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WORD FROM THE EDITOR
by François Laroche

Seventy-five percent of the people in the world with a bleeding disorder have limited or no access
to efficient treatments. We can all agree that this is an appalling fact …

D

ue to economic factors at play and the lack of hemostasis
expertise among available doctors, these individuals
are concentrated in emerging countries. The World
Federation of Hemophilia (WFH) created the twinning
program to try to bridge this gap between care and treatments
provided in developing countries compared to the standard in
established countries, namely, advanced treatments and optimal
care, as is the case here in Canada.
There are two types of twinning: the twinning of treatment
centres, where a centre in an emerging country is paired with one
(sometimes two) established centres located in another country,
and of greater interest to the CHS and its chapters, the twinning
of organizations, where an established patient group enters into a
partnership with an organization from a developing country. The
aim is to strengthen the association in the developing country to
ensure that it is able to better advocate for its members and do the
necessary lobbying of government decision-makers to improve the
care and treatments available to them.
The CHS and its chapters have clearly understood the importance
of this type of twinning having been very active over the last 17 years
and building up a great deal of experience in this area. In fact, there
have been 13 organizational twinning partnerships involving the CHS,
or its chapters, since 2000. I have personally been actively involved in
three of these twinnings − including the very first one with Senegal −
and each time it has been a growing experience for me thanks to the
extraordinary encounters I’ve had. I have also derived a great deal

of satisfaction from seeing the difference, however small, that I have
been able to make. Incidentally, Geneviève Beauregard’s article, on
page 17, about the closure of a twinning project between the Quebec
Chapter and the Nicaraguan Hemophilia Association is a touching
account of all that this twinning has meant to her. On the same page,
you can also learn more about potential twinnings in the planning
stages across Canada.
Additionally, the WFH is setting up a third type of twinning
partnership, youth committee twinnings. And who better than the
Canadian youth group to launch the pilot project with the youth
group from Bangladesh? Read Zach Adams’ text on the subject
on page 16. Finally, I invite you to read more about organization
twinnings in an excellent write-up from Patricia Stewart on page 5.
She delivers a very good overview of all the ins and outs of, in
particular, twinning partnerships involving provincial chapters.
In this issue, you can also read a very interesting interview,
conducted by David Page with the ever-affable Dr. David Lillicrap,
on the subject of current treatments and especially those still to
come. We live in extraordinary times in terms of the progress
being made with treatments that are available, or that will soon
become available to Canadians with a bleeding disorder. Those
with lingering doubts will certainly be convinced after reading this
article.
And last but not least, the Our Stories column, in which Rob
Cooper shares with us his story, his outstanding achievements and
his remarkable project … Enjoy!

Hemophilia Today November 2017

3

MESSAGE FROM THE PRESIDENT
by Paul Wilton

Important changes to staffing
structure at the CHS

T

oday I am writing to let you know about exciting changes
in our staffing structure to begin the 2018 year. David
Page will be stepping down from the national executive
director position at the end of this year. David has
dedicated his life to serving the inherited bleeding disorder
community in both volunteer and staff roles.
“After ten years as executive director of the CHS, I feel it is time
for change, both personally and collectively,” David said. “I hope to
decrease my workload and responsibilities, while focusing on key areas
of our work, including efforts to maintain optimal standards-based
comprehensive care and timely access to innovative therapies. I believe
the new staff structure adopted by the Board of Directors puts the CHS
in an excellent position to attain the goals of our strategic plan.”
On behalf of the Canadian Hemophilia Society, I extend
our deepest thank you to David for a lifetime of service to our
community. I am pleased David has agreed to stay on with the
organization to help train, support and mentor a new generation of
leaders. David will serve as our director of health policy.
Over the past several months, the board has examined the
different options with regard to renewing leadership at the staff
level. It is with gratitude and excitement I announce the executive
directorship will be shared by two trusted members of our
community, Hélène Bourgaize and Deborah Franz Currie. Hélène’s
and Deborah’s complementary skills have been integral to the
work of the CHS over the past decade and more. I cannot thank
them enough for their dedication, passion and enthusiasm for our
community and the work they do on a daily basis. I look forward to
experiencing their further success with the CHS and witnessing the
difference they make for our community.
To give national and chapter board members, committee
members, volunteers, health care providers and members of
the bleeding disorder community a better idea of who to contact
at the national office, here is a breakdown of the key staffing
responsibilities coming into effect on January 1, 2018.
The board will regularly review this operating structure and we
welcome your input.
We are here to serve you! We welcome your comments,
suggestions or questions at any time. If you are ever unsure
whom to contact, please call, mail or e-mail me or any member
of our friendly staff team. We are happy to connect you with the
assistance you need.
Paul Wilton, CHS president
president@hemophilia.ca
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Hélène Bourgaize, co-executive director,
director of human resources, chapter relations
514-848-0503, ext. 222, hbourgaize@hemophilia.ca
Support to national Board of Directors, annual action plan, budget and
financial reporting, management of human, financial, material and
information resources, chapter relations, policy development, support
for youth leadership

Deborah Franz Currie, co-executive director,
director of resource development
416-618-3124, dcurrie@hemophilia.ca
Support to national Board of Directors, external relations, national
fundraising, support for chapter fundraising, relations with pharmaceutical
companies, overall program direction, annual action plan, budget and
financial reporting

David Page, director of health policy
418-884-2792, 418-559-2692, dpage@hemophilia.ca
Advances in coagulation therapies, relations with external bodies in health
policy and delivery, comprehensive care, support for chapters’ efforts to
promote standards-based care, blood safety and supply, assistance in
organizing medical/scientific workshops and conferences

Joyce Argall, individual giving manager
514-848-0503, ext. 228, jargall@hemophilia.ca
Support for the Hemophilia Research Million Dollar Club, website
donations, donor data base, direct mail program, preceptorship program,
scholarship and bursary program

Michel Long, program manager
514-848-0503, ext. 225, mlong@hemophilia.ca
Coordination of CHS research programs, support for international
projects and twinning, support for program implementation

Chantal Raymond, communications manager
514-848-0503, ext. 226, craymond@hemophilia.ca
CHS publications, Hemophilia Today, E-newsletter, social media platforms,
annual report, support for program implementation

Rachel Leslie, project coordinator
514-848-0503, ext. 223, rleslie@hemophilia.ca
Support to health care provider groups, Parents Empowering Parents (PEP),
website development and updating, social media platforms, bookkeeping

Stéphane Lemieux, chief accountant
514-848-0503, ext. 227, slemieux@hemophilia.ca
Accounting, budget preparation, accounts receivable and payable, budget
variance, preparation of financial reports and statements, investments

COMMUNITY NEWS
CHAPTER SPOTLIGHT – INTERNATIONAL TWINNINGS

International
chapter twinnings
– a two-way street
by Patricia Stewart, La Durantaye, Quebec

T

he World Federation of Hemophilia HOT program
(Hemophilia Organization Twinning) was developed so
that an established patient organization could share its
skills and experience with an emerging one. The goal
is to help the emerging country build a strong and well-organized
group, which can then offer support and education programs to its
members and advocate for improved care and treatment.
The Quebec Chapter was the first official Canadian group to
participate in a HOT project with Senegal in 2000. Since then, there
have been 13 HOT projects with Canadian organizations. Because
security is a priority, two projects were cancelled due to political unrest.
The biggest challenges in twinning are communication and
cultural differences. While internet has facilitated communication in
most countries, even when you speak a common language, there can
still be comprehension problems. It’s also difficult not to interpret
everything through the filter of our own culture, but twinning with an
emerging country requires this adaptation. While consultation and
versatility are necessary to address differences in work methods and
in cultures, the goals of the twinning project must coincide.
In some countries, technology is not readily available to all
members and contact can be difficult to maintain. A communication
strategy must be developed to ensure regular contact between twins
for progress reports. Meeting deadlines can also be challenging for
volunteers from emerging countries since they often must deal
with their own jobs, families and health issues, especially if they
have little or no treatment.
Demands on volunteer time can be challenging on both sides
for meetings, reports and communication. Even when technology
is readily available, differences in time zones have to be taken into

Despite the challenges and frustrations, HOT program is
far from a one-way street, and the developed twin can learn
a lot from the emerging group, as stated here by volunteers
with twinning experience:
Our chapter gained valuable experience and will implement
the knowledge and perspectives gained in our own work.
- Milena Pirnat, Manitoba Chapter
Twinning served to reinforce and expand the knowledge
and experience of our young team members and hone their
leadership, communication and problem-solving skills. Learning
about another culture is always beneficial. Exposure to diversity
broadens our thinking and assists us in understanding and living
in harmony with people of other cultures. - Candace Terpstra,
Hemophilia Ontario
Preparation for meetings with governments and hospital
officials in other countries helped us to refine our advocacy
skills. - Pam Wilton, Hemophilia Ontario
We learn to do more with less. Noticing progress in the
emerging country from a visit to another is very satisfying. We
also much more realize just how much work has already been
done so that we can count on the optimal care and treatment
we have today in Canada. - François Laroche, Quebec Chapter
Exposure to people with sub-optimal care in the course of a
twinning project shows young people in our chapters that there
is another reality of hemophilia, a reality in which the disease
leads to severe joint damage and, all too often, death. They
become less complacent and more motivated to be engaged,
both at home and abroad. - David Page, Quebec Chapter
account. While there are numerous apps and programs for written
communication, nothing is as efficient as direct conversation.
Travelling to another country often means taking time off work and
dealing with jetlag.
Not all chapter members are in favour of twinning projects since
it can take time away from other projects, including staff time, and
some feel there’s no chance for sustainable change. However, when
members see the disparity between our care and that of people
with little or no care during our presentations, it often ignites their
desire to get involved to make a difference, no matter how limited!
Participating in a twinning project brings personal satisfaction and
new skills, but most of all inspiration, respect and admiration for the
dedication and sacrifice of volunteers in emerging countries working
tirelessly with so little, to help so many, despite their own pain and
difficulties. We have a responsibility but also much to offer to further
the World Federation of Hemophilia vision of Treatment for All.

The CHS International Committee created a series of three educational webinars in 2017 (Ready-Set-Go) for volunteers
interested in becoming actively involved in international twinning partnerships under the World Federation of Hemophilia
(WFH) Twinning Program.
Webinar 1: READY was held in June and focused on beginning the twinning process in your own chapter or HTC.
Webinar 2: SET was held in September and covered various topics such as contacting the WFH about being twinned,
conducting an assessment visit and making the decision to continue. Webinar 3: GO will be held on November 30, 2017,
and will explore how to develop and implement an action plan and set achievable goals and outcomes.
Recordings of each webinar are available on the CHS YouTube channel at www.youtube.com/user/CanadianHemophilia. – C.R.
Hemophilia Today November 2017
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JAMES KREPPNER
MEMORIAL SCHOLARSHIP AND
BURSARY PROGRAM

I

n an effort to bring young volunteers into the CHS, and in recognition that a
sound education is of utmost importance particularly for those who might
not be able to succeed in a vocation requiring strenuous physical labour, the
CHS offers the opportunity for those who qualify to receive a scholarship
(based on academic merit) or a bursary (based on financial need or for mature
students over 30 years of age) in the amount of $5,000 to attend a post-secondary
institution of their choice.
The CHS James Kreppner Memorial Scholarship and Bursary Program is an ongoing
tribute to honour James Kreppner, a long-time volunteer and member of the CHS
Board of Directors, for his dedication, intelligence and commitment to the CHS and
community service.
In 2017, the CHS was pleased to award $5,000 scholarships / bursaries to four
outstanding applicants. Of these awards, two were offered by Pfizer, one by Bayer
and one by the Canadian Association of Nurses in Hemophilia Care (CANHC).

The CHS would like to acknowledge Pfizer, Bayer and CANHC for their generous
support of the 2017 CHS James Kreppner Memorial Scholarship and Bursary Program.

Additional information including the criteria and application forms for the CHS James
Kreppner Memorial Scholarship and Bursary Program is available on the website
at www.hemophilia.ca/en/support-and-education/scholarship-program. The
deadline to submit applications for next year is April 30, 2018. – J.A.
6
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2017 ACADEMIC SCHOLARSHIP RECIPIENTS
Zachary Adams
Pickering, Ontario

A

t the age of six, I was diagnosed with moderate hemophilia A. This late diagnosis presented a unique
challenge as I was required to mature quickly; learning how to set appropriate limits for myself, diagnose
bleeding and gain a strong understanding of my own body. Unfortunately, I often ignored my condition
when around friends and avoided participating in events within the hemophilia community because I did not want
to be seen as different from my “normal” classmates.
Thankfully, in 2011, I stepped outside of my comfort zone by participating in my first Just the Guys weekend,
organized by Hemophilia Ontario. Since then, I have been involved as a volunteer regionally, provincially and
nationally, as chair of the Toronto and Central Ontario Regional Council, director at Pinecrest Adventure Camp,
board member with Hemophilia Ontario, and currently as co-chair on the CHS National Youth Committee.
This fall, I returned for my second year of medical school at the University of Ottawa. I am truly grateful and honoured to have been
chosen as a recipient of the CHS James Kreppner Memorial Scholarship this year and will continue to work diligently both academically
and within the CHS. Thank you to all those involved in making this scholarship possible!

Cyril Boulila

Montreal, Quebec

T

he Quebec Chapter of the CHS (CHSQ) has always inspired me not to be defined by my illness and to prove
that a person with severe hemophilia can accomplish many things. Inspired by the optimism and accepting
nature of the many hemophiliacs I met through the CHSQ, I have risen to the challenges of my condition.
Being a person with severe hemophilia has not prevented me from winning a provincial prize as a solo
saxophonist, being on the Deans’ List in high school and CEGEP, completing a Master’s degree in physiotherapy
at the Université de Montréal and being awarded a research grant for my excellent academic record by the
comité d’organisation du programme des stages d’été (COPSÉ), a committee for the Université de Montréal Summer
Internship Program.
Today, I am embarking on a new challenge with the support of the James Kreppner Memorial Scholarship:
medical studies at McGill University with the goal of eventually becoming a hematologist and helping to advance the cause of hemophilia.
I am very honoured to receive this scholarship supporting me in my endeavours. Again, thank you to the CHS.

2017 BURSARY RECIPIENTS
Sara Buchanan

Salisbury, New Brunswick

I

am greatly appreciative of receiving the CHS James Kreppner Memorial Bursary. This bursary will aid me in
my new journey to study Culinary Arts and Pastries at Holland College’s Culinary Institute of Canada.
I am a carrier of mild hemophilia A. My father Brent, found out he had mild hemophilia when he was
29 years old. I started getting curious about his condition after years of hearing stories of my father going through
fasciotomies and learning to walk again, and leaving the military to go into the public service sector. Until his
diagnosis, hemophilia affected him and he didn’t even know he had it. It made me wonder if there were others like
him. So that’s when I started going to the CHS Maritimes Camp and educating myself more on the topic as well as
helping others like my father and me. I started to go to camp when I was about nine years old and have been going
ever since. I am now a proud camp counsellor and camp decorator.
This bursary will help me move towards my goals in life. I am so grateful and forever honoured to have been chosen for this award.

Luke Chasse

Port Perry, Ontario

W

hen asked about living with hemophilia, I always tell people it is a blessing. I was diagnosed with hemophilia
when I was born and I do not know who I would be without this disorder. Some of the opportunities
hemophilia has given me are a community, a camp and a story. Being part of the hemophilia community
has allowed me to learn about my hemophilia, and talk to people about it. I have met many close friends through
the hemophilia community at events such as Hemophilia Ontario Youth (HOY) and Just the Guys weekend. Another
opportunity was camp. Camp Wanakita has perhaps been the greatest gift in my life. I have learned many life skills
at camp, including how to self-infuse. I always recommend camp to younger children because I realize how much
I benefited from it. Finally, hemophilia gave me a story. I feel that my hemophilia gives me a sense of belonging,
identity, and has helped me to relate and offer understanding within the wider community as well.
My experience with hemophilia has influenced me to pursue pharmaceutical chemistry at the University of Guelph, as I am intrigued by
how medicine works, and wish to help other people dealing with illness, in the hopes of optimizing their quality of life, just as the scientific
advances in factor treatment have helped optimize mine.
I am so honoured to be the recipient of the CHS James Kreppner Memorial Bursary, and will continue to participate and volunteer
within the Canadian Hemophilia Society.
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Help make our bleeding disorder
community HCV-free!
by Michel Long, CHS program manager

With a wide range of treatment options now available in Canada and continuing medical advances
in the field of hepatitis C, we are moving from individual cure to disease elimination!

I

n May 2016, Canada signed on to the World Health
Organization’s first ever Global Viral Hepatitis Strategy, with
the goal of eliminating viral hepatitis as a public health threat
by 2030. At the CHS, we believe we can achieve this goal
much sooner within our Canadian bleeding disorder community.
Never before have so many efficacious treatment options (with
few side effects) been available to us with hepatitis C cure rates
reaching 100%. High cure rates are seen in people with hepatitis C
alone as well as those co-infected with HIV. Although they vary by
province, cost and access issues persist but are decreasing. That
being said, since the majority of HCV-infected individuals in our
bleeding disorder community are covered by the 1986 to 1990
Hepatitis C Settlement Agreement and can have their treatment
costs reimbursed if they are not already covered by their provincial
or private health plans, few obstacles remain.
Where do we stand with HCV therapy today? Interferon is
gone—in Canada, at least—and ribavirin is on its way out but still
persists for now as part of some regimens. Sustained virologic
response (SVR) rates are greater than 95% across a broad array
of patient profiles. The so-called difficult-to-treat populations that
we had in the interferon era are no longer difficult. We have seen a
shift from the interferon era where genotype 1 was the difficult-totreat HCV type to a new era in which genotype 1 and all the other
more challenging genotypes are also being successfully treated.
For example, last August, Health Canada approved the
medication Maviret, an eight-week treatment for people who have
never been treated before and do not have cirrhosis. It is also
approved for people who have severe kidney disease, a group of

people who have not had many treatment options. This is the first
pan-genotypic eight-week treatment in Canada for people with all
genotypes (1, 2, 3, 4, 5 and 6 virus).
During the same period, Health Canada granted a Notice of
Compliance for VOSEVI tablets, a pan-genotypic single-tablet
regimen for the treatment of chronic hepatitis C virus infection
in adults who have been previously treated but not cured. Until
now, this group has had fewer treatment options. It is approved
in Canada for people with all viral genotypes who have previously
been treated with an NS5A inhibitor or for people with genotypes 1,
2, 3 or 4 virus who have been treated with a sofosbuvir-containing
treatment that did not include an NS5A inhibitor. In clinical trials of
Vosevi, 97% of people were cured of hepatitis C. Multiple current
regimens are highly effective and safe across genotypes; this is now
confirmed in “real-world” studies, not just in clinical trials.

Your bleeding disorder treatment centre (HTC) and
the CHS are there to help.
In surveying the bleeding disorder treatment centres across
Canada, we were pleased to learn that over the years all of them
have encouraged their HCV-infected patients to obtain treatment
and assisted them, where possible, with referrals to specialists. One
of the challenges they are faced with is that they have lost some of
the patients to follow-up as some with milder bleeding disorders
may not have attended clinic recently or may have moved. If you
have not been cured yet, whether you attempted a treatment in
the past or not, we strongly encourage you to get in touch with your
clinic to inquire about HCV treatment.

Don’t wait for warning signs!
Liver disease can advance silently and you may not be aware that you are developing advanced liver disease such as cirrhosis or
liver cancer. Treating hepatitis C before you develop cirrhosis usually means a shorter course of treatment and very high success rates.
We are aware that for some people there are barriers that stop them from accessing new treatments. If you or someone you know
has a problem that is preventing access to hepatitis C treatment, we strongly encourage you to talk to your HTC nurse coordinator or
to contact us at the CHS national office (chs@hemophilia.ca or 1-800-668-2686) to see what solutions can be found.
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NEW RESOURCE
In the Driver’s Seat
by Erin McCabe, PT, Northern Alberta Bleeding Disorders Clinic, Dr. John Akabutu
Comprehensive Centre for Bleeding Disorders, Edmonton, Alberta

I

n the Driver’s Seat is a new resource for people with
bleeding disorders. It is a workbook developed by Canadian
Physiotherapists in Hemophilia Care to guide adults with
bleeding disorders through an organized and thoughtful
approach to individualized decision-making around physical activity
and sport. This booklet is based on a patient-as-partner approach, and
recognizes that each individual has unique interests, physical abilities,
and limitations when it comes to physical activity. It is geared towards
people with bleeding disorders who are considering making a change
in the sports or activities they do right now, or who are just starting to
think about getting more active.
There are many good physical activity resources that list
activities that are considered “safe” or “not safe” for people with
bleeding disorders. These are helpful to get started. In the Driver’s
Seat is different, because it presents “a way of thinking” about
physical activity choices. It guides a person to think about their
body, their bleeding patterns, their goals and interests, as well as
the risks associated with the sports or activities they are interested
in. Knowing all this information is helpful in choosing physical
activities and sports that will best suit the individual.
There are four sections in In the Driver’s Seat. The first is about
exploring what is most important to a person in terms of activities

and sports. In the second section,
the person is guided to think
about their physical strengths and
weaknesses, and compare those
with the demands of a particular
activity.
The third section is about taking
a thoughtful approach to examining
the risks of doing a certain sport or activity, and thinking about ways
to minimize those risks. The fourth section features a template for
making a plan for safe activity participation. The safety plan allows
a person to be fully prepared to play a sport or do an activity, and
to have a specific plan in place in case of an accident or injury. It
includes details about the activity, factor replacement treatment,
pre-training plan for injury prevention, and people who will help in
the case of a bleeding concern or emergency.
Patients can work through the workbook on their own, or use it
as a tool to collaborate with their physiotherapist, bleeding disorder
treatment team, caregivers, coaches or trainers. Working through
the exercises in the book will help patients develop critical thinking
skills that will be useful over time, as their life circumstances,
physical abilities and interests change.

REVISED RESOURCES
Acquired hemophilia
Acquired hemophilia has been revised!
Produced by the Canadian Association of Nurses
in Hemophilia Care and the CHS, and transformed
from a booklet format, it is now a seven-panel
pamphlet with all the key information still
available: what is acquired hemophilia, signs and
symptoms, available treatments. – C.R.

As with most educational material included in the CHS
catalogue, these publications are available in both hard copy
or electronically on the CHS website. To order copies, please
contact the CHS national office at chs@hemophilia.ca or
1-800-668-2686.

Hemophilia: What school
personnel should know
Hemophilia: What school personnel should know is one of the
most popular booklets of the CHS educational material catalogue
and it has just been revised. Different
colours, different design, different format,
and additional content to improve and
enhance the already highly informative
text. The booklet was developed with the
efforts, knowledge and expertise of the
Atlantic Hemophilia Nurses group and
was made possible through unrestricted
educational grants provided by Bayer.
As with the previous version, a DVD is
available to accompany the booklet as a
complementary resource. – C.R.
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THE NURSES’ STATION

The story of Miko,
a cheeky little dog with hemophilia
by Claudine Amesse, clinical nurse navigator, Claire Longpré and
Stéphanie Privé, psychologists, CHU Sainte-Justine Hemostasis Centre, Montreal, Quebec

W

e are proud to present to you this book, specifically
written for children under six years of age with severe
hemophilia. Miko is the toy dog who, for the past few
years, has accompanied us during psychoeducational
workshops dedicated to toddlers with severe hemophilia and their
parents at CHU Sainte-Justine.
Integrating hemophilia into the development of the child’s
identity from the beginning is the preventive approach proposed
to help young patients gain better control over themselves and the
disease, rather than denying its existence and effects.
From this perspective, we wanted to create a book where the
child’s story is told through the tale of a cheeky little dog with
hemophilia, so that the child could gradually make sense of all the
care he receives: why he needs a shot, the role of the injection and
putting the factor into his veins using a needle, etc. Even a very young
child can adapt to a less pleasant type of treatment by integrating
Miko’s routine and recognizing the emotions of our little dog, which
mirror his emotions as well. Naming and identifying emotions can
help in dealing with the more difficult aspects of the disease, with
a view to then developing healthy coping mechanisms. Slowly but
surely, the child also realizes that his participation lends itself to a
more successful treatment.
Frédéric Normandin, the illustrator, met our expectations by
creating images that appeal to children. These gentle images enable
the child to recognize his experience, his emotions and his routine,

10
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including hospital visits and treatment for his hemophilia. On the
front cover of the book we see Miko on his little tricycle, which
represents the child’s journey towards independence, thanks to an
activity that is both fun and safe for him.
The first half of the book represents Miko’s photo album, where
the various illustrated scenes correspond to familiar reference
points for the child, necessary in order to reassure himself and
evolve. The big brother’s involvement reflects the importance of
taking siblings’ emotional experiences into account, as well as the
participation of brothers and sisters in the challenge of adapting
to a chronic disease. The animals used in the story provide just
the right amount of distance separate from the child’s own reality,
thereby creating a non-threatening environment which the child
can identify with more easily. The second half of the book uses a
metaphorical story to stir the imagination of the growing child.
The reality of this disease often makes a child feel insecure,
meaning he can become less receptive to direct teaching. The
make-believe world the child creates for himself allows him to
protect himself while having fun. Through the story of Miko, the
child meets a little knight who realizes that he can’t do certain
things, even with a nice coat of armour. It’s difficult because he’d
like to do everything … A map slipped inside the back cover enables
the child to let his imagination and his plans run wild as he comes
up with different make-believe scenarios. These help the child to
express and explore his feelings about the book’s contents.
The book is available in English and French in two formats.
The giant format will help professionals attract the attention of
a child or group of children, whereas the regular format can be
given to the child and his parents at a first meeting. As for care
teams at treatment centres, this book should be integrated into
the professional’s clinical portfolio to support the link with a young
patient with severe hemophilia throughout early childhood. This
is a reference tool where certain illustrations or parts of the story
can be chosen to adapt to the child’s pace of development and
current life experiences.
We hope that the story of Miko will help you in collaborating
and developing fun and effective support strategies for these
little ones.
We wish to thank Suzanne Douesnard, retired psychologist, for
her sound advice, the CHU Sainte-Justine publishing department
for their support, the Canadian Hemophilia Society for distributing
this book and Pfizer for its unrestricted financial support.

V LUNTEER FILE

The CHS rising stars
The Canadian Hemophilia Society’s Board of Directors is made up of people of all ages, from various areas, with different fields of
expertise, and multiple levels of experience and involvement in our community.
Among those directors, we are pleased to have a fantastic new generation of leaders, which is extremely auspicious for the future of
our organization. We are pleased to present two of these rising stars who look, without a doubt, to have a promising “career” with the CHS.
To learn more about all the CHS board members, visit www.hemophilia.ca/en/about-the-chs/governance/board-of-directors. – C.R.

Mathieu Jackson

A

fter high school, I trained in professional cuisine at the Institut de tourisme et d’hôtellerie du
Québec. I quickly realized, however, that long shifts standing on my ankles and knees would
not be a viable option for me in the long run. I then decided to attend the University of
Montreal (UdeM), where I studied another of my passions, French literature. It was during
that time that I discovered my provincial CHS chapter, the Quebec Chapter (CHSQ).
I started getting involved after receiving the CHSQ David Pouliot scholarship and realized the extent
of the support network offered to the community by the CHS and the CHSQ. This inspired me to become
a part of this community and to help others facing various challenges related to living with a bleeding
disorder. I started attending conferences, writing for the CHSQ newsletter, L’Écho du facteur, and for
Hemophilia Today, participating in different committees at both the national and provincial levels, and
eventually became a member of both Boards of Directors.
Recently, I had the chance to meet the international community through the AFFIRM program, a two-year international fellowship
program to grow leadership and advocacy skills, and through participation with the World Federation of Hemophilia. I can now say that
my involvement in the hemophilia community has changed my life, because it is through this involvement that I met Vincent Dumez,
co-director of the Office of Collaboration and Patient Partnership, Faculty of Medicine of the UdeM, and joined the team at the Centre of
Excellence on Partnership with Patients and the Public at the Research Centre of the UdeM Hospital.
Today, as I complete my master’s thesis in educational sciences, I work in patient engagement full-time, always looking for new projects
and new ways to further the cause of the CHS and the CHSQ, and I am loving every minute of it!

Monica Mamut

B

efore being welcomed into the bleeding disorder community, I did not know much about factor
deficiencies, inhibitors, or platelet disorders – aside from what I had learned theoretically as
part of my genetics degree. However, I personally understand the difficulty of living with a
chronic illness, and the uncertainty, burden and stress this places on the individuals, their
families and their care providers.
As a health care administrator with a passion for giving back to the community, I was keen for a
chance to apply my formal education and the expertise gleaned from working in multiple sectors in
health. Moving to London, Ontario, presented such an opportunity, with service on the South West
Regional Council of Hemophilia Ontario as a council member. Shortly thereafter, I was elected to serve
on the chapter Board of Directors, and a year into my service with the Regional Council, I was elected
chair. Simultaneously involved at both levels of Hemophilia Ontario – local and provincial – I quickly
understood the importance of the CHS as a key component in people’s lives; the Society is a community of kindness, support, innovation,
advocacy and reflection. This understanding was a driving force behind my contributions to Hemophilia Ontario, for which I was honoured
to receive the 2014 Chapter President’s Award.
Today, it is a pleasure and an honour to serve the CHS in a new capacity as a member of the national Board of Directors, and to work for a
forward-thinking organization dedicated to not only improving the health of all affected by a bleeding disorder, but the quality of life as well.
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THE BLOOD FACT R
by David Page, CHS National Executive Director

Fitusiran trial suspended after death of patient
CAMBRIDGE, Mass. – September 7, 2017 – Alnylam Pharmaceutical
announced that it had suspended dosing in all its clinical trials of
fitusiran following the death of a patient in its Phase II open label
extension study. A Phase III trial had recently been initiated but
dosing of patients had not yet begun.
The patient, who had hemophilia A without inhibitors, died from a
cerebral venous sinus thrombosis. Several days before admission to
hospital for a severe headache, he had experienced an apparent hip
bleed and treated with factor VIII on three separate occasions. It was
first thought the headache was caused by viral meningitis and later
subarachnoid hemorrhage, that is, a bleed between the brain and the
tissues that cover the brain. Factor VIII was infused daily. It was only
after the person’s death, the company reported, that further review of
the CT scan revealed the presence of a clot rather than a bleed.
Fitusiran is an RNA interference therapeutic that inhibits the

production of antithrombin in the coagulation cascade, thereby
promoting thrombin levels and restoring the balance between
hemostasis (bleeding) and thrombosis (clotting) in people with bleeding
disorders. The major concern with such therapeutics is that the balance
tilts too far toward thrombosis and clots form where they shouldn’t.
The company’s press release stated, “Based on overall
consideration of fitusiran’s benefit-risk profile, Alnylam … aims to
resume dosing as soon as possible upon agreement with global
regulatory authorities and with appropriate protocol amendments
in place for enhanced patient safety monitoring.”
The full press release from Alnylam is available at http://
investors.alnylam.com/releases.cfm. Follow the CHS’ website
section entitled Products in the pipeline (www.hemophilia.ca/en/
safe--secure-blood-supply/products-in-the-pipeline) to find out
if and when the trial is restarted.

EMA says no difference in inhibitor rates between recombinant
and plasma-derived FVIII classes
LONDON – September 15, 2017 – The European Medicines
Agency (EMA) reported that it could find no clear and consistent
evidence of a difference in the risk of developing inhibitors in
patients with hemophilia A between recombinant and plasmaderived classes of factor VIII.
The SIPPET study (Survey of Inhibitors in Plasma-Product
Exposed Toddlers, N Engl J Med 2016;374:2054-64.DOI: 10.1056/
NEJMoa1516437), on the other hand, found that patients receiving
recombinant FVIII (Recombinate and Advate from Shire, Kogenate FS
from Bayer, or Xyntha from Pfizer) developed inhibitors at a rate of

44.5%. The rate for patients receiving plasma-derived FVIII containing
von Willebrand factor (Alphanate from Grifols, Fandhi from Grifols,
Emoclot from Kedrion or Factane from LFB) was only 26.7%. (See
Hemophilia Today, Volume 51, No 2, August 2016.)
The EMA report recommended that inhibitor development should
be evaluated on a product-by-product basis. However, such studies
of inhibitor rates for different FVIII products in previously untreated
patients (PUPs) are difficult for a number of reasons, notably, the
small number of patients being studied, the large number of FVIII
products and the many other risk factors for inhibitor development.

CBS asking for $855 million for plasma collection
OTTAWA – August 14, 2017 – The Globe and Mail reported
that Canadian Blood Services (CBS) has submitted a business case
asking provincial/territorial governments for $855 million over
seven years to open 40 plasma collection sites so that Canada is
less reliant on plasma collected from U.S. donors. The amount
includes both capital and operating costs.
Currently, CBS collects only 17% of the plasma needed to
manufacture immune globulins, the plasma-derived product most
in demand. The goal is to become 50% self-sufficient.
CBS supplies approximately 30 plasma-derived products to
Canadian hospitals (outside Quebec). Most important among these
are immune globulin, albumin, factor VIII/von Willebrand factor
and C1 esterase inhibitor to treat hereditary angioedema. Together
with recombinant factor concentrates, also supplied by CBS, the
cost of these products amounted to $623 million out of a total
budget of $1.1 billion in 2016.
The provinces and territories have given no indication as to
their response to the budget request.
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Meanwhile, the federal government has set up an Expert
Panel on Immune Globulin Product Supply and Related Impacts in
Canada to:
assess the long-term security and sustainability of Canada’s
immune globulin product supply,
look at the potential impact on the Canadian blood supply should
plasma collection be permitted to expand significantly in Canada,
and
examine emerging international practices and lessons learned
that are relevant to the Canadian context.
Further information about the panel and its work is available
at: www.canada.ca/en/health-canada/services/drugs-healthproducts/biologics-radiopharmaceuticals-genetic-therapies/
activities/fact-sheets/establishment-of-an-expert-panel.html.
The CHS has submitted a brief to the panel. See the website
section entitled CHS Policy on Paid Plasma Donations for more
information: www.hemophilia.ca/en/safe--secure-blood-supply/
chs-policy-on-paid-plasma-donations.

FUNDRAISING

CORPORATE PHILANTHROPY PROGRAM

W

e would like to thank the following companies, corporate foundations and employee fund
programs for their generous support. Our way of recognizing them for their generosity is
through our Corporate Philanthropy Program which acknowledges the cumulative support
given to the CHS for core programming needs and program sponsorship.
We would also like to thank our numerous additional donors – individuals, corporations and
foundations – who each year express their confidence in us by making substantial supporting donations.
Working together with individuals and the corporate sector in Canada helps the CHS accomplish its
mission and vision by extending our reach and reinforcing our messages. – J.A.

THANK YOU!

DIAMOND
Pfizer
GOLD
Bayer | CSL Behring | Shire
SILVER
Biogen | Novo Nordisk | Octapharma
BRONZE
Alexander Fund at the Calgary Foundation | Leon’s | Roche
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The future of care for inherited
bleeding disorders
Hemophilia Today met with Dr. David Lillicrap, professor in the
Department of Pathology and Molecular Medicine at Queen’s University,
Kingston, Ontario, and associate director of the South Eastern Ontario
Regional Inherited Bleeding Disorders Program, to discuss the future of care
for inherited bleeding disorders.
We would like to thank Pfizer, not only for their multi-year commitment at
the Visionary Level of the CHS BeneFACTORs Club, but also for devoting their
sponsor spotlight in Hemophilia Today to this interview with Dr. David Lillicrap
on the future of hemophilia care.

Hemophilia Today (HT): How would you characterize the
current research field for innovative therapies in bleeding
disorders?

represents a ceiling in terms of extending half-life. This means that
instead of giving factor VIII infusions three times a week, they are
given twice a week.

Dr. Lillicrap: Since the early to mid 1980s, when the genes for
factors VIII and IX and von Willebrand factor (VWF) were cloned,
molecular science has made significant advances in the diagnosis
and treatment of these inherited bleeding disorders. In the last five
to ten years, in particular, some of those efforts have begun to bear
fruit. There is incredible excitement.

HT: How might these products improve health outcomes?

HT: Extended half-life (EHL) factor concentrates are now
available to many Canadians. How do they constitute an
advance in treatment?
Dr. Lillicrap: One of the limitations with standard clotting factor
concentrates given prophylactically is that they have short halflives. Factor VIII is around 12 hours and factor IX around 24 hours.
To maintain therapeutic levels, you need to intravenously infuse
these concentrates three or more times a week for hemophilia A
and twice a week for hemophilia B. This is a big inconvenience and,
in young children, a major practical challenge. Extended half-life
products have been bio-engineered to stay longer in circulation
and reduce the number of infusions required to maintain good
levels of the clotting factors. These products are now licensed and
available in many countries. Factor IX products have half-lives three
to five times longer than native factor IX. This means that you only
need to administer these therapies once a week or, in some cases,
once every two weeks. Factor VIII has been more of a challenge. The
maximum extensions are about 1.8 times longer than the standard
of 12 hours. The reason for this limitation is that FVIII is carried
around the bloodstream by von Willebrand factor (VWF) and VWF
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Dr. Lillicrap: The first is compliance. By giving infusions less
frequently, patients can more easily follow their prophylaxis
schedules. This will reduce the long-term musculoskeletal damage
caused by bleeding. One of the questions with these products, and
it’s not completely resolved, is this: should we be aiming at trough
levels significantly higher than past targets? People are increasingly
suggesting that a 1% trough is not enough and that we should be
aiming at trough levels around 10% which would eliminate most
spontaneous bleeding and protect against most traumatic events
in day-to-day living. The EHL factor IX products make this goal very
realistic. They have been paradigm-changing and have made a
major difference.

HT: Some companies are looking at new ways of delivering
replacement therapy, for example, subcutaneously. Could
this become a reality in the near future?
Dr. Lillicrap: The two questions usually asked are: one, will there be
a pill? The answer at the moment is that there is nothing remotely
close to entering the clinic. This is because the proteins are very
unstable. Getting through the acid environment of the stomach
and intestines would be very difficult. Second, is subcutaneous
administration a possibility? You have to make high concentrations
of the proteins. They have to be available in a form that survives
subcutaneous administration. It will be a while before we see
subcutaneous factor concentrates in the clinic.

HT: There is a whole range of non-factor products in the
research pipeline. How do they work? What are their
potential risks?
Dr. Lillicrap: These so-called non-factor therapies are an area
of very elegant innovation. There is a lot of excitement in the
community about some of these approaches. There are two
major approaches which are close to entering the clinic. The first
of these is emicizumab, a humanized bispecific antibody. The
antibody binds to two different antigens: activated factor IX and
factor X, both required to make clotting happen. This antibody
in some ways mimics factor VIII. One advantage is that it can be
given by subcutaneous injection. So far, it’s been given with weekly
injections. The half–life is 20 to 25 days and so it could be injected
every one to four weeks.
The other advantage is that this antibody therapy is not impeded by
anti-factor VIII antibodies so it can be given to patients with inhibitors.
Moreover, it will probably be effective in patients with factor VIII
without inhibitors. The initial trial, in a cohort of 109 hemophilia A
patients with inhibitors, was very promising. Bleed rates were very
significantly reduced. This is likely to be licensed within a year for
adults with inhibitors. There were, however, five serious adverse
events in the study, all involving strange types of thrombosis.
All involved repeated infusions of high-dose FEIBA (Factor Eight
Inhibitor Bypassing Activity) for breakthrough bleeding. Because
emicizumab is not a clotting factor, we will need to be careful
whenever giving procoagulant products at the same times as this
antibody. In the inhibitor study, however, there was no evidence of
thrombosis when factor VIIa (Niastase) was given for breakthrough
bleeds. While we need to be cautious, if you speak to the patients
and physicians who took part in these studies, they were very
happy and saw a huge change in quality of life.
The other way of affecting hemostasis, without replacement therapy
with the missing protein, is to rebalance the hemostatic process. If
you have a deficiency of the procoagulant proteins like factors VIII
or IX, you can try to promote hemostasis by creating a deficiency in
the anti-coagulant mechanism, on the opposite side of the balance.
The lead therapy is called fitusiran. It prevents the production of
antithrombin. If you reduce antithrombin levels down to about 20%
of normal, you rebalance the hemostatic equilibrium in hemophilia
patients. This is applicable to hemophilia A and B with or without
inhibitors and there’s no reason to think it wouldn’t work in the rare
factor deficiencies, like factor X.
In September, however, a patient in the fitusiran study died of a
cerebral sinus thrombosis, an intracranial clot. It was treated as a
bleed with factor VIII replacement as well as fitusiran. This is a case
of one of these unusual agents being given at the same times as a
procoagulant, repeated doses of FVIII. The trial has now been put
on hold and we don’t know what’s going to happen. We need to
be cautious and learn lessons as we go. The trials need to be very
carefully regulated.

HT: We’ve seen stunning advances in gene therapy for
hemophilia A and B. Could you describe these advances?
Dr. Lillicrap: Gene therapy has been coming for 30 years. It is
conceptually very easy and practically very difficult. In the last three
or four years, however, there’s been major buy-in to gene therapy
on the part of biopharmaceutical companies. So instead of this

being the domain of academia and small biotech, major companies
are getting involved. Currently there are six factor IX gene therapy
trials underway and, as of this year, three factor VIII studies. This
is dramatically different from five years ago. The factor IX state-ofthe–art gene therapy delivers factor IX levels between 20 and 40%
a year after the single infusion.
Gene therapy in factor VIII is a harder target. But last year, we saw
for the first time therapeutic levels of factor VIII in seven patients
(and now that number is up to 13) ranging from 20% up to 200%
of normal many months after infusion using an adeno-associated
virus (AAV) vector. The ceiling for expression of factor VIII of around
5% has now been broken. It‘s very exciting.

HT: How much longer might it be before children are included
as recipients of gene therapy?
Dr. Lillicrap: In hemophilia, there are well-proven therapies so
there is no need to rush. What are some of the concerns? First,
transient liver inflammation and, second, toxicity to the genome
of the recipients. We need to be cautious in using gene therapy
in children who have a lifetime risk, albeit a very low risk, of a bad
outcome.

HT: Could gene therapy be used in patients with inhibitors?
Dr. Lillicrap: For the group of those who have failed immune
tolerance induction, gene therapy would be a very good way to
induce tolerance. There’s good evidence for this in mice and dogs.
But soon of course we will have emicizumab.
These innovations are great for the patient population. But we
need to be cautious. It’s really, really important for the entire
community—patients, families, nurses, physicians—to become as
knowledgeable as possible so as to be able to make a choice from
among all these options. We have an opportunity to really apply
personalized medicine but people need to be very well informed.

HT: Looking into your crystal ball, what do you think
treatment will look like in five years? In 10 years?
Dr. Lillicrap: I think the factor replacement therapies, including
both plasma-derived and recombinant, will be with us for at least
the next five to ten years. I think in hemophilia A, with and without
inhibitors, the arrival of the bispecific antibody, emicizumab, will
make a massive difference. Treating hemophilia A with a once-aweek or a once-a-month subcutaneous injection? How can that not
make a positive change? We’ll learn its full potential within the next
one to two years. And then gene therapy? It’s harder to predict.
Some of the limitations are being overcome. Companies say they
can make enough vector to treat larger number of patients. It
will probably take five to ten years to make a big impact. It’s an
astonishing time. Truly, truly an incredible time for families with
hemophilia.

Editor’s note: We invite you to read the full, unabridged interview
with Dr. Lillicrap on the CHS website at www.hemophilia.ca/en/
safe--secure-blood-supply/products-in-the-pipeline.
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YOUTH FILE

Being part of history with
the WFH Youth Group Twinning
Pilot Project
by Zach Adams, Pickering, Ontario

F

all is often a season of new beginnings; whether it is the
start of a new school year, the beginning of arduous
layering of clothing to protect from the bitter cold or, dare
I say, the beginning of a Christmas countdown! Similarly,
over the past few months the CHS National Youth Committee has
begun a new venture of its own; one that will work to benefit those
in the hemophilia community beyond our Canadian borders. On
August 12, the CHS National Youth Committee held its first meeting
with the Bangladesh Youth Committee to begin work on putting
forward an application for the World Federation of Hemophilia
(WFH) Youth Group Twinning Pilot Project.
The overall objective of this youth twinning project will be to
empower, assist and transfer knowledge to the developing youth
group in Bangladesh through sharing the skills, resources and
experience available to us in Canada. Through this, we hope to
improve the communication, education and governance of the
Bangladesh Youth Committee and empower them to continue
developing new youth who will one day be leaders within the
Hemophilia Society of Bangladesh.
Currently, the Canadian youth twinning group, led by Bojan
Pirnat, includes Jeremy Hall, Justin Smrz, Rachel Wright, and myself,
and receives assistance from CHS staff Hélène Bourgaize and Michel
Long. Typically, an assessment visit occurs prior to the start of any
twinning. This visit is designed to allow the twins to meet face-to-face
in order for the developed twin to gain a sense of the situation in
the developing twin’s country. Unfortunately, due to current safety
concerns in Bangladesh and warnings issued by Travel Canada, we
were unable to travel to Bangladesh and instead relied on information
gathered on a previous visit. Furthermore, all of our conference calls
are held using a live face-to-face videoconferencing application that
helps us immensely in developing a strong relationship with the
youth in Bangladesh.
As of today, we have had four face-to-face videoconference calls
with the Bangladesh Youth Committee, and each committee has
met once on their own to discuss the application process and the
goals we are striving to achieve. Throughout these meetings we
have worked diligently to put in place several goals that we believe
are timely, reasonable and achievable throughout the length of the
twinning.
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At our third meeting, the youth in Bangladesh identified several
key areas which they say are in need of developing further. These
goals include: establishing informal divisional youth groups
(Bangladesh is separated into eight divisions and 64 districts), training
new youth volunteers, publishing and distributing educational
hemophilia material, and improving advocacy at the local level.
Upon discussion with our counterparts, we presented broad areas
in which we believe the Canadian youth committee is best suited
to help: communication, education and governance. Out of this, we
ultimately decided on three main objectives that would be our focus
over the duration of the twinning.
The three objectives are as follows:
1) Build an infrastructure (i.e., informal youth committees)
within each district to assist with a future awareness
campaign.
2) Launch and conduct an awareness campaign to educate
people on bleeding disorders.
3) Develop a plan and assist in the training of new youth
volunteers.
We anticipate that our first year will focus on the structural
governance component related to the new involvement of different
divisions within Bangladesh and also on the training of new youth
who will ultimately fill these roles. In year two, we will look to
utilize these newly formed committees to implement a preliminary
bleeding disorder awareness campaign that will serve as a template
and a learning experience for future educational campaigns.
At our most recent meeting, we focused on outlining specific
activities based on the priority goals we identified as well as finished
up our formal application for the October 1 deadline.
If the WFH Hemophilia Organization Twinning Program
Committee approves our application, then we will officially begin
our two-year partnership with the Bangladesh Youth Committee
on January 1, 2018. I believe that the hard work and dedication of
the Canadian National Youth Committee members assisting with
this project today and in the future will no doubt have an incredibly
positive and long-lasting impact on the future leaders of the
Hemophilia Society of Bangladesh.

A GLOBAL PERSPECTIVE

CHSQ-Nicaragua: end
of a twinning partnership
but lasting relationships
by Geneviève Beauregard, Montreal, Quebec

L

ast July I flew to Managua, Nicaragua, to complete the
final stage of our association twinning partnership, which
started back in 2013. Over the course of the last few years,
we have worked together to develop the strengths of the
Nicaraguan Association of Hemophilia (NAH) - made up of a team
of dedicated volunteers - and to increase awareness of bleeding
disorders, while also structuring their work strategies to improve the
quality of life for everyone.
Our final step consisted of reviewing NAH policies and bylaws, setting up a new internal management policy, building an
action plan for 2018 and developing fundraising tools and working
methods to ensure the sustainability of the association. We also took
advantage of the presence of several patients in order to present
Navigating the emergency department from the CHS Passport to wellbeing program. The board members and all the volunteers involved
have been very dedicated and active participants. The Nicaraguan
government became accountable only a few months ago for people
living with a bleeding disorder by purchasing factor concentrates
and transferring blood bank services of the Red Cross over to the
Health Ministry. Previously, there was only one hematologist, the
director of the Red Cross blood bank, to attend to all the patients. Of
course, they always had access to cryoprecipitate, plasma and factor

Geneviève Beauregard with Engels Reyes and
Natalia Gaitán Medina, respectively president
and vice-president of the NAH.

concentrate donations from the World Federation of Hemophilia
(WFH). However, we all know that the best long-term solution is for
the government to assume this responsibility and purchase factor
concentrates. Therefore, we must continue working in collaboration
with the NAH, in order to keep developing increased advocacy skills.
The NAH has demonstrated unbelievable strength with a team that
really wants to make change happen. Our last day was a particularly
emotional one, as we knew that this marked the last stage in this twinning
partnership. Strong relationships have been established through the
years and we have developed a friendship that will last forever. The
WFH’s twinning program allows us to help emerging countries, but in
fact, it creates alliances and understanding between different cultures
as well as lasting relationships. I will remain available to assist the NAH,
even if the twinning partnership has officially come to an end.
Each moment spent in Nicaragua with the members of the
association was a growing opportunity for me and made me
understand just how lucky we are here in Canada. Sharing our
expertise with them as a way of helping them is extraordinarily
rewarding.
I dream of a world without the pain and suffering caused by
inherited bleeding disorders. Together, we will succeed in making
this a reality.

Upcoming potential new international twinning partnerships

O

ur current Hemophilia Organizational Twinnings (HOT)
Tanzania-Hemophilia Ontario and Bangladesh-CHS
are ending in 2017 and the Nicaragua-Quebec Chapter
twinning ended last July: potential new twinning
partnerships are being explored for 2018. Exploration of a new
hemophilia treatment centre twinning is also underway. Twinning
assessment visits occurred this fall in order to submit applications
to the World Federation of Hemophilia (WFH) by October 1. The
WFH should announce its decisions as Hemophilia Today is being
published. Here are potential new twinning partnerships that could
begin in 2018:
Hemophilia Treatment Centre Twinning
Emerging country

Canadian twins

Years

Bridgetown
(Barbados)

St. Michael’s Hospital and
SickKids, Toronto, Ontario

2018-2021

Hemophilia Organization Twinnings
Emerging country

Canadian twin

Years

Philippines

Canadian Hemophilia
Society

2018-2021

Tunisia

Quebec Chapter

2018-2021

Bangladesh Youth
Committee

CHS Youth Committee

2018-2019

If you are interested in becoming involved in any of these
twinning partnerships, please get in touch with Michel Long at the
CHS national office (mlong@hemophilia.ca or 1-800-668-2686).
Learn more about the twinning program and what is involved by
watching the CHS webinars on the topic: www.hemophilia.ca/en/
international-development/international-twinning-projects/
educational-resources. – M.L.
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Our Stories
Unspeakable:
a story that
needs to be told
by Rob Cooper, Vancouver, British Columbia

I’d like to take the opportunity to tell you about a miniseries I’m writing and producing called
Unspeakable. It’s about the Canadian tainted blood tragedy, something I think we, in the hemophilia
community, are all too familiar with.

A

s a writer, you are always told: write what you know. Well,
this is a story I wish I didn’t know. I was a victim myself
having contracted hepatitis C during the 80’s. The truth
is, I am lucky to be alive to tell the story. My parents were
cautious and vigilant and made every effort to do what was best for
me. They made sure I stayed on cryoprecipitate during the riskiest
times when concentrates were compromised. While that was by
no means a sure thing, I managed to avoid getting HIV. Obviously,
everyone owes their life to their parents. In my case, I think they
deserve a little extra credit.
So, who am I? I am a moderate factor VIII hemophiliac who grew
up in the suburbs of Toronto. I will never forget those trips down
to emergency at SickKids for treatment. They quickly learned to
give me a tray to throw up in when they came at me with those
giant needles. I tried to live as normal a life as I could and rarely told
people about my condition unless they absolutely needed to know. I
didn’t want to be seen as different. I was probably more active than
my parents wished. I didn’t play ice hockey but I played a lot of pickup road hockey and once took a “two-hander” to the ankle which
started a series of bleeds that decades later led to my first ankle
fusion. As an aside, I had a second fusion in the other ankle in 2014
and wish I’d done both earlier. It’s given me a new lease on life.
I always had a passion for writing and used to invent stories to
entertain my little sister. When I was seven, my father demonstrated
what was clearly one of his greatest lapses in judgment ever
when he decided to take me to see the movie Jaws. I don’t know if
hemophiliacs generally have a greater or lesser fear of blood than
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most people, but I certainly didn’t react well. It gave me nightmares
for the next two years. Maybe more. On the bright side, I look
back and know that time in my life really crystallized my desire to
control the thing that had affected me so deeply. Not killer sharks.
Storytelling. Movies. And TV. It should also be easy to understand
why my favourite show growing up as a kid was The Six Million Dollar
Man. It seemed pretty likely to me that if I was ever going to do the
things I wanted to do I was going to need some bionic body parts.
As I’ve said, I was exposed to hepatitis C in the eighties. I then
underwent my first treatment with interferon several years later

when I was in my twenties. The side effects were
not fun and it was clear it wasn’t working so I quit
after three months or so. After that, I focused
on my career and personal life, waiting for new
treatment options to come along. Newly married,
my wife and I moved to Vancouver in 1997 so I could
begin working as a writer on a sci-fi series called
Stargate SG-1. I worked my way up to executive
producer and show runner and helped create two
spin-off series. Stargate became one of the longestrunning television franchises of all time and is
probably what I am best known for.
During season four of Stargate Atlantis, I had to
take a year off from full-time work to go through
my second hepatitis C treatment. This time it was
interferon and ribavirin. I started the week my
third daughter was born. Yes, my wife is some kind
of hero. The treatment was as tough as anything I’ve ever had to
endure. It was a very long and traumatic year and the news at the
end that it didn’t work was truly gutting. Again, I would have to wait
and see. Nearly nine years later my health began to decline due
to the effects of the hepatitis C and the need for treatment was
becoming more urgent. There were new combination therapies
with better results in trials becoming available but the cost was
incredibly high, and who was going to pay for it was a swirling
issue. I am happy to report that in 2014, I went through a third and
final treatment and was finally deemed “cured.” A year later, I was
feeling considerably better than I had in years and the opportunity
to develop a limited series about the blood tragedy came about.

Unspeakable is an eight-hour drama inspired by real events - not
a documentary as some people seem to misunderstand. Starting
in the early 80’s when AIDS was first emerging on the scene in
Canada, the show primarily follows two families with hemophiliac
sons through more than a decade as the scandal unfolds. It is quite
surprising that so many outside our community either don’t know
what happened or have forgotten. Which is another reason to
revisit it. It shouldn’t be forgotten.
I have always been a private person. Perhaps in part because I
grew up in a time when the threat of prejudice against anyone who

was seen as a potential AIDS victim was so frightening. While I was
quite sick from hepatitis and the multiple treatments I endured, it
never crossed my mind to try and tell this story in the way I am now.
I couldn’t bear to face it when it was happening. It would have been
too painful. Nor do I think I had the right perspective and frame of
mind to address it the way it needs to be addressed. However, I
have come to realize that “opening that drawer”, digging through
those feelings and experiences might help both myself and others.
It’s a story that needs to be told - for so many reasons. I consider
the opportunity a privilege and I only hope I do it justice.
Those of us involved were thrilled that the announcement of
the series pick-up broke through to the mainstream media and
was mentioned in The New York Times and Washington Post and not
just as an entertainment footnote. As far as broadcast, it will be on
CBC in Canada, Sundance TV in the U.S., and AMC Studios will be
distributing it around the world. I don’t have an exact airdate just
yet but it will be on sometime in the fall of 2018. I’ll definitely let
you know! For now, we are still hard at work writing the scripts.
Production won’t begin until the spring but that is racing toward us!
In speaking to people about the story, I have made so many
meaningful connections with those that were touched by it. I
very much appreciate their honesty and support. I’d like to thank
everyone who has spoken to me and shared their experiences thus
far including the invaluable Bill Mindell, Bob O’Neill, David Page,
and Horace Krever just to name a few. Also, special thanks to
Vic Parsons and Andre Picard whose incredible books the series
has largely drawn from. Finally, some special appreciation to
Ann Harrington, Dr. Jerry Teitel and the doctors and nurses who
did more than just care for me over the years. They cared about
me. It is impossible to properly reflect a real-life tragedy such as
this. It was so devastating, so big, so detailed and intricate and so
emotionally charged. The reverberations are still being felt today.
I can only hope that drawing attention to it in this way will have
some small and positive effect. For more, or to follow our progress
please go to www.unspeakableseries.com where you can find
our Facebook and Twitter links.
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T H E B E N E FA C T

R S C LU B

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 all of their tremendous effort.

V I S I O N A R Y

B U I L D E R S

B E L I E V E R S

