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Word from the Editor

François Laroche
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emophilia Today has been the Canadian Hemophilia
Society’s newsmagazine for more than 50 years. Since its
first issue in 1964, various aspects have evolved
considerably, from content to appearance. One thing

however has never changed: the quality and relevance of its articles,
thanks to the talent and commitment of hundreds of collaborators
over the decades.

It is therefore crucial to ensure that the CHS’ most important
communication tool continues to innovate while preserving its assets.
This issue already features some changes. First of all, for those of you
receiving the magazine by mail, you will have noticed that you 
have received it in only one language, either English or French. 
The ongoing evolution of the printing market now makes it more
beneficial to proceed this way, which wasn’t the case in the past. 
If you wish to receive the magazine in a different language than the
one you received, or if you would like to receive both versions, 
please contact the CHS toll-free at 1-800-668-2686 or by e-mail at
chs@hemophilia.ca.

Furthermore, we looked carefully at the objective of our column
Chapter Spotlight, which is first and foremost for chapters to share
the events and initiatives going on in each area that others would find
helpful to know about. With this in mind, we have taken a new
approach for Chapter Spotlight. Each issue will now feature one
particular topic for which one or more chapters will be directly
solicited to share their best practices, their ideas and their challenges.

MONTREAL – February 11, 2015 – Héma-Québec has announced the winners in the tenders for recombinant FVIII and IX supply 
for Quebec for the next two to three years.

In the FVIII field, Xyntha®, manufactured by Pfizer, was awarded the primary contract, representing 85 to 88 percent of the estimated
36,000,000 IUs required annually. The secondary contract for the remaining 12 to 15% was awarded to Advate®, manufactured by Baxter. In
addition, Eloctate®, an extended half-life FVIII, manufactured by Biogen Idec, will be made available on a limited basis to patients with specific
and demonstrated medical needs. Seven different companies with recombinant FVIII products submitted competitive bids in the tender. The
contracts will run for three years from April 1, 2015 to March 30, 2018. The factor VIII contracts are expected to save the Quebec health care
system close to 45 million dollars over the three-year period compared to current costs.

In the factor IX field, Benefix®, manufactured by Pfizer, was awarded a contract for the approximately 9,000,000 IUs needed in Quebec each
year. However, Alprolix™, the recently approved extended half-life FIX concentrate manufactured by Biogen Idec, will also be available in a limited
way based on demonstrated medical need. Bids for only these two recombinant FIX products were submitted in the tendering process. The factor IX
contracts will run for two years from April 1, 2015 to March 30, 2017. Immunine®, the plasma-derived FIX manufactured by Baxter, will continue
to be available. The factor IX contracts will also result in important savings.

Both the FVIII and IX contracts will include the possibility of two additional renewal options of one year each, invoked at the discretion of
Héma-Québec. The factor VIII decision will mean that patients currently using Helixate® will switch to Xyntha. The transition period will run over
several months starting in April 2015.

The announcement came after a rigourous tender process that took into account safety, efficacy and quality, as well as price. – F.L. and D.P.

The evolution of Hem philia Today

Héma-Québec announces winners in FVIII and IX tenders

H The South Western Ontario Region and the Manitoba Chapter have kindly
accepted the offer to inaugurate this brand new Chapter Spotlight by
providing their insight on recruitment and retention of volunteers.

Also, to better meet the objective of maintaining a lively calendar
of events, the Upcoming Events column has been removed from the
pages of the magazine. We felt that the CHS Web site would be a more
suitable place to share this timely information, either on the national
Events Calendar page or on the Upcoming Activities provincial pages.
Moreover, chapter newsletters remain a useful medium for sharing this
information.

Now it is your turn, dear readers, to tell us about the additional
changes you might like to see brought to your magazine. We
encourage you to let us know what you enjoy reading in the current
magazine and what else you would enjoy reading that is not there at
the moment. 

In order for you to do so, we have created an online consultation.
Please do not hesitate to share your input. We are very eager to read
your opinions and ideas.

The confidential survey is available at www.surveymonkey.com/s/HT2015. 
A direct link is also available on the CHS Web site (www.hemophilia.ca/en).



4 |  Hemophilia Today  March 2015

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

Message from the President

Craig Upshaw

n the area of care and treatment, the key strategy to
support optimal delivery of comprehensive care was to
develop a bleeding disorder treatment centre audit process,
led by the Association of Hemophilia Clinic Directors of

Canada in collaboration with all health care providers. This initiative
did not occur; however, the CHS did undertake an assessment of centre
resources, including a patient satisfaction survey, the results of which
are now being delivered to centre directors and chapters. A national
report will be presented in May.

Regarding a safe and secure supply of coagulation products and
the blood system, the CHS has been very successful. Factor
concentrates remain within the blood system budget, free of direct
charge to patients. The supply of concentrates remains adequate for
prophylaxis, immune tolerance induction and on-demand therapy. The
factor VIII in Canadian plasma is now being recovered and distributed
free of charge in developing countries. A new integrated information
system, including an electronic infusion reporting system for patients,
to replace the outdated CHARMS is very close to reality. In 2011,
extended half-life factor concentrates were entering clinical trials and,
in 2014, they were approved for use by Health Canada. The CHS has
been very active in advocating for their addition to the list of
concentrates funded through CBS and Héma-Québec; however, it must
be recognized that in this new era of Health Technology Assessments,
their inclusion will not be automatic. The CHS has also played a role
in facilitating quicker access to the promising hepatitis C drugs now
available.

In the research field, despite plunging interest rates, the CHS has
been able to raise its annual funding to $500,000 and increase the
endowment of the Hemophilia Research Million Dollar Club to 2.2
million dollars. In addition, two new research programs were created
to encourage nurses, physiotherapists and social workers to conduct
crucial research to increase knowledge about the impact of bleeding
disorders.

While one can always do more in the area of education and support,
the CHS and its chapters, with the strong support of the health care

Measuring success, 
charting the road ahead

community, have maintained strong education and support programs
that rely on a catalogue of educational materials that is of high quality
and up-to-date. Indeed, many of our publications have been adapted
for use by hemophilia organizations in other countries.

The best programs are of little use if people are not aware of them.
The organization held a member recruitment campaign that raised the
number of chapter members to more than 2,500, short of our goal of
4,000, but nevertheless a huge increase compared to 2010. The CHS
has continued to raise awareness about von Willebrand disease and
bleeding disorders that affect women with health care providers and
the general public.

A full report on the outcomes of the 2011-2015 strategic plan will
be prepared in the coming months. And already, the CHS is looking
forward to charting the way ahead for the years 2016 to 2018. This
important work will contain a number of elements:

▪ an on-line needs assessment so patients and their families can tell
the CHS exactly what they would like their organization to do;

▪ consultations with key opinion leaders, including both health care
providers and CHS/chapter volunteers;

▪ an external environmental scan, with discussions with key
stakeholders from the blood establishments, pharmaceutical
industry and government so that the CHS can take into account
the changing realities of health care and not-for-profit health
charities.

I urge you to take advantage of opportunities offered to you over
the next nine months to make your voice heard. Your involvement will
mean a 2016-2018 strategic plan that better responds to your needs
and the needs of our community.

The Canadian Hemophilia Society is in the last year of its 2011-2015 strategic plan
and has begun a process to chart the road ahead. How well has the organization
done over the last four years in reaching its goals?

I



his innovative injury self-management
mobile application, developed following
research funded by the CHS/Baxter

Canada Inherited Bleeding Disorders Fellowship
Program for Nurses and Allied Health Care
Professionals, was designed with help and
feedback from young men with mild hemophilia
ages 18-35.

The research identified
that young men with mild
hemophilia often delay
getting medical treatment
because they cannot always
determine the differences
between “mild” injuries and
significant bleeds. The recently published CHS
booklet Identifying Common Joint & Muscle
Bleeds is included in the app to further assist with
assessment.

Failure to recognize and promptly treat a bleed
can result in major medical complications, missed
school or work, and significant physical pain with
decreased mobility. The prolonged recovery results
in higher use of expensive clotting factor
concentrates and increases demands on the
health care system during the rehabilitation
period.

The Hemophilia Injury Recognition Tool was
developed by JoAnn Nilson, Kathy Mulder, Kristy
Wittmeier, Candice Schachter, Richard Lomotey,
Sarah Oosman and Cathy Arnold.

The Hemophilia Injury Recognition Tool 
is free and available from the Apple Store and
Google Play. The app is adaptable to different
devices and screens (e.g., smartphones and
tablets). Download information is available on the
CHS Web site: www.hemophilia.ca/en/care-and-
treatment/physiotherapy.

For any questions, please contact 
joann.nilson@saskatoonhealthregion.ca.– J.N.
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NEW . . .        and REVISED RESOURCES

Community News

Three rare inherited bleeding disorder booklets revised
� Factor VII deficiency: An inherited bleeding disorder
This booklet has three main goals. The first is to provide individuals with factor VII deficiency
and their families with information on the disease and its treatment. The second goal is to
raise awareness of the signs and symptoms of bleeding. Thirdly, it describes the comprehensive
care team, just in case there are any problems.

� Factor XIII deficiency: An inherited bleeding disorder
Factor XIII deficiency is a very rare disease. It is not well known, even among health
professionals. There is very little information available to people with factor XIII deficiency
and their families. The purpose of this booklet is to describe this bleeding disorder and its
treatment. We hope that it will help those affected to better understand their disorder
and reduce its impact on their lives.

� Glanzmann thrombasthenia: An inherited bleeding disorder
Glanzmann thrombasthenia is a rare hereditary disease. Learning that you have this disease is
not easy. Learning your child has it can be even harder. The goal of this booklet is to provide
information that will be useful to people who each day have to face this health problem.

One of the most popular documents 
distributed by the CHS now revised
�  Desmopressin - A Guide for Patients and their Caregivers
This simple brochure provides basic information on the uses and
administration of DDAVP, Octostim and Octostim Spray.

The CHS is pleased to present the second editions of three valuable
booklets and the third edition of one brochure, all written by the
Canadian Association of Nurses in Hemophilia Care and published
and distributed by the Canadian Hemophilia Society.

These four publications are available for download on the CHS Web
site (www.hemophilia.ca/en) or copies can be ordered by phone at 
1-800-668-2686 or by e-mail at chs@hemophilia.ca. – C.R.

Hemophilia Injury
Recognition Tool
(HIRT?)
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hen recruiting volunteers, we step back and look at the
big picture. First, we identify our priority tasks. Then, we
determine the skills we have on our existing team and the
ones we need. This year we are updating our by-laws,

developing an engagement strategy, and improving financial
sustainability. Based on these priorities, we know to target new Council
members with backgrounds in law, communications and
fundraising. We ask our community to help identify
people with these skills and advertise externally.

Expertise is sought within our community first.
Members of our community have the benefit of knowing
what it’s like to have a bleeding disorder and have
established bonds with those we serve. The era of
decision-making tables entirely occupied by men with
hemophilia is rightfully over. We want diverse viewpoints
including parents of affected children, women with
bleeding disorders, and people with rare bleeding
disorders. A majority of our Council represents diverse
inherited bleeding disorder experiences.

We welcome people from outside of our community
who can look at established practices and ask: “Is there
a better way?” We are not just looking for people with
the best resumé. Again, it’s like a hockey team. You need
skilled players on your top lines but your team isn’t going
anywhere if you don’t have heart and soul players who
keep you focused on what matters most, who know your
community, and are willing to do the gritty work.

We interview prospective volunteers. Yes, we interview! These roles
are important to our community and deserve proper care. When
interviewing, know what you’re looking for. Learn what your volunteer
is looking for. We have job descriptions for each volunteer position.
When we recruit volunteers these policies help ensure everyone
understands their responsibilities. These conversations may lead to a
better fit and role than expected.

We insist our teams act like teams. We do not have resources to
waste on drama. We sometimes have disagreements but we focus on
the mission and have respectful discussions to move our cause forward.

Teams that are mature in handling their disagreements thrive. Those
who contribute drama unfortunately drive volunteers and members
away to the detriment of those we serve. If you have an engagement
problem, look inward before looking outward. We should have little
tolerance for unprofessional conduct. Member orientation and a code
of conduct establish clear expectations and processes to resolve issues.

Two youths are required on each of our
Regional Councils and one on each of our
committees. Leadership roles have term
limits of two years. These standards ensure
that youth members and new volunteers
have opportunities to take on additional
responsibilities and develop their skills once
they are familiar with the organization. This
progression and rotation through different
leadership roles helps develop a breadth 
of knowledge. Term limits ensure new
perspectives are regularly being brought to
our leadership. Those who take on
leadership roles are not tasked indefinitely.

Continuity is important. We do not just
let dedicated volunteers walk away at the
end of their terms. We work with them to
find another role they might be interested in.
We need these long-term volunteers to stay
involved to teach the leaders of tomorrow.
Lastly, be sure to let your volunteers know they

are appreciated; it’s the right thing to do, and it will motivate them.
Does the Red Wings’ model of focusing on development work? Well,

they drafted the second-best defenceman ever, Nick Lidstrom (53rd
overall), the league’s best defensive forward Pavel Datsyuk (153rd), and
past playoff Most Valuable Player Henrik Zetterberg (210th). Players
drafted outside of the first round are rarely projected to be superstars.
There are a lot of guys drafted before the ones I mentioned who never
made The Show. For us, we have great future leaders like Zach Adams,
Amy Griffith and Monica Mamut sitting on our Council and plenty
more involved throughout our organization.

by Paul Wilton
Council member of Hemophilia Ontario – South Western Ontario Region and Vice-president of the CHS Board of Directors

The Detroit Red Wings have qualified for the playoffs 25 straight years. During
this streak, they have won the Stanley Cup four times. This is more than any
other NHL team in that same period. Why so successful? Detroit is widely
recognized for focusing on developing young prospects to their full potential. 
In the South Western Ontario Region of Hemophilia Ontario, we too are always
working towards building our long-term strengths by developing future leaders.

The draft

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

Continuity is
important. We do not
just let dedicated

volunteers walk away
at the end of their
terms. We work with
them to find another
role they might be

interested in. We need
these long-term
volunteers to stay

involved to teach the
leaders of tomorrow. 

W



member and slowly took on more responsibilities. She began by
attending meetings and greeting Gala guests as they arrived and
helped them find their tables at the event. Now, she is part of the
Gala Decorations Committee, is in charge of the At Event Volunteers,
and has played an important role on the Promotions Committee.

Victoria feels that the chapter has been very
welcoming. She says she never perceived any
ageism from her fellow volunteers and she
believes that we gave her jobs that allowed her
to get to know the membership and the value
of the work the chapter does. Coming to the
annual Volunteer Appreciation parties and to
the Gala Committee wind-ups made her feel
like a member of our family. We certainly feel
that she is family. Victoria considers that
participating in a project with a committee that
continually evaluates its work and always
welcomes new ideas makes it enjoyable for her.
Ultimately, she senses her work has value to the
membership in providing the resources needed
for programs and services.

Why does Victoria appear in so many Gala
photos? At Victoria’s second Gala Dinner, we
asked her to make sure that prize winners
remained at the front of the room to have their
photo taken. Victoria is such a personable

young woman, winners felt more comfortable posing with her, rather
than by themselves. Over the years, we have looked at the photos
and watched her become the intelligent and accomplished young
woman she is today. We look forward to many more years of Victoria
volunteering for the chapter.
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here are many exceptional qualities about Victoria. At 16,
she knew she wanted to be a paleontologist, and today
she is. Many are surprised to learn that she is not a chapter
member. She does not have a bleeding disorder in her

family. So, how did we come to find her? Quite frankly, she found
us! Victoria’s mother works in fundraising and she
offered Victoria $100. She was challenged to
research charities and make a donation to the
charity of her choice. She chose the CHS Manitoba
Chapter.

The CHS wasn’t completely unknown to her.
Victoria has a friend with hemophilia. She was
fascinated with sex-linked genetic disorders in her
high school biology class (seriously?) and her
mother worked for Hemophilia Ontario during the
tainted blood crisis while she was pregnant with
Victoria. We were immediately taken with this
mature young woman and gave her a volunteer
form to fill out!

The next question that we are often asked
about Victoria is, “Why has she continued to
volunteer for you for such a long time?” We are
very lucky and we were very smart in how we
engaged her. The first jobs we offered her were
certainly appropriate for her age and supported
by adults. Young people want to learn new skills
and use the ones they have! We were always very considerate of her
school commitment so she never felt pressured.

Victoria has enjoyed working with the Gala Committee. It is a
large committee. The project is not dependent on just a few people;
duties are well divided. Victoria started as a general committee

by Christine Keilback
CHS Manitoba Chapter Executive Director

Who is that charming young woman in all the CHS-Manitoba
Chapter Gala Dinner photos? Her name is Victoria Markstrom. 
She is 23 years old and she has been volunteering for the Manitoba
Chapter since she was 16. Victoria has held several volunteer
positions with the chapter. As a teenager, she began volunteering
for us by helping with the children’s programs at education events.
It became evident that she had more to offer and so Victoria was
asked to sit on the Gala Committee, our largest fundraiser. She has
worked on the Gala Committee for seven years.

The secret to keeping great volunteers

Victoria with Kathy Mulder
(retired physiotherapist 

from the Bleeding Disorders
Program in Winnipeg) at the

2014 Gala dinner.

V O L U N T E E R  R E T E N T I O N

We are very lucky
and we were very
smart in how we
engaged her. 

... 
We were always
very considerate
of her school
commitment so
she never felt
pressured.

T
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CHS James Kreppner Memorial Scholarship and Bursary Program
The deadline to submit applications for this year is April 30, 2015. The criteria and application forms are available on the 

CHS Web site at www.hemophilia.ca/en/support-and-education/scholarship-program. – J.A.

NO T I C E

The Annual General Meeting of the Canadian Hemophilia Society will convene as follows:
Saturday, May 30, 2015 - 8:30 a.m. at the Marriott Halifax Harbourfront Hotel, Halifax, Nova Scotia.

1. To receive and consider the financial statements of the Corporation for the fiscal year ended December 31, 2014 together
with the report of the Auditors thereon

2. To receive the report of the Nominating Committee
3. To acknowledge the Designated Director of each chapter
4. To acknowledge the elected Directors on the CHS Board of Directors for 2015-2016
5. To appoint Auditors of the Corporation and to authorize the Directors to fix the remuneration of the Auditors
6. To receive the report of the Hemophilia Research Million Dollar Club
7. To transact such other business as may properly come before this Annual General Meeting of the members of the
Canadian Hemophilia Society

Mylene D’Fana, secretary 

If you are a victim, spouse of a victim, or child of a victim of the tainted blood tragedy in Canada, attend or plan to attend a
recognized Canadian post-secondary institution, either full-time or part-time, you may qualify for financial assistance. The
application deadline for the National Endowment Fund Scholarship is April 30, 2015.
Although the scholarship fund is administered by the University of Ottawa, students can attend any recognized post-secondary

institution in Canada. The number of awards and the value of awards depend on the number of successful applicants and on
interest generated by the Fund (maximum $3,000 per year).
You may consult the eligibility criteria and application procedure at www.scholarships.uottawa.ca. More information is available

on the CHS Web site at www.hemophilia.ca/en/hcv-hiv/national-endowment-fund-scholarship---university-of-ottawa. – M.L.

GOOD NEWS!

Eligibility criteria expanded to include spouses for the
National Endowment Fund Scholarship

Pfizer Take a Break contest is back!
“No act of kindness, no matter how small, is ever wasted.” – Aesop

How do you show someone you care? On April 17, World Hemophilia Day, enter your most “helpful” 
photos for your chance to win $3,000 with the Take a Helpful Break contest from Pfizer. Moreover, the
provincial CHS chapter of the winner will receive $5,000 in order to further benefit the local bleeding disorder community.
Here's how it works: Enter the contest by uploading a photo or video (new feature) showing what a helpful break means to

you. Whether it’s teaching your child something new, volunteering your time in the community, helping friends and family, or
simply how you put a smile on someone’s face, share with others how a little can go a long way.
New this year! The contest will have a two-week submission period, followed by a two-week voting period on Facebook

where you can share your submission with friends and family and get them to vote for you daily.
For contest details, stay tuned to the CHS Facebook page. – C.R.
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The Canadian Hemophilia Society is pleased to invite you to attend
Rendez-vous 2015 which will be held May 28-31, 2015 in Halifax.
This key event will feature the Medical and Scientific Symposium:
Living with a Bleeding Disorder: Changing Perspectives, the CHS
Annual General Meeting, a youth workshop, a community workshop
about the past, present and future and annual meetings of the four
health care professional groups.

Rendez-vous is organized jointly by the Canadian Hemophilia Society (CHS), the Association of Hemophilia Clinic Directors of Canada (AHCDC),
the Canadian Association of Nurses in Hemophilia Care (CANHC), the Canadian Physiotherapists in Hemophilia Care (CPHC), and the Canadian
Social Workers in Hemophilia Care (CSWHC).

Rendez-vous 2015 is presented by Biogen Idec and sponsored by Baxter, Bayer, CSL Behring, Gilead, Novo Nordisk and Pfizer.

This biennial conference will explore state-of-the-art advances in treatment and research benefiting people with inherited bleeding disorders.
Among many other stimulating topics presented at the Medical and Scientific Symposium, attendees will hear from experts about pain
management, adherence to prophylaxis protocols, anxiety and needle phobia, the latest in HCV treatments, and fitness. Please visit the CHS Web
site for updates on the program of the symposium.

Attending this invaluable meeting is an extraordinary opportunity, in only one weekend, to gain new knowledge at the medical and scientific
sessions and community workshops, to network with peers and friends, to visit the pharmaceutical industry exhibits and to take an active part
in your organization’s Annual General Meeting.

For more details, please consult the CHS Web site at www.hemophilia.ca/en or contact your local chapter. We hope you can join us! – C.R.

S C H E D U L E  O F  E V E N T S

THURSDAY, MAY 28, 2015

 8:30  – 17:00  CANHC annual meeting
 15:00 – 22:00 CSWHC annual meeting
 15:00  – 22:00 CPHC annual meeting

FRIDAY, MAY 29, 2015

 7:00  – 8:15 Annual meeting of the interdisciplinary executive groups
 7:00 – 8:15  Care Until Cure Research Exchange hosted by Pfizer 

(by invitation only)
 8:30  – 17:30 Medical and Scientific Symposium: 

Living with a Bleeding Disorder: Changing Perspectives
 17:30  – 18:30  Cocktail reception
 18:00  – 22:00 AHCDC members only symposium dinner

SATURDAY, MAY 30, 2015

 6:45  – 8:15  Breakfast and satellite symposium hosted by Biogen Idec
 8:30  –  10:15 CHS Annual General Meeting
 8:30  –  16:00  AHCDC Scientific and Educational Symposium
 10:30 –  16:30  CHS youth workshop
 10:30 – 17:00 Voices of the Past, Present and Future

- Patients’ panel discussion
- Parents Empowering Parents (PEP) Program
- Strategic planning consultation

 10:30  – 17:00  CHS Board of Directors’ meeting
 19:00  Banquet and CHS National Awards

SUNDAY, MAY 31, 2015

 8:30 – 13:30 CHS Board of Directors’ meeting

OTHER MEETINGS AS SCHEDULED
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Happy 90th birthday,
Henderson Allen!

Henderson is the second oldest man with hemophilia A living in Nova
Scotia. When Henderson Spurgeon Allen was born on November 21, 1924, in
the small town of Northport, N.S., the life expectancy for a baby born with
hemophilia was limited. But Henderson, also known fondly to many as “The
Energizer Bunny,” has not only defied the odds; he has also watched
hemophilia care evolve and has survived the era of tainted blood.

Henderson was the third child and first son born to Loretta and Gideon Allen.
At that time he had two older sisters, Beulah and Melcora, and from all accounts
he learned to “defend himself “at a very early age. Guarding cookies from his sisters
was one of his favourite pastimes. Henderson was diagnosed as a “bleeder” by 
Dr. Allen, in Port Elgin, N.B., at the age of six after having a tooth extracted. 
After his father passed away from cancer, when Henderson was a young boy, his

mother remarried. Subsequently his family grew and Henderson
became the big brother to two more sisters, Grace and Alice,
and two brothers, Gordon and Stewart. Of these seven children,
all three boys were diagnosed as “bleeders.” As well, two of the
four girls were found to be carriers and went on to have boys
with hemophilia A. Hemophilia is not the only strong gene in
the family. The longevity gene is powerful as well, as all seven
siblings are still alive and well today – and all were at the party!

Knowing that he was a “bleeder” did not stop Henderson
from working and living a very active life. At about age 14,
Henderson left home to work on a farm and later did
construction work. He was a very hard worker and at about
16, he began working in the dye room for Lewis Hat and
Caps earning $7/week. He went on to work as a wheel
inspector, machinist, and staff sergeant in the military for
12 years, and worked for several office equipment and
typewriter companies, until finally owning and operating his
own recreational sales company. All the while, living and
knowing that an injury or surgery could be life threatening.
Somehow he managed to avoid serious injuries, aside from a
broken nose.

In 1958, Henderson married his sweetheart, Joyce, 
and they went on to have a son, Paul, and a daughter, Lisa.
He is now grandfather to Zachary and Katie and great-
grandfather to Bethany.

n November 21, 2014, a very special celebration took place.
There was a surprise party for Henderson Allen who was
turning 90, and a surprise it was! One guest commented, 
“I think that’s the first time I’ve seen Henderson lost for
words.” Thanks to his wife, son and daughter the secret was
well kept and Henderson was caught off guard.

0
Sue Van Oosten, 
Henderson and 
Dr. Sue Robinson,  
at Henderson’s 90th
birthday party. 

Henderson with his wife 
of 57 years, Joyce.

by Sue Van Oosten, RN, BScN
Hereditary Bleeding Disorders Program, QEII Health Sciences Centre, Halifax, NS

With the generous collaboration of Henderson Allen.
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In the early 1960s, before any effective treatment for hemophilia
was known, Henderson needed to have his appendix removed. He
remembers having his earlobe pricked to test his bleeding time. He also
remembers how the hospital staff insisted that he get up and move
the day after surgery, and how he tried hard to convince them that
this was not the best plan. Unfortunately Henderson did not win that
argument and was encouraged to get out of bed. As a result, he bled
terribly and had to remain in bed for several days. In order to stop the
bleeding, he had to undergo two more surgeries and remained in bed
for 21 days. So the recovery process was long and slow.

A few years later, Henderson developed a hernia and once again
required surgery, but no Halifax surgeon would perform this procedure.
This was around the time that Judith Pool had discovered
cryoprecipitate. So Henderson was sent to Chapel Hill, North Carolina,
to see if his surgery could be done using this new product. Together
Dr. Pool and Dr. Webster came up with a plan and Henderson’s surgery
was performed with cryoprecipitate and it went very smoothly. All the

information was sent back to Halifax and soon thereafter
cryoprecipitate began being used in the Halifax hospital. This was the
beginning of a new era for those with bleeding disorders.

Henderson has been under the care of the Hereditary Bleeding
Disorder Program in Halifax, directed by Dr. Sue Robinson since 1990.
Over the years, he has been faced with many more surgical challenges
(and a few accidents as well), all of which have required meticulous
care and planning. Some have gone more smoothly than others, which
Henderson attributes to the medical team being receptive to following
suggestions made by both Dr. Robinson and himself. He has undergone
open heart surgery for a new heart valve, a pacemaker placement,
repair of a torn quad muscle, and several dental implants (to name
only a few), all using factor VIII replacement. It is very apparent that
he recovered amazingly well from all of these procedures!

Henderson has always been an incredible advocate for both himself
and others with bleeding disorders. He served on the very first Board
of Directors of the Nova Scotia Chapter of the Canadian Hemophilia
Society and was also a member of the Canadian Rehabilitation Council
for the Disabled when hepatitis C became a threat to all those with
bleeding disorders. He was one of the first to be successfully treated
for hepatitis C in Nova Scotia.

Henderson knows his disease and he knows his treatment. He is
a gentle soul but has a stubborn streak that has allowed him to
fight back when necessary. He believes that listening carefully to
those with rare bleeding disorders is the best way to learn and
in turn to provide the best care.

Although Henderson has faced challenges throughout his
lifetime, he continues to lead a healthy and active lifestyle. He
is a hunter and fisher (with his brother Stewart) and spends
endless hours outdoors and in his shop. He also remains an active
member of his church and his community.
Congratulations, Henderson – you have reached an amazing
milestone and are an inspiration to all those who live with

bleeding disorders. Keep doing what you are doing
because it is working. Here’s wishing you many

more years of happy, healthy, active life. You
truly are an Energizer Bunny.

The seven siblings, from left to right: Beulah, Melcora, Henderson, Grace, Alice, Gordon and Stewart.

Henderson with his
granddaughter 
Katie.
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n recent years, experts have predicted a
revolution in treatment for hepatitis C virus
(HCV), making it simpler, shorter, and much

more effective. The end of 2014 saw approvals by
Health Canada of the first two all-oral therapies for
chronic HCV infection, Harvoni™ and Viekira Pak™,
which can cure patients with shorter treatment
durations and fewer side effects compared to
previously available therapies. With the approval of
these next-generation direct-acting antivirals (DAAs) –
and several more expected over the next couple of
years – that revolution has arrived.

However, barriers associated with access to treatment remain a
significant concern and focus. While some Canadians can now begin
treatment with all-oral DAAs thanks to their private health insurance,
employee benefits package or reimbursement mechanisms for claimants
under the Hepatitis C January 1, 1986 – July 1, 1990 Class Actions
Settlement (see page 13), most continue to wait for these treatments
to be listed under their provincial health care plans. The CHS, as part of
Action Hepatitis Canada, a national coalition of organizations
responding to hepatitis B and C, continues to advocate for better 
access to care and treatment. More information can be found at
www.actionhepatitiscanada.ca.

Where we are at present
The old standard of care, pegylated interferon plus ribavirin, required

weekly injections and twice-daily pills taken for 6 to 18 months and
caused unpleasant and potentially dangerous side effects including flu-
like symptoms, depression and anemia, and cured only about half of the
patients treated.

The first DAAs, the HCV protease inhibitors boceprevir (Victrelis® by
Merck) and telaprevir (Incivek® by Vertex), were approved by Health
Canada in 2011. When added to interferon and ribavirin, they shortened
treatment time by half and raised cure rates up to 75 per cent in clinical
trials. But they require multiple daily pills and have side effects (anemia
with Victrelis; skin rash with Incivek). And sustained virologic response
(SVR) rates have been disappointing in clinical practice, especially for
some of the hardest-to-treat patients: those with severe liver damage
(cirrhosis), HIV/HCV coinfection, and those who did not respond to
previous interferon treatment.

A new era begins with all-oral
therapies for HCV

Telaprevir (Incivek) has been discontinued in Canada as of January 1,
2015, and Vertex has advised doctors not to start any new patients on
telaprevir; it will make available enough medication for patients who
are already being treated with telaprevir. Merck also plans to withdraw
its HCV medicine, Victrelis, from the U.S. market by the end of 2015 due
to declining demand, though it will remain available internationally until
further notice. Merck plans to file a new all-oral ribavirin-free HCV
regimen, grazoprevir and elbasvir, by mid-year.

The next-generation DAAs aim to overcome these barriers. Janssen’s
protease inhibitor simeprevir (Galexos™) and Gilead’s polymerase
inhibitor sofosbuvir (Sovaldi®), were approved in late 2013. Health
Canada approved Galexos for the treatment of chronic HCV genotype 1
infection, in combination with peginterferon alfa and ribavirin in adults
with compensated liver disease, including cirrhosis, who have never been
treated before (treatment naïve) or who have failed previous interferon
therapy (pegylated or non-pegylated) with ribavirin. Sovaldi is indicated
for the treatment of chronic HCV infection in adult patients with
compensated liver disease, including cirrhosis; for the treatment of HCV
genotypes 1 and 4 in combination with pegylated interferon and
ribavirin; and for the treatment of HCV genotypes 2 and 3 in
combination with ribavirin.

Unlike interferon, which stimulates the body’s natural immune
response, DAAs interfere with enzymes that the virus uses to reproduce.
They work best when drugs that target different steps of the viral lifecycle
are combined. They can shorten treatment to 12-24 weeks, and maybe
even 6-8 weeks for some patients, without adding many side effects.

For patients with HCV genotype 1 (the most common type in the U.S.
and Canada and until now the most difficult to treat), the FDA approved
both Galexos and Sovaldi for use in a 12-week regimen with interferon
and ribavirin. While Health Canada has not approved this combination,
it does nonetheless get prescribed off-label by Canadian physicians.
Sovaldi is effective against more HCV genotypes and has fewer drug
interactions than Galexos.

But what most HCV patients and their providers have been waiting
for is interferon-free treatment.

No interferon, with and without ribavirin
HCV treatment is evolving very rapidly and interferon-free options

are now available for genotypes 1, 2, 3 and 4. There is not much data on
genotypes 5 and 6, but there are clinical trials under way with novel DAAs.

In Canada, we now have access to two new interferon-free
treatments since Health Canada’s approval of Harvoni (ledipasvir and
sofosbuvir) in October 2014 and Holkira™ Pak (ombitasvir, paritaprevir,
ritonavir and dasabuvir) in December 2014.

Harvoni was approved for patients over age 18 with HCV genotype 1.
In clinical trials, the cure rate was 94 to 100 per cent. Ledipasvir and
sofosbuvir are co-formulated into one tablet that is taken once daily.

I

The use of all-oral therapy in genotypes 1, 2, 3 and 4 HCV infection; cirrhotic and non-cirrhotic
patients; pre- and post-transplant HCV infection; patients with HIV coinfection.

by Michel Long
CHS Program Manager
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Treatment for 12 weeks is recommended for patients without cirrhosis
and patients with cirrhosis who are treatment naïve, and 24 weeks for
previously treated patients who have not been cured. Treatment with
Harvoni cured HCV in 97 per cent of patients with cirrhosis previously
unsuccessfully treated with a first-generation DAA, reported researchers
at the 2014 Meeting of the American Association for the Study of Liver
Diseases (AASLD).

Holkira Pak, an all-oral, short-course interferon-free treatment, with
or without ribavirin, was approved for the treatment of patients with
chronic HCV genotype 1, including those with cirrhosis. In clinical trials,
the cure rate was 92 to 100 per cent. Holkira Pak is the only treatment
to combine three DAAs to attack HCV at three separate stages of its
replication process. Ombitasvir, paritaprevir and ritonavir are co-
formulated into one tablet; dasabuvir has its own tablet. Some patients
take this combination with ribavirin. The majority of patients take
Holkira Pak for 12 weeks. Patients with HCV genotype 1a and cirrhosis
who have been previously treated with peg-interferon and ribavirin but
did not have any response to treatment (prior null responders) are
recommended to take Holkira Pak and ribavirin for 24 weeks. Holkira
Pak cures HCV in most liver transplant recipients: 97 per cent treated

with Holkira Pak and ribavirin for 24 weeks were cured in a mid-stage
trial, reported researchers at the 2014 AASLD Meeting.

Hepatitis C drugs in development
Additional HCV drugs are being tested in clinical trials. For example,

a 12-week regimen of daclatasvir, asunaprevir and the polymerase
inhibitor BMS-791325 cured 92 per cent of previously untreated
patients. Merck also has a promising combination in the pipeline: the
protease inhibitor MK-5172 and NS5A inhibitor MK-8742. Daclatasvir
resulted in SVR rates near 100 per cent when taken with Sovaldi. Gilead
declined to pursue this regimen, but now that Sovaldi has been
approved, research by other companies is continuing. In fact, recently
released guidelines from the European Association for the Study of the
Liver recommend combinations that include daclatasvir, even though it
is not yet approved.

For drug combinations currently approved by Health Canada for HCV
patients, visit the CATIE Web site at www.catie.ca/en/practical-guides/
hepc-in-depth/treatment/chronic-hepc-treatment-combinations.

Key Sources: 2014-11-04 article by Liz Highleyman, Promise and Peril: The New Hep C Drugs and CATIE Web site.

Additional patient support programs for accessing
treatments for hepatitis C through the Hepatitis C 
January 1, 1986 — July 1, 1990 Class Actions Settlement
by Michel Long
CHS Program Manager

n our last two editions, we shared information that people who are approved claimants under the Hepatitis C January 1, 1986 –
July 1, 1990 Class Actions Settlement may be reimbursed for treatment costs and generally accepted hepatitis C (HCV) medications
that are not recoverable under any public or private health care plan.

Thanks to a collaborative effort between the CHS and Gilead Sciences Canada, Inc., the Gilead Momentum HCV Support Program™
could provide treatment upfront to those eligible for Sovaldi® (sofosbuvir) while the claimants wait for a reimbursement from the 1986-
1990 plan. Since then, treatment options have continued to evolve quickly in Canada with, among other developments, the approval of
Harvoni™ (ledipasvir and sofosbuvir in a single tablet) by Health Canada in October 2014. This drug is now also included under the Gilead
Momentum HCV Support Program (1-855-447-7977).

With Holkira™ Pak (paritaprevir/ritonavir/ombitasvir tablets; dasabuvir tablets) having received Health Canada’s notice of compliance
in December 2014, the CHS collaborated with AbbVie Canada to ensure that their new treatment could be made available to 1986-90
class action claimants via a patient support program. We are pleased to confirm that this is now the case thanks to their AbbVie Care
Program™ (1-844-471-2273).

Janssen’s Galexos™ (simeprevir) received its Health Canada notice of compliance earlier, in November 2013. The CHS has also worked
with Janssen to ensure that patients prescribed Galexos can be provided with comprehensive support, including financial assistance,
through the Galexos™ BioAdvance® Patient Support Program (1-855-512-3740).

These patient support programs are designed to provide a wide range of customized services including reimbursement assistance,
education and ongoing disease management support. They will not only support health care professionals but people living with HCV
throughout their treatment journey to achieve a possible cure. This assistance will cover the entire treatment regimen that your doctor
will prescribe, including drugs from one or more pharmaceutical companies. Part of the support is to help you and your health care
provider determine if you qualify for treatment and medication cost reimbursement through the Hepatitis C January 1, 1986 – July 1,
1990 Class Actions Settlement. These programs offer assistance by providing drugs upfront to the 1986-90 claimants through their specialty
pharmacy. Once the 1986-90 plan issues the reimbursement cheques to the patients for their treatment, they, in turn, must reimburse the
pharmacy directly. To enrol in one of these programs, speak to your doctor or nurse or call the numbers listed above for more information.

You may also go to www.hemophilia.ca/en/hcv-hiv/hcv-treatment-support-for-1986-1990-claimants for more information.

I
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Youth File

Justin Smrz
Co-chair, National Youth Committee

s we transition into a new year, let us look back at 2014 and
look ahead to 2015. In May 2014, the World Federation of
Hemophilia held its congress in Melbourne, Australia. Canada
sent many representatives, including patients, caregivers,

volunteers and three youths. Moving through the summer months, many
provinces held summer camps staffed by youths with a bleeding disorder.

In October, the CHS hosted its 4th edition of the National Youth
Workshop. Twenty-three youths gathered together for a three-day
workshop. Once again, several sessions were offered to meet the needs
of all participants. John Schmitke (co-chair of the National Youth
Committee), Zachary Adams and I gave a presentation on the latest
developments in hemophilia care based on sessions the three of us
attended at World Congress. In addition to our presentation, Georgina
Floros, nurse coordinator at St. Michael’s Hospital in Toronto, shared the
status of hemophilia care worldwide with the group. We learned that
three-quarters of people affected by a bleeding disorder have either not
been diagnosed or have no access to care. Laurence Boma-Fisher,
physiotherapist at St. Michael’s, and John Schmitke gave a session on
physiotherapy and sports. It was fascinating to hear two perspectives
(practitioner and patient) regarding the types of sports recommended
for a person with a bleeding disorder. David Page, CHS executive director,
presented the CHS Passport to well-beingmodule, Charting Your Course.
Again it was quite interesting to hear the reasons why it’s so important
to gather information and complete our bleed charts. The highlight of
the weekend was, without any doubt, the presentations provided by our
guest speaker, Patrick Torrey. Have you ever heard about the six
personality types? Have you ever prepared a chocolate pie blindfolded?
These are only two of the activities proposed by Patrick that
participants experienced during the three-day workshop.

The next youth workshop will be held in
Halifax this spring, in conjunction
with Rendez-vous 2015, 
May 28-31.

In addition to the one-day workshop, participants will have the
opportunity to hear from medical experts at the CHS Medical and
Scientific Symposium. Our planning committee is currently putting
together another incredible program for participants. Make sure you are
one of the 30 lucky youths who will be sponsored by the CHS to attend.
For more information or to receive an application form, please 
contact your local chapter or Hélène Bourgaize at the CHS at
hbourgaize@hemophilia.ca.

To conclude, I would like to share with you some of my personal
experiences with the transition program. The transition program was
developed to assist youth in transitioning from pediatric to adult care.
The objective of the transition events is to introduce the new care team
while in the presence and care of the pediatric care team. Prior to
moving to adult care, parents not only receive all medical information
but also order all the necessary medication for their child. However,
when the all-important age of 18 arrives, the channel of information
switches automatically to the patient and this can be scary. The
transition workshops prepare us for this fundamental change. To foster
independence, the pediatric care team prepares the patient by involving
him/her in discussions regarding medical information and ordering
medication. These steps, as well as the introduction to the new adult
care team, make the transition from being a teenager to a young adult
much more bearable and less daunting. I would encourage all young
readers to participate in one of these workshops organized by their local
clinics. Please remember to forward any subject you would like to see
addressed in this column to Hélène Bourgaize. In the meantime, 
I’m looking forward to seeing many of you in Halifax!

A

Youth participating at the CHS National
Youth Workshop last October.
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omprehensive care of people with bleeding disorders requires
each member of the interdisciplinary team to have highly
specific knowledge and skills related to these complex
conditions. The expertise considered necessary for high-

quality patient care is typically developed through many years of
education, which is critical to becoming a competent, effective and
informed clinician. However, reaching maximum potential as a health
care provider requires complete immersion in a clinical setting with an
experienced, knowledgeable and enthusiastic teacher. In Canada, the
large geographic area and relatively small number of bleeding disorder
treatment centres (HTC) have made it difficult to establish conventional
mentorship in hemophilia care.

To address this problem for physiotherapists, the Canadian
Physiotherapists in Hemophilia Care (CPHC) has created a program that
utilizes the wealth of physiotherapy expertise available within our
country. The program matches seasoned physiotherapists with clinicians
who are new to bleeding disorder treatment, providing opportunities
for hands-on learning in a clinical setting. Participants in the program
engage in self-reflection exercises, rating their confidence in performing
basic clinical skills standard to hemophilia care, and identify knowledge
gaps within their practice. In discussion with their mentors, they use this
information to establish learning goals and they continually reevaluate
their professional development throughout their program. This has been
successful in overcoming challenges to traditional learning in hemophilia
care, resulting in improved care for persons with bleeding disorders
across the country.

In March 2014 Erin McCabe and Elia Fong, the adult and pediatric
physiotherapists at the Dr. John Akabutu Centre for Bleeding Disorders
in Edmonton, were sponsored by Bayer Pharmaceuticals to attend a
mentorship opportunity with JoAnn Nilson in Saskatoon.

JoAnn, physiotherapist at the Saskatchewan Bleeding Disorders
Program (SBDP) and current vice president of CPHC, has been highly
dedicated to hemophilia care for about 15 years. She has been involved
in many research projects, specifically in the area of mild hemophilia,
but also various CPHC and Canadian Hemophilia Society activities.

She organized a mentorship experience that provided ample
opportunities for learning and practicing physiotherapy skills with both
adult and pediatric populations, and all the questions the newer
therapists had were answered entirely. Part of the time was dedicated
to learning how the SBDP team functions, and Erin and Elia were able

C

Benefits of mentorship in
hemophilia care
by Erin McCabe, Elia Fong and JoAnn Nilson
Physiotherapists

to consult with each member of the comprehensive care team, including
nursing, social work, genetic counselling, CHARMS data entry and
radiology. In addition, they attended two special events: a patient
education group for the SBDP Men in Pain project, as well as an
engaging and informative talk given by Dr. Robert Card on the history
of hemophilia care.

After returning home from Saskatoon, Elia found that the experience
enhanced her ability to work within an interdisciplinary team. She
noticed that while she gained a large amount of knowledge about her
physiotherapy practice in hemophilia, she benefited most by broadening
her knowledge about the roles of other team members. This
interdisciplinary knowledge allowed both physiotherapists to strengthen
their relationships with their HTC team in Edmonton, and reinforced the
value of the comprehensive care team.

Erin said about her experience: “The confidence and skills, as well as
clinical practice knowledge and resource materials will be extremely
valuable in developing physiotherapy in our bleeding disorder treatment
centre. It would have taken me years of study and experience to gain
what I did in just two days with JoAnn and the team in Saskatoon.”

Health care professionals often find that mentorship is mutually
beneficial. Advantages for the mentor include stimulating self-reflection,
introducing new ideas, and the satisfaction of contributing to the
development of the profession. As hemophilia care rapidly evolves,
mentorship will continue to play a central role in the professional
development of new clinicians, and support the continuing education
and maintenance of an evidence-informed practice for all health care
professionals.

Left to right: Erin McCabe, JoAnn Nilson and Elia Fong in Saskatoon

“It would have taken me years of study and experience to gain 
what I did in just two days with JoAnn and the team in Saskatoon.”
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The Blood Fact  r

David Page
CHS National Executive Director

� New factor products move
closer to market
MONTREAL, January 13, 2015 – As this issue of Hemophilia Today

went to press, there was no official word on the introduction of new
clotting factor concentrates into the Canadian market; however, there
were indications this may be near.

A number of new recombinant products have been approved by
Health Canada in the last year. In the factor IX field, these include
Alprolix™, an extended half-life factor IX product manufactured by
Biogen (see Hemophilia Today Volume 49, No 2) and Rixubis™, a standard
half-life factor IX made by Baxter. In the factor VIII field, three new
concentrates have been licensed by Health Canada: Eloctate™, an
extended half-life product from Biogen; Nuwiq®, a factor VIII
manufactured from a human embryonic kidney cell line, instead of the
Baby Hamster Kidney or Chinese Hamster Ovary cell lines used in earlier
products, with standard half-life made by Octapharma; and Zonovate®,
a factor VIII with standard half-life made by Novo Nordisk.

In Quebec, the timing of the arrival of these new products is ideal as
contracts for FVIII and IX concentrates expire on March 31. The current
tender process to purchase factor products for the next two or three
years was therefore able to take advantage of greater product choice.
Results of the tender are announced on page 3 and contracts will start
to take effect on April 1.

In the rest of Canada, two of the new products, Alprolix and Eloctate,
are being reviewed by Canadian Blood Services (CBS) and the Canadian
Agency for Drugs and Technologies in Health (CADTH). A decision to add
them to the list of concentrates supplied through the blood budget is
expected shortly. A factor IX product could be introduced immediately;
however, marketing of new factor VIII products is complicated by the
long-term contracts signed by CBS with Baxter and Bayer, contracts that
expire respectively in 2016 and 2020.

See www.hemophilia.ca/en/safe--secure-blood-supply for the CHS
submissions on Alprolix and Eloctate. Watch the CHS Web site for
updates as decisions are announced.

� New study shows no 
increased inhibitor rate
differences among FVIII
brands
UTRECHT, Netherlands, January 8, 2015 – A publication by Fischer et

al in Blood Coagulation, Fibrinolysis and Cellular Hemostasis reported 4-
year results from the European Haemophilia Safety Surveillance
(EUHASS) project. The study states, “Differences between plasma-derived

and recombinant concentrates, or among the different recombinant FVIII
concentrates were investigated. In conclusion, while confirming the
expected rates of inhibitors in PUPs (previously untreated patients) and
PTPs (previously treated patients), no class or brand related differences
were observed.”

These latest findings contrast with three previous studies (RODIN,
Calvez et al and Collins et al) that suggested higher inhibitor rates in
PUPs who received Kogenate® FS/Helixate® FS compared to Advate®.

All four studies rely on surveillance data; none is a prospective,
randomized, controlled trial, the highest level of evidence. One
explanation for differing results is the possibility of selection bias.
Previously untreated patients at higher risk of developing inhibitors,
because of family history or specific factor VIII mutations, for example,
may have been preferentially selected for a particular factor VIII
concentrate, thus leading to higher rates.

None of the four studies observed differences in inhibitor rates
among products in previously treated patients (patients with more than
50 exposure days to factor VIII concentrates).

Reference: Inhibitor development in haemophilia according to concentrate: Four-year results from the European
Haemophilia Safety Surveillance (EUHASS) project; Kathelijn Fischer et al; on behalf of the EUHASS participants;
Blood Coagulation, Fibrinolysis and Cellular Haemostasis, January 2015.

� U.S. FDA announces move
to a one-year MSM deferral
WASHINGTON, December 23, 2014 – The U.S. Food and Drug

Administration announced that it will lift the permanent ban on blood
donation for men who have had sex with other men (MSM) and replace
it with a one-year deferral. The ban was introduced in 1983 to reduce
the risk of HIV transmission through blood and blood products.

The change was supported by the U.S. National Hemophilia
Foundation (NHF). “The policy announced today reflects a balance of
respecting donors and protecting patients,” said Val Bias, chief executive
officer of the NHF.

Additionally, in collaboration with the National Institute of Health's
National Heart, Lung, and Blood Institute (NHLBI), the FDA is
implementing a national hemovigilance system that will help the agency
monitor the effect of any policy change and further help to ensure the
safety of the blood supply. “This new blood safety monitoring system
will provide an important scientific foundation for consideration of
future revisions to blood safety policies,” stated Bias.

The U.K. and Australia both moved to a one-year deferral in recent
years, while most countries in the European Union have maintained a
permanent ban on donations by MSM. Canada adopted a 5-year deferral
in July 2013 and has since seen no increase in transfusion-transmitted
infection rates among prospective donors. It can be expected that both
Canadian Blood Services and Héma-Québec will request approval from
Health Canada to move to a one-year deferral in the near future.
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The Female Factor

Catherine Thibeault, RN
Hemostasis Centre, CHU Sainte-Justine, Montreal

bnormal uterine bleeding is a frequent cause for medical
consultation among the general female population and
represents the most common bleeding symptom for women
with bleeding disorders. Teenage girls and women can suffer

abnormal uterine bleeding at various stages in their reproductive years,
sometimes beginning with menarche (the first period).

The taboos surrounding menstruation, sometimes even within families,
as well as the associated stigmas can sometimes hinder women from
seeking the resources necessary to resolve abnormal uterine bleeding.

However, the adverse impacts must not be underestimated. In fact,
menorrhagia can lead to a variety of problems such as anemia, fatigue,
difficulty with concentration, anxiety disorders, absenteeism or
diminished performance in sports, school or work, social isolation, and
frequent medical visits and interventions. As a result, quality of life can
be greatly affected.

Menorrhagia is defined as a prolonged period of abnormal uterine
bleeding (more than seven days), with more than 80 millilitres of
menstrual blood loss per cycle. Metrorrhagia is defined as abnormal
irregular uterine bleeding.

Quantifying menstrual blood loss
To determine whether their uterine bleeding is considered abnormal,
women can use various tools to assess their menstrual blood loss. A
pictorial blood assessment chart (PBAC) is a tool which can be very
useful to record menstrual blood loss on a daily basis. Such a chart can
be found on the CHS Web site at www.hemophilia.ca/en/women/symptoms.
After one month of use, it is possible to calculate a score and assess one’s
menstrual blood loss in relation to the normal range in the general
female population. Another method for quantifying blood loss is the
menstrual cup, DivaCup, which collects menstrual blood directly in a
measurable container. These methods can be used to measure initial
blood loss, information which can then be used to determine the
efficacy of treatment initiated.

Non-surgical interventions for treating menorrhagia
There are many solutions available to women who suffer from
menorrhagia. Fortunately, the treatments available have greatly
improved in recent decades, providing less invasive, non-surgical
interventions. As a result, there has been a decrease in morbidity
associated with abnormal uterine bleeding, and opportunity for fertility
preservation when desired. Following a thorough examination, your
doctor can present the range of treatments appropriate for your
condition and suitable to your lifestyle and preferences. Here is a brief
overview of the non-surgical treatments available.

Abnormal uterine bleeding: 
Tools for coping

Oral contraceptives generally lead to a notable decrease in menstrual
blood loss as well as regulating menstrual cycles. However, the need for
daily intake can be a constraint for some.
The contraceptive patch (Evra) is an adhesive patch that is applied to
the skin and releases hormones to stop ovulation. The patch must be
replaced every seven days for three weeks. It is removed for the fourth
week, and menstruation ensues. This method can be easier in terms of
adherence than daily oral contraceptives.

The vaginal ring (NuvaRing) is a flexible contraceptive ring for insertion
in the vagina which releases a continuous low dose of estrogen and
progesterone. The ring is inserted for three weeks then removed for the
fourth week, during which menstruation occurs. Most women do not
notice the presence of the ring.

The contraceptive injection (Depo-Provera) is a progestin-only birth
control method which offers a good alternative for patients with
contraindications to estrogen. The injection is administered into muscle
every 12 weeks, which comes to four injections annually. Due to possible
side effects such as weight gain as well as loss of bone density, this
method is not necessarily recommended as the first choice for treatment.
However, this option can be an effective contraceptive for women for
whom adherence to treatment is problematic.

The intrauterine contraceptive system (Mirena) is a small, flexible 
T-shaped device which is inserted into the uterus and releases small doses
of hormone (levonorgestrel) continuously. This option is recommended
for women with contraindications to estrogen. The device is effective for
five years and can be removed at any time. Contrary to popular belief,
this method can be used by women who have not given birth.

This is a very brief summary of the hormonal treatments available
for the treatment of menorrhagia. There are other aspects for
consideration before deciding on the most appropriate option. Since
every woman has different health circumstances and needs, the choice
must be made collaboratively by the patient and her care team.
However it has been shown that the use of hormonal treatments to
resolve abnormal uterine bleeding in women suffering from
menorrhagia can give good results in most cases and, hence,
considerably improve their quality of life. Given the interdisciplinary
approach in place at designated bleeding disorder treatment centres, do
not hesitate to consult the medical professionals who specialize in the
assessment and treatment of abnormal uterine bleeding.

A
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earning to ride a bike is a rite of passage for most kids. But when

you grow up with hemophilia and an inhibitor, you can miss out on

some of the things that regular kids get to do; even some of the things

that regular kids with severe hemophilia get to do. Sometimes a child with

an inhibitor gets to try something, but circumstances can present obstacles. 

This past summer our 16-year-old son, Eric, learned to ride a bike.
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Our Stories

by Christine Keilback
Executive Director, CHS Manitoba Chapter, Winnipeg, Manitoba
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a new immune tolerance
option. We could try again
with a different von
Willebrand medication. The
decision to take on immune
tolerance again was
completely up to Eric. We
made it clear to Eric that it
was at least an 18-month
commitment to have a
treatment once a day. 
He had been doing venous
access for quite some 
time so we wouldn’t have
the convenience of a port-
a-cath.

Eric decided that as long
as we would help him get
his treatments done, he
would do it! Having been to
the most recent Inhibitor
Family Weekend, Eric had
the chance to meet two

wonderful young adults who had overcome their inhibitors as teens.
This time, within a couple of months of starting immune tolerance, we
noticed some significant and positive changes in his bleeding patterns
and even in how his body behaved when we removed the butterfly
needle after treatments. Now we were clamoring for an inhibitor
screen! Eric was inhibitor-free for just over a year. We did experience a
recurrence of his inhibitor in the late fall of 2014. The titer was very

low and we were able to overwhelm the inhibitor again, in just
a few months.  

Back to the bike! Eric did have a tricycle as a
small child. He did ride a two-wheel bike for a
short period of time. He might not have
graduated from training wheels. I don’t
recall. The frequent bleeding episodes made
his experience riding a bike pretty short.
Every spring, Shane and I would consider
buying Eric a bike but then, sure enough,
he’d have a bleed and getting a bike
would fall by the wayside. To be honest,
the idea of Eric riding a bike when 
he had the inhibitor did cause me a lot
of anxiety.
This past summer a very good friend of

the family offered Eric a bike. He was so
excited! Imagine me holding the bike while

my six feet tall, adult-size son is about to try to
ride it! “Stop looking at your feet! Hold the

handlebars steady! Watch for cars!” It was comical as I
ran down the street with him and then … let him go.

The joy and freedom of riding a bike is not a new story in our
community. I have heard stories from other young men with hemophilia
(with and without inhibitors) who have enjoyed the new experience of
riding a bike and what it meant to them. For our family, it represents
Eric’s new independence and freedom. Now, he joyfully explores the
boundaries of Winnipeg, his growing independence from his parents,
and the new possibilities for his life. 
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Eric wasn’t diagnosed
with severe hemophilia A
until he was 14 months old.
I am a spontaneous carrier
and the diagnosis came as a
surprise. Within the first few
treatments he developed a
high titre inhibitor. Just as
we were adjusting to life
with hemophilia we had to
make another adjustment
involving admissions to
hospital, surgeries for
central lines and port-a-
caths, and the demands of
immune tolerance induction
therapy. Bleeding episodes
were challenging to control.

Families who are
managing inhibitors will tell
you that it can be pretty
overwhelming! Our family
felt so lucky to have the
support of the Manitoba Bleeding Disorders Program and our new
family, the members of the Canadian Hemophilia Society's Manitoba
Chapter. The support we received expanded exponentially when we
attended out first CHS Inhibitor Family Weekend in Montreal in 2000.
We were pretty isolated in Manitoba as we were the only family at the
time dealing with an inhibitor. Having the opportunity to meet other
families was such a blessing. The educational opportunity and the
chance to have a consult with Dr. Georges-Étienne Rivard was
such a boost to our resolve to fight this.

As time went on and we were unable to convince
Eric's immune system to accept factor VIII
concentrate, we did experience some deep
disappointment. At one point during the
first round of immune tolerance therapy,
we asked our hemophilia treatment
centre (HTC) to reduce the frequency of
inhibitor screens because of the
emotional turmoil it caused us. It was
better for our family to focus on
meeting the daily challenges the
inhibitor presented us. We decided to
focus our energy on acceptance and
adaptation. We wanted to teach Eric that
it was important to live his best life and not
dwell on what we couldn’t control.

We still had hope though! My husband
Shane and I read everything and spoke to everyone
we could about hemophilia and inhibitors. We heard
of a novel way to approach inhibitors at the 2006 World
Congress of Hemophilia and our HTC supported our request to try
immune tolerance induction using a von Willebrand medication.
Unfortunately, Eric experienced a difficult knee joint bleed and we had
trouble meeting the demands of controlling the bleeding using two
plasma products and factor VIIa at the same time. We regretfully
discontinued this round of immune tolerance therapy.

Just as Eric was about to enter high school, our HTC proposed to us

The Keilback family in 2010.

This past summer 
our 16-year-old son, 

Eric, learned to ride a bike. 
He was so excited! Imagine me
holding the bike while my six 
feet tall, adult-size son is 
about to try to ride it! 
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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 all of their

tremendous effort.

THE BENEFACT RS CLUB




