Sheri Spady. These busy women,
mothers and region co-chairs
are using their families’ experiences with hemophilia and the support
they have received from the bleeding disorder community as
momentum to give back to the community that helped them through
tough times by developing local awareness and fundraising campaigns.

Let me tell you a little more about both of them. Jen Ruklic’s
journey with hemophilia began when her son, Carter Stephan Ruklic,
was born on June 12, 2008. The labour was challenging as Jen lost a
lot of blood. It took a really long time for the doctors to stop the
bleeding, but she thought nothing of it. Everything went smoothly
after that. A month later Carter was circumcised and when 
Jen arrived home she went to change Carter’s diaper, only to find 
an entire diaper filled with blood. They rushed back to the hospital. 
After five hours and endless blood tests their son was first diagnosed
with moderate hemophilia but were later told the lab had made 

a  mistake and Carter really
had severe hemophilia A. Jen
realized that her family’s life
had changed forever. She, her
husband Will and daughter
Cassie were in complete shock.
She remembers that during
the first visit to the hemophilia
treatment centre she was
handed a giant binder filled
with scary things: joint bleeds,
muscle bleeds, spontaneous
bleeds and the list goes on. She
was given a bag for the binder
and she felt like they had just
received a prize for being the
100th customer.

Once home she put the
binder and bag under her bed

because, as a child, that is where the monsters are. She spent the next
six months in a state of depression. Results from her tests also came
back revealing that her factor levels were low. They also had Carter
retested. Denial… Six months went by and Jen didn’t want to talk
about it or really acknowledge it until Carter had his first bleed. He
rolled over on a toy and bruised his back in the area where the kidney
is found. She started to cry, then all of a sudden stopped, looked at
Carter, smiled and said, “Mom’s got you.” She ran to her bedroom and
got the binder from under the bed. The monster was looking at her
in the face and she needed to help her son. So she took a deep breath
and did what she had to – admit that her son had hemophilia.

After that day she hit the ground running. She engulfed herself
with information, she attended the Society events and even went to
a women’s weekend for others with bleeding disorders.

This May I had the pleasure of attending my very first Rendez-vous – which welcomed delegates from

across the country into my own backyard of Winnipeg, Manitoba. As a volunteer it was a great opportunity

for me to attend the medical symposium and learn more about inherited bleeding disorders and the

current progress in research. In addition, the weekend event was a wonderful way to connect, share ideas

and be inspired by other volunteers across Canada who are doing great things in their chapters and regions.

V lunteer File / Our Stories

Ashley Tolton
Chair, National Chapter Relations Committee
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The cure is near—
let’s all help make it happen

Jen Ruklic (L) and Sheri Spady (R)
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Today Carter is five years old and their lives have changed so
much. Her son is an amazing normal little boy. He wears a helmet at
times and knee pads. She has learned to infuse at home, no port. She
finds the vein three times out of five. She joined the board for the
Southern Alberta Chapter of the CHS. She claims that she and her
husband are not anything special but they love their kids. And Carter
is no exception.

In order to raise awareness about inherited bleeding disorders she
created Carter’s Quest for a Cure. She installed an awareness, table
with materials from the CHS, at a local Walmart in Airdrie in 2010.
This led to fundraising efforts as she felt there was a need for her to
continue helping people understand the lives of those with
hemophilia. With the help of her husband Will and daughter Cassie,
the family raises funds for research to help Carter and other kids just
like him. They do a fabulous job! From online auctions and donations,
Mall in the Hall events, bottle drives, firewood sales, to garage sales
and raffle. Just recently she hosted a successful fundraiser called
Colour me Red, where local politicians and community members dyed
their hair red in support of the cause. 

Sheri Spady, is Jack Spady’s mother. Jack was born on May 25,
2007 and was diagnosed with severe hemophilia A when he was 13
months old when he got a scrape on his baby toe. It bled for
approximately five and a half hours before she and her husband Jason
were able to get it to stop and that was only after putting really firm
pressure on the toe for twenty-five minutes. Jack always had dark,
raised bruises, but they thought it came from learning to walk on a
hardwood floor and trying to keep up with his two older siblings,
Jaden and Ashley. They thought maybe he was low on a vitamin or
something. Within a couple of weeks of being diagnosed he 
was scheduled to have surgery; a port-a-cath was inserted into his
chest. It was a life saver but at the same time caused them a 
few problems.

Sometimes it was very scary for them. The rubber on the port
could break down so Sheri and Jason had to learn to give each other
needles to train themselves to give infusions. They needed to get into
the veins. It took Sheri two weeks of trying to infuse Jack before she
finally succeeded. In nine treatment days, he ended up with twenty-
two needle pokes in both his arms and his port because she kept
missing. He was such a trooper – he laid very still and there were very
few tears. They are so proud of how brave he is. When Jack was four
years old he had surgery to have the port removed. Now they give
him his medication through his veins. Some days are good and they

get it right away; some days are not and it takes them three different
pokes to get it in. Occasionally they hit a nerve which causes him to
holler in pain and they have to remove it and start all over again.
Through it all, Jack tells them it is okay. With recent breakthroughs
of longer lasting medication they too believe it will be okay.

Once he is old enough, he will be taught to self-infuse. The CHS
has camps across the country where nurses teach boys to self-infuse
and have fun with other kids who share the same problems.

Sheri decided to come up with a fundraising initiative after taking
Jack to preschool and having to explain what hemophilia was all
about. Most had never heard about this disorder. She was not aware
of any fundraising events going on in her community at that time
and decided to create her Our Plot to Clot campaign with the goal
of developing a fundraiser, not only to raise money but also to
increase knowledge of inherited bleeding disorders. This dinner event
provides an evening of information, entertainment, silent auction,
amazing prizes and much more!

These two special women are acquiring needed funds for research
while focusing on community awareness and education on inherited
bleeding disorders. They have raised close to $85,000 dollars between
the two of them for the HRMDC. And everyone is having a blast
participating in their initiatives! Thank you Sheri and Jen for your
outstanding commitment and enthusiasm!

Now you can see why I couldn’t help but be inspired by these two
volunteers, their positive attitudes and endless dedication to
motivating increased awareness and support. At Rendez-vous 2013,
they were able to reinvigorate their sense of purpose. As they
continue to work on their local fundraising initiatives, Jen and Sheri
are also looking to the future for bigger and better fundraising
initiatives for our national community and a way to continue the
fight for a world without pain and suffering and with the best
possible care for people with inherited bleeding disorders.

To learn more about Carter’s Quest for a Cure and Our Plot to Clot,
visit the Web sites: www.cartersquest.com and www.ourplottoclot.org.

Take the opportunity today to join in the great work being done
across the country to raise money for research. Contact your local
chapter or the national office for help getting started. Visit the CHS
Web site at www.hemophilia.ca/en.

The cure is near, and volunteers like you will make it happen.
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n March 4, 2013, Michel Long (CHS), Nicola Hope (WFH) and I
flew to Dhaka, Bangladesh, to meet with members of the
Hemophilia Society of Bangladesh (HSB), to discern whether a

twinning between the CHS and the HSB is viable.
Within a few hours of our arrival, the hotel management advised

us to not leave the hotel the next day — from 6 a.m. to 6 p.m. — as a
strike was planned by one of the political parties, which would disrupt
business, transportation, etc. So, flexibility was the order of the day!

The HSB executive quickly modified their plans for the next three
days. This meant cancelling the Youth Camp (scheduled to be held in
Sylhet, a seven-hour drive north of the capital); securing a new place
for the educational sessions; rearranging plans for the hospital and HTC
visit. This was done speedily and efficiently. The HSB office, located on
the ground floor of the HSB president’s home, is where patients can
come for infusions and where meetings are held. The HSB initiated and
manages the patient registry (now with 581 names).

Our visit to the HTC and lab revealed the good progress they have
made in collaboration with the medical community and their ongoing
positive working relationship. About 50 people (moms, dads, children)
attended the Educational Day. The program consisted of: 1) a brief medical
session by a hematologist; 2) a physiotherapy session by a hemophilia
trained physiotherapist; 3) a self-infusion lesson; 4) a yoga/meditation
session related to pain management; 5) a question and answer session
with CHS and WFH representatives. All took place in Bengali or English
with a translator.

The Bangladeshi are wonderfully warm and eager for continued
progress for those with bleeding disorders in their country. Psychosocial
issues are a significant factor, as hemophilia is perceived to be a liability,
and, as one mother said, “Who will want to marry my son, who has
hemophilia, as he may not be able to find a job and provide for his
family?” Or: “Who will marry my daughter, for fear she may be a carrier

and have a son with this disability?” There is shame, embarrassment, a
sense of needing to “hide” this type of condition. This perspective and
feeling of wanting to hide the condition is not uncommon and is felt in
many, many places (including in Canada). 

In finishing our SWOT analysis (for strengths, weaknesses, opportunities,
and threats), we concluded that despite limited resources, the HSB
executive and volunteers are very committed and dedicated; they have
worked to offer activities and services to benefit hemophilia families
and they have a vision for the organization, for better future treatment
and care in their country.

Several areas arose as aspects to focus on, such as strategic planning,
good governance, volunteer recruiting and management, and chapter
development in other parts of the country. Building on the HSB’s strong
foundation, a twinning arrangement would improve the overall
functioning of the Society and assist in securing better care for those
living with hemophilia in Bangladesh. With its population of 169 million
people, statistically (according to the hemophilia prevalence rate in

countries where diagnostic tools are readily available), there
should be 16,000 people in Bangladesh with hemophilia — to date,
581 are registered. This is progress, but there are over 15,000 to go!

Twinning with Bangladesh has the potential to increase youth
and adult volunteer involvement in both countries, generate
greater public awareness and advocacy, and increase awareness
among health care professionals.

It was a very moving experience to be in Dhaka, sharing stories
and common experiences with people in Bangladesh’s hemophilia
community — which were not dissimilar to what we in North
America have experienced over the years, especially 60 years ago.
It was a reminder that globally, we all care for our families,
desiring a better life for them; we want them to experience as
healthy a life as possible; to see them productively engage in and
contribute to their communities. What a privilege to go!

If you are interested in joining the CHS team that will be
working on this twinning project, please contact Michel Long
at 1-800-668-2686.

A Global Perspective

The Canadian Hemophilia Society 
and the Hemophilia Society of Bangladesh
Marion Stolte, CHS volunteer
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