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The CHS was deeply saddened by the passing of Enid Page, mother of David Page, CHS national
executive director. Mrs. Page passed away on October 16. As a mother of a young boy with
hemophilia, Mrs. Page was a pioneer in her own right and, along with Frank Schnabel and
her late husband, Douglas, founded the CHS in 1953. She understood first hand the need
to establish a strong supportive community and put all of her energy and dedication to
accomplish this. We thank her for everything she did for our community. The CHS extends its
deepest sympathies to David as well as to his entire family.

Enid Page
July 14, 1924 - October 16, 2014
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The Hemophilia Research Million Dollar Club (HRMDC) celebrates its 30th
anniversary. Born out of Ken Poyser’s dream, the Million Dollar Club’s objective
was to raise a $1 million endowment fund, with the interest to be invested
year after year to help fund research on inherited bleeding disorders in
Canada. In 1984, with the help of Richard O’Shaunessey, Ed Kubin and many
other committed people in the hemophilia community, his dream became
reality with the creation of the Hemophilia Research Million Dollar Club. In
less than six years, the HRMDC reached that goal and was now on its way!

I

n 2000 Frank Bott spearheaded an ambitious fundraising
campaign to increase the endowment of the Club to $1,600,000.
Thanks to his efforts and the support of the Canadian Hemophilia
Society (CHS), its chapters and regions, and individuals, this goal was
reached at the end of 2004. By the end of 2013, 30 years since the
fund’s creation, the balance of the endowment fund stood at an
impressive $2,109,733.
The capital of this endowment cannot be touched and this is why it
is so important to continue to grow the endowment so that the earnings
may be applied to research. The HRMDC, in partnership with the CHS,
allocates money on a yearly basis to fund research encompassing a
range of projects including gene therapy, von Willebrand disease,
correction of gene mutations and many other important topics.
Since 1990, the HRMDC has funded more than 60 research projects,
supported 50 Canadian researchers, and invested close to three million
dollars to improve treatment and to find a cure for inherited bleeding
disorders through the CHS Dream of a Cure Research Program.
I find it interesting to draw a parallel here with the ageing of the
hemophilia community. This is my observation: the progress achieved
in research on inherited bleeding disorders is directly related to the
improvements in health, quality of life and life span of people with
bleeding disorders. The fact is, 60 years ago, when the Canadian
Hemophilia Society was founded, the life expectancy for a person
with severe hemophilia in Canada was around 20 years; today, life
expectancy is only very slightly lower than that for the average
Canadian. Of course, many other important factors must be taken
into consideration as part of this tremendous evolution. The research,
development and marketing of safer and more effective coagulation
products by the pharmaceutical industry have played a major role in
this increase in life expectancy for our community. Bleeding is now
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well controlled and, often, avoided altogether thanks to individually
tailored prophylaxis regimens.
However, we must remember that the increased life expectancy has
not followed a normal curve. The tainted blood tragedy in the 1980s
and 1990s devastated our community. We lost our brothers, parents,
children and friends in the worst public health disaster in Canada.
Those of us who survived have benefitted and continue to benefit
from the research and development carried out by the pharmaceutical
industry, such as the advances in research on antiretroviral drugs to
counter the effects of HIV, whether within the framework of Phase I,
II or III clinical trials or at the marketing stage. The same can be said
of the development of antiviral molecules against HCV which, in some
cases, have completely eradicated the virus.
That said, to live – and live long – with hemophilia or another
inherited bleeding disorder seems more possible today. Treatment
products are safer, more effective and soon will be longer-acting;
home treatment and prophylaxis for children as well as adults
contribute to better quality of life over a long period of time. But
some serious risks remain, such as intracranial bleeding and internal
bleeding post-trauma, not to mention the development of inhibitors,
antibodies in the bloodstream which neutralize the infused factor
replacement products. But the fact remains that many people my
age with hemophilia, having acquired some wisdom and repaired
some joints that have aged, in many cases faster than the rest of
our bodies, will most likely now have to deal, little by little, with
the types of health problems that people our age experience –
cardiovascular disease, prostate dysfunction, memory impairment ...
and I could go on…
What was I saying again? Oh yes… The Million Dollar Club celebrates
its 30th anniversary…

Community news
C h a p t e r

S p o t l i g h t

Alberta Chapter
Alberta Goldeye Family Camp

In September, 85 members of the Alberta Chapter gathered
for our annual family retreat and Annual General Meeting in
the beautiful mountains of Nordegg, Alberta. The weekend
was filled with networking, outdoor activities, and our theme
slumber party.
Also, in honour of the Albertan and Canadian families who
have been affected by the tainted blood tragedy, we planted a
commemorative tree. The Alberta Chapter has a rich history with
Goldeye Camp and our annual family retreat was a wonderful
time to remember and look to our hopes for the future.

CHS President and Alberta Chapter member Craig Upshaw
addressing those present at the Commemoration ceremony.
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Hemophilia Saskatchewan
We had a great summer in Saskatchewan, which started off with our annual family picnic held at Pike Lake in early June. We also took part in
a timeraiser for local artists to volunteer their time to us. Hemophilia Saskatchewan also spent some time getting in touch with our membership
by making one-to-one contact, which was a valuable experience. We are currently in the process of reshaping our activities to meet the needs
of our membership. There are new plans on the horizon for Hemophilia Saskatchewan!

Manitoba Chapter
Kathy Mulder retiring after brilliant 33-year career

Kathy Mulder, physiotherapist with the Winnipeg Regional Health Authority Child Health Program
and Manitoba Bleeding Disorders Program (MBDP), retired this past September. The Manitoba
Chapter, in collaboration with the MBDP, held a celebration for Kathy on October 7. Kathy’s influence,
impact and devotion to the bleeding disorder community reaches far beyond Manitoba and Canada.
Kathy has volunteered her time and talents with the World Federation of Hemophilia (WFH) and
has brought her passion and expertise to every continent, with the exception of Antarctica. While
Manitoba members will miss her at the Health Sciences Centre, Kathy is a Manitoba Chapter Board
member and continues to be a volunteer for the CHS and the WFH. Enjoy spending more time in
your garden, Kathy, and watch all the other flowers, all over the world, that you have helped to grow.

Family Camp 2014

This summer, 34 chapter members headed out to Luther Village for the CHS-MC Family Camp
program. Families spent a week of sun (well, except the first few days), fun and community on
Dogtooth Lake. Thank you to nurse Rose Jacobson of the Manitoba Bleeding Disorders Program for
providing medical supervision, bleeding disorder education and frog-catching expertise for the week! Kathy Mulder
Here is what the 2014 campers said about camp:
“We really enjoy the opportunity to have our children interact with other kids who face the same challenges.”
“The nurse who attends has great education sessions with all the kids and we adults learn along with them. Also, living with the nurse for a
week, you learn tips galore.”
“Now that the children are getting older, it has become something they talk about during the year and something they really look forward to.”
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Toronto and Central
Ontario Region (TCOR)
Families in Touch
The TCOR Families in Touch (FIT) event was held on June 21 at High
Park in Toronto. Families enjoyed a picnic and bonded with those new to
the community and those who have been members for several years. A
psychologist from Toronto’s SickKids Hospital joined us and talked with
the parents, with the topic being Mental Health of Children Living With
a Bleeding Disorder and Their Families: The Challenges of Parenting.
Meanwhile, the children were entertained by Baldini the magician! The
next FIT event will be in December and we hope to see you all there!

World Hepatitis Day
Over the last two weeks of July, TCOR set up tables at both SickKids
and St. Michael’s hospitals to hand out educational materials for World
Hepatitis Day. The tables were popular, with approximately 100 people
visiting to learn more about hepatitis and inherited bleeding disorders.

Camp Wanakita
YMCA Camp Wanakita, located near Haliburton, Ontario, was once
again thrilled to have over 50 campers aged 6 to 16. Camp Wanakita
provides an opportunity to participate, over one to four weeks, in fun

South Western Ontario
Region (SWOR)
Dine and learn

SWOR held its first event as part of the Ageing With a Bleeding
Disorder series happening across Ontario. With over 20 participants,
we shared dinner and lots of conversation followed by a talk by
Dr. Minuk, medical director of the Bleeding Disorders Program at
the London Health Sciences Centre, who presented on the emerging
concerns beyond joints, treatment protocols and inhibitors for elderly
patients. These were the results of a multi-centre study which were
presented at the World Hemophilia Congress in May. Darren Robbins,
coordinator with the South West Self-Management Program, provided
very practical suggestions in his presentation, Getting the Most Out of
Your Healthcare Appointment.
“The information was pertinent – we used to talk about getting through
childhood, with emphasis on the kids, but due to advances in care,
ageing has gained new importance.”

N E W S

activities such as kayaking, sailing, archery, music and guitar lessons,
among others. It is a safe environment where campers meet other
children with and without bleeding disorders. With the help of almost
10 dedicated hemophilia nurses from across the province, children
with bleeding disorders learn to self-infuse and successful first-time
infusers get to take home a video to show their parents.

TCOR Golf Tournament
The TCOR Golf Tournament held at the Nobleton Lakes Golf Club on
September 12 was a huge success! After a beautiful day on the course,
over 70 golfers attended a fantastic dinner and were able to bid on
great prizes including tickets to several sporting events, autographed
sports memorabilia, and performing arts tickets. At the end of the day
over $10,000 was raised! Big thanks to Nobleton Lakes Golf Club for
hosting our event, to all of our amazing sponsors for their generosity,
and to all of the participants.

Don’t Push Your Luck
On June 28, families were invited to lunch and to play the new game
Don’t Push Your Luck, a board game especially created for those living
with inherited bleeding disorders. Families got to play, network and
learn from one another. A big thank you to everyone who attended,
including the families, Vanessa Bouskill, from SickKids, Dr. Andrea
Pritchard Kennedy, from Mount Royal University in Calgary, and Bayer!

the commitment to learn from each other and together has become an
integral part of volunteering on the council.

Pinecrest Adventures Camp

Where can kids be kids? At Pinecrest Adventures Camp! This year’s
Disney vs. Pixar theme provided lots of fun and adventure. Walt
Disney and Mickey Mouse, with the help of Tinker Bell, Peter Pan,
Buzz Lightyear, Mrs. Incredible and all the campers, worked together
to save the movie magic stolen by the villains Jafar and Ursula the
Sea Witch. Between the climbing wall, archery, low ropes, swimming,
Texas handball, jugs, the water balloon launcher, hilarious skits and
spirited campfires, we are happy to report that both Disney and Pixar
will continue to make movie magic. Thank you to our campers and
volunteer staff for an outstanding camp!

Council learning and volunteering together

The SWOR Council has introduced a knowledge development
component at its regular meetings, featuring presentations by members,
invited speakers and leaders from the community. Some of these
have resulted in discussions beyond the meetings like Sean Quigley of
Emerging Leaders on engaging members through storytelling, and author/
consultant Alison Graham on building relationships. Our own members
have presented on the budgeting process, outcomes programming,
imminent gene therapies and health care policy considerations. While
it is often challenging to get through the agenda of each meeting,
Hemophilia Today November 2014 | 7
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CHS 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 or bursary 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 longtime volunteer and member of the CHS Board of
Directors, for his dedication, intelligence and commitment
to the CHS and community service. In 2014 the CHS was
pleased to award $5,000 scholarships/bursaries to four
outstanding applicants.

The award categories are as follows:

— SCHOLARSHIP BASED ON ACADEMIC MERIT
— BURSARY BASED ON FINANCIAL NEED
— MATURE STUDENT BURSARY FOR STUDENTS OVER 30 YEARS OF AGE
The CHS would like to acknowledge Pfizer for its generous support of the
2014 CHS James Kreppner Memorial Scholarship and Bursary Program.
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Academic Scholarship Recipients
Jae Won Hur

Regina, Saskatchewan
was diagnosed with severe hemophilia A at the age of three months. In 2005 my family immigrated to Canada. Since
then, we have lived in Regina, Saskatchewan where I graduated from high school at Campbell Collegiate.
My parents are my inspiration for everything I do. Through my turbulent journey with hemophilia, they gave everything
so that I could live a productive life. It was their love for me that brought us to Canada, where I was given the chance to do
whatever I set out to do in my life. Furthermore, my parents went back to school to become a Water Resources Technician
and a Registered Nurse - a difficult feat for mature students who knew very little English.
My parents’ dedication, compassion and perseverance are something that I attempt to translate into my life and career.
Therefore, I will pursue an education in law, beginning with business at the University of Regina. I hope to become a lawyer who
can make a difference in this world by making sure that justice is served in our society and by helping those who have been wronged or in need.
This scholarship has overwhelming value to my family and I will use it to work as hard as I can to achieve my goals and to make my parents proud.

I

Pawanpreet Nijjer

Surrey, British Columbia
his year, I graduated from L.A. Matheson Secondary in Surrey, British Columbia. I will be continuing on to post-secondary
studies next year in the Bachelor of Science program at the University of British Columbia. My goal is to pursue a career
in the medical field.
Living with hemophilia B has not always been easy, but it has definitely made me into a more responsible and mature
individual. There have been tough times, but I’ve always managed to get through them and find ways to overcome the
difficulties presented to me. Throughout these years I’ve learned that any challenge can be overcome by being patient and
optimistic. Also, now I understand that with proper care I can do anything I want.
I’m thankful to my family, doctors and everyone who has supported me throughout my life. I’m very grateful to the CHS
for awarding me this scholarship; it will help me greatly in my future studies and in achieving my academic goals.

T

Bursary Recipient
John Carriere

Moose Jaw, Saskatchewan
am from a small remote community in Northern Saskatchewan. Growing up I had some challenges with injuries and
bleeds but was still active and participated in traditional Metis activities like canoeing, hunting and trapping.
When I was a teen, the Saskatchewan Bleeding Disorders Clinic helped me become more independent by teaching me how
to self-infuse and treat injuries. Now, I enjoy an active lifestyle by regularly running, weight training and playing basketball.
In 2008 I graduated with a Bachelor of Arts Degree. I worked for a few years as a tutor, a recreation coordinator and for
the government. Last spring, I challenged myself to run my first full marathon, losing over 40 lbs while training to achieve
this goal. At the same time, I also decided to change my career path and will use the skills and work ethic I have developed
so far when I attend the Business Information Systems program at SIAST in the fall.

I

Mature Student Bursary Recipient
Amy Bullock

Kirkland Lake, Ontario
graduated from Northern College as a Registered Veterinary Technician and worked in this field for six years before
moving to retail work in order to increase my income. In 2011 I gave birth to my son and shortly thereafter became a
single parent. Having to take my son, a factor IX severe hemophiliac, to the emergency department made me realize how
much I missed the medical world and helping others. So, I decided to take a big step and go back to school. I am currently
entering my third year of a Bachelor of Science in Nursing Degree at Northern College.
Hemophilia has been a big part of my life, right from birth. I am a sister, grand-daughter, cousin and mother to a line of
factor IX severe hemophiliacs. My brother, grandfather and cousin all received tainted blood products. Although we lost my
brother, who was three years my senior, 21 years ago, I still remember him showing me that regardless of his hemophilia he
was happiest being active outdoors. He showed me that you cannot let hemophilia control you. You take what comes your way and make the
best of it.
Words cannot express how grateful I am to have been chosen to receive this bursary. This will help reduce a lot of the financial stress so I can
focus more of my attention to my son and my studies. Thank you.

I

Additional information including the criteria and application forms for the CHS James Kreppner Memorial Scholarship and Bursary Program is available on the
Web site at www.hemophilia.ca/en/support-and-education/scholarship-program. The deadline to submit applications for next year is April 30, 2015. –J.A.
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Halifax hosts another
successful PEP workshop
Anne Vaughan, RSW, IWK Health Centre, Halifax
Joyce Argall, CHS individual giving manager

It is our privilege to report that the CHS held its 11th Parents Empowering Parents
(PEP) workshop, presented by Bayer, on the weekend of September 26-28 in Halifax.

I

t was a dynamic and emotionally powerful
experience for all 17 people who participated,
including the facilitators. We opened with
dinner and two sessions on Friday night, then
held five fun and thought-provoking sessions on
Saturday. By Sunday, we were on the home stretch
with three sessions to go and energy beginning to
lag, but in the end some parents reported they felt
we needed more time!
The participants’ feedback provided a strong endorsement for
the nurses, social workers and trained parents who facilitated the
workshop. The group agreed that the workshop had a good mix of
formal presentations and experiential activities. Participants felt that
PEP is a program that all parents of a child with a bleeding disorder
could use as they often struggle with similar issues. There was a great
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collaboration of ideas as individuals all brought
something to the table. Although some were already
well-educated about bleeding disorders, everyone
agreed they benefited most of all from the interaction
and bonding with other parents.
With the invaluable collaboration and support of
the New Brunswick, Nova Scotia and Newfoundland
Chapters, our main goals for this workshop were
accomplished with panache! First, create a selfsustaining PEP team in Newfoundland with excellent parent facilitation
strength – after all, this is parents empowering parents. Second, build
a strong Atlantic Canada PEP parent leadership. And third, provide
an opportunity for parents of children living with a bleeding disorder
to share their experiences meaningfully with each other. Way to go
Atlantic Canada!

C O M M U N I T Y

N E W S

New resources
Identifying common joint
& muscle bleeds
The Canadian Physiotherapists in Hemophilia Care (CPHC) have developed an information
booklet designed to help people living with bleeding disorders identify common joint and muscle
bleeds in their earliest stages, so that proper treatment can begin as soon as possible. It is written
to help people of all ages perform a self-assessment and to help parents assess their children.
The booklet is available for download on the CHS Web site at www.hemophilia.ca/en.
If you want copies of the booklet, please contact the CHS national office at
chs@hemophilia.ca or 1-800-668-2686. – C.R.

Accessing treatments for hepatitis C
through the Hepatitis C January 1, 1986 —
July 1, 1990 Class Actions Settlement:
What you need to know
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 medications that are not recoverable
under any public or private health care plan.
Moreover, thanks to a collaborative effort between the CHS and Gilead Health Sciences Canada, The Momentum
Support Program can now provide upfront payments to those eligible for the high-cost treatment Sovaldi
(sofosbuvir) while the claimants wait for a reimbursement from the 1986-1990 plan.
Because this is not well known by the claimants themselves nor their health care providers, the CHS has developed
a new resource to provide more information.
Go to www.hemophilia.ca/en/hcv-hiv/hcv-treatment-support-for-1986-1990-claimants for more information
and access to the new brochure. – C.R.

The CHS has moved!
To meet the challenges of rising rental costs and ongoing budget cuts,
the national office of the Canadian Hemophilia Society has moved to a
new location.

Our new address is:
301-666 Sherbrooke Street West
Montreal, Quebec
H3A 1E7
Don’t worry, we made sure our “Wall of Fame” presidents
were well-protected during the move!

Phone and fax numbers remain the same.
Hemophilia Today November 2014 | 11

C O M M U N I T Y

N E W S

Every two years the Canadian
inherited bleeding disorder community
meets to discuss what really matters to all of us.
This biennial conference explores state-of-the-art advances in treatment and research benefiting
people with inherited bleeding disorders. Attending this invaluable meeting is a unique and rare
opportunity, in only one weekend, to gain new knowledge from clinic directors, researchers, nurses,
physiotherapists and social workers at the medical and scientific sessions.
What else takes place during this event? Community workshops allowing peers and friends
to network, visits to the pharmaceutical industry exhibits, participation in the organization’s
Annual General Meeting and much more.

Don’t miss the 2015 edition of this “rendez-vous”!

Upcoming Events

Rendez-vous 2015, in Halifax, from May 28 to 31, 2015. Keep your eyes open for the
March issue of Hemophilia Today or the CHS Web site for more details.

Canadian Hemophilia Society
May 28-31, 2015 – Rendez-vous 2015 in Halifax, Nova Scotia.

Alberta Chapter
December 6, 2014 – Breakfast with Santa in Airdrie. Town & Country Centre, 8:30 to 11:00 a.m. and 12:00 to 2:30 p.m.
More details at www.cartersquest.com.

Toronto and Central Ontario Region (TCOR)
December 7, 2014 – Families in Touch Holiday Party! For those interested in Camp Wanakita 2015 there will be
registration forms available at this event. More information about registration and location will be released closer to the
camp weekend. Families in Touch is our most popular event of the year – make sure to be there for a fun time!

Quebec Chapter (CHSQ)
November 29, 2014 – Volunteer and staff recognition evening.
February 2015 – Launch of the New Blood 2015 campaign.
March 2015 – 2015 Family Weekend and Annual General Meeting.
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What is the CHS Intranet and what can it do for you?
Hélène Bourgaize, CHS national director of chapter relations and human resources

T

he CHS Intranet is an exclusive online tool provided by the CHS
for its staff, volunteers and affiliated health care professionals.
It is filled with useful information specific to each group’s role
within the organization. Through the Intranet you can access a variety of
information to support you in your work and volunteer responsibilities.
Here are a few examples of resources that can be found on the Intranet:
Fundraising materials such as sample letters, proposals and other
fundraising items;
Logos including those of the CHS and of pharmaceutical companies;
Calendar of upcoming events;
Volunteer development tools such as job description templates,
recruitment and training tips, and volunteer recognition ideas;

Chapter Reference Manual which presents a comprehensive and

concrete explanation of the key areas of a chapter's operations.
Chapters each have their own private section accessible by authorized
chapter members. This is the perfect tool to store and post chapter
materials such as board minutes, governance documents, information
on past fundraisers, and chapter history.
The Chapter Relations Committee is currently developing a
YouTube video on How to use the Intranet. For more information or
to be part of the virtual launch of the video, please contact me at
hbourgaize@hemophilia.ca.

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.

PLATINUM
Pfizer

GOLD

Baxter | Bayer | Biogen Idec | CSL Behring | Novo Nordisk

BRONZE

Alexander Fund at The Calgary Foundation (The)
Robert and Hillary Cooper
Leon’s
Octapharma
Opinion Health
Shoppers Drug Mart

thank you!

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.
Hemophilia Today November 2014 | 13
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The Hemophilia Research Million Dollar Club
– 30 years of success and solidarity
Norman Locke
Chair of the Hemophilia Research Million Dollar Club

t has been 30 years since Ken Poyser set in motion
his dream to create an endowment of at least
$1,000,000 to provide funding for inherited
bleeding disorder research in Canada. Today, the Million
Dollar Club fund stands at $2,100,000, having already
invested $3,000,000 in research since 1991, thanks to
the efforts and support of the Canadian Hemophilia Society, its chapters and regions,
and generous individuals. What an achievement!
How does this success affect you? Chances are the Million Dollar Club’s support of
research has considerably improved your health or your family’s quality of life over
the years. Fewer bleeds … less pain … overcoming inhibitors … prophylaxis … These are
just some of the accomplishments made possible by tremendous advances in research.
We cannot afford to be complacent in our quest for continual improvement in treatment
and even a cure. The Million Dollar Club needs your support more than ever to carry out
Ken Poyser’s legacy of hope for the future, our families and generations to come.
The Canadian Hemophilia Society encourages you to reflect on what research has
done for you and what you can do for research in return. Please lend your support to
the Million Dollar Club by filling in the enclosed form and return envelope.

I

Progress in the care and treatment of inherited bleeding disorders

Early 1950s to mid 1960s

In hospital
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Mid 1960s to mid 1970s

Out-patient clinic

Mid 1970s to late 1980s

Home care

1990s to now

Self-infusion

CANHC nursing research – the new direction
Authors: Dorine Belliveau, Erica Crilly, Rebecca Goldsmith, Kim Nagel, Charlotte Sheppard, Sheri VanGunst
group of nurses met in Toronto to draft the first nurse-led research
Background: nursing research
Recently, a nurse in the United Kingdom surveyed hemophilia project originating from CANHC. The topic of the project is adherence
nurses with the goal to explore the existing experiences, attitudes in adolescent and young adult males with hemophilia.
and barriers related to hemophilia nursing research. She found that
integrating research into clinical practice is challenging, due to many Adherence
The current standard of care for patients with hemophilia in
factors. Despite this finding, hemophilia nurses agree that care can
be improved for patients and their families through implementing Canada is home treatment. Factor replacement is used for prophylaxis
or in cases of suspected or ongoing bleeding and has been shown to
research into clinical care.
Nursing research is geared towards developing knowledge about reduce the common side effects of bleeding, especially joint damage
issues of importance to the nursing profession, including nursing and subsequent disability in patients with severe hemophilia. In order
practice, education, administration, and informatics. The main focus to participate in home treatment, patients and/or their families must
be willing to maintain complete documentation
is on improving patient care.
of each administered infusion. This data includes
Nurses are the core of every multidisciplinary
team in hemophilia clinics across Canada. Clinic
the reason for the infusion, the amount of factor
The primary problem
nurses are able to identify clinical problems that
concentrate infused, as well as the brand name
with record keeping is
need research to generate a solution and an
and lot number of each vial. Another requirement
lack of adherence, which
improvement to their practice. The end result is
to participate in home treatment is to maintain
always improved evidenced-based patient care.
an accurate record of each bleeding episode.
results in significant
The record includes the infusion data and an
under-reporting of
CANHC
assessment of the efficacy of the treatment.
bleeding episodes and
The Canadian Association of Nurses in Hemophilia
The primary problem with record keeping is
home infusions.
Care (CANHC) was formed in 1997, and our mission
lack of adherence, which results in significant
is to ensure a high standard of nursing practice,
under-reporting of bleeding episodes and home
education and research with the goal to promote,
infusions. Without this information, physicians
maintain and restore health for individuals living with a bleeding and clinic staff find it difficult to monitor bleeding episodes and
disorder and their families. As acknowledged by the Canadian Nurses compliance to treatment. Patients who are inconsistent in their
Foundation, “nurse-led research is critical for safe and quality health completion of “bleed diaries” may have undiagnosed low factor levels
care.”
or may develop inhibitors or other precipitants that require a change
in dose or scheduling of prophylaxis.
CANHC nursing research
In November 2013, the CANHC nurses, with the assistance of The research study
Leanne Currie, PhD, undertook a survey to establish their research
In order to measure adherence CANHC has obtained permission to
priorities. Four broad topics were identified:
use a validated survey tool developed by researchers at the Indiana
1. women and bleeding disorders
Hemophilia and Thrombosis Center in the United States. The survey
2. ageing with a bleeding disorder
takes 10 minutes and patients can complete it at their regularly
3. use of telehealth management in bleeding disorder care
scheduled clinic visit. Once we show that the tool is accurate and can
4. dental management of patients with hemophilia
identify adherence issues in Canadian adolescents and young adults,
we will advance more research using the tool. The tool is already used
In addition, they noted three specific areas of interest:
in the United States and the Netherlands.
nursing clinical decisions
This will be the first national CANHC nurse-led research project. We
patient experience/adherence
are blessed with knowledgeable, experienced and generous nurses who
education
In May 2014, CANHC decided to move forward with these research wish to improve patient care through evidence-based research. We want
topics and a research committee was organized. This past October, a the best for our patients. Stay tuned, we are just beginning!
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Ageing gracefully
while letting charm do its work
Rick Waines, Vancouver, British Columbia

I

t was at the third set of rapids on day two, with so much
turbulence in front of my mask that I couldn’t see what was
coming (and I knew it was) that the voice inside my head said,
what on earth were you thinking! That voice was a little more pointed
than the day before when, at the first set of rapids, it said something
like, this might not have been a very good idea! Two weeks later as I type
this, my ribs would agree. They’re still yelling at me.
My ankles are shot. I am waiting for a fusion (it will be a two-year
wait by the time I have it) which hopefully will relieve the pain that keeps
me up at night. I can’t walk for more than a block or two without having
a lot of discomfort the next day. As a result I rely on my love of water to
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keep my body feeling alive. Swimming laps is great exercise but not very
much fun. So I became a freediver. Freediving is like scuba diving without
the tanks. It is also like snorkelling but with the intention of finding out
how deep underwater you can go. It is a non-weight-bearing activity that
in order to do well I must stay in shape (this being a relative term), go to
the pool, do my breathing exercises, and get in the ocean regularly to
train. I love it so much but it isn’t without its own risks. But they are risks
I assess and manage. I’d say I certainly show much better judgment in my
freediving decision-making than when I routinely get into a car or on my
bike and travel any distance on our roadways. Being in a car as passenger
or driver is clearly the riskiest thing we do. It is good to keep that in mind.

the

As a 48-year-old I am not ready to retire from physical adventure
but sometimes I bite off more than I can chew, and on a weekend
in September what I could chew turned out to be the boulders in
Campbell River. The idea was to jump in at the outflow of the John
Hart generating station, swim around in some pools with tens of
thousands of sockeye salmon with 23 other like-minded aquanauts
and then float down river to the mouth. It was amazing fun. Being
surrounded and jostled by countless salmon while swimming amongst
them is an experience of a lifetime. The problem was that between
these pools were sections of very fast water which by their very nature
are filled with boulders that you may or may not be able to see, and
if you can see them you may not be able to avoid them given that
you are being hurtled along by an avalanche of water. No one was
seriously injured on either day but I wonder whether or not that was
due mostly to chance.
My real problem was that after the bumps of day one I didn’t use
all this wisdom I have theoretically accumulated in these 48 years

sa g e

pa g e

to avoid them on day two. There would have been smarter ways to
approach the rapids but I was caught up in the moment and didn’t
want to miss a thing. It sure didn’t feel like I was missing a thing that’s
for sure as I smacked knees, elbows and had one mighty collision with
my rib cage as I attempted to navigate one of the trickier sections of
the river drove home that feeling. Mostly I made out alright, thanks to
prophylaxis before the swims and after when I felt I had really got a
good thump or two, and now I just need to wait for my contused rib
to smarten up. I guess what I can glean from this experience is that
it is important to feel like a kid now and then and careening down
Campbell River accomplished that, but it is also important to employ
some of that hard-won wisdom that is supposed to be one of the
benefits of our advancing decrepitude.
For more info on freediving and the risks for us bleeders you can
reach me at rickwaines@gmail.com. For amusement, you can check
out my mockumentary, Campbell River Salmon Swim, at http://vimeo.
com/105776888.

Tim Ireland, Langley, British Columbia

F

or me, practically any topic or event seems to trigger a song
in my mind. So what about an article titled Ageing gracefully
with hemophilia? Surely you can hear a song, can’t you? It’s
Barbara Streisand singing in the movie The Way We Were: “Memories
may be beautiful, and yet, what’s too painful to remember, we simply
choose to forget.” I think that with those lyrics, the incomparable
Ms. Streisand was revealing a dimension of true grace. That is, the
act of forgetting the hurts and the pains encountered in life. So, in my
attempt to live a gracious life, I remember no more. Nevertheless, for
the sake of this article, let me dig up a few aches from the corners of my
mind. For any severe factor VIII hemophiliac of my age group – I’m just
about to turn 60 – this shouldn’t be too hard.
The sixties were the pivotal years of my life, covering Grades 1 to
10. For the first seven years, factor replacement therapy was limited to
what two pints of plasma could bring. Immobilization was an additional
medical strategy that attempted to limit the joint damage produced
by the inadequacy of plasma. Consequently, I endured lengthy periods
of hospitalization, two years of going to school in a wheelchair, on
crutches and in a knee brace. Unfortunately, medical treatments of
the day did little to prevent the many sleepless nights of tossing and
turning from the pain of a grotesquely swollen, bleeding joint. I recall
that the cruelest part of those nights was when I would finally find
a comfortable position for the affected joint, start to fall asleep, and
then have a dreaded pre-sleep “body jerk” shatter my peace. The pain
and the tossing-and-turning cycle would start all over again.
During this time period, I can vaguely remember the dread of a
shortened lifespan. My nine-year-old hemo-cousin Tommy had died
from a bleeding septum from complications arising after a surgical
procedure to aspirate his badly swollen knee. Yet, if I did have a fear of
dying, it was relatively small and temporary.
Cryoprecipitate’s arrival on the scene in 1967 was great news
for bleeds; however, lengthy waits at hospital emergency wards still
deepened something that is surely the biggest pain in any teenager’s
life: the horrible state of being different. My wheelchair days were
bad enough, but at least they came during my preteens. For me, the

typically slow delivery of cryoprecipitate at the emergency ward still
meant a knee brace and crutches, and a prohibition from high school
physical education. My complete assimilation into my peer group
did not happen until the advent of home care in 1972. Taking full
advantage of the opportunity to treat bleeds promptly ushered in my
happy golden years of the 1970s, which ended with my attaining a
physical education degree at the University of British Columbia.
In stark contrast to the ’70s, the '80s were the darkest of times for
all hemophiliacs. I can barely remember a fear of death when Tommy
died in 1965, but it is rather easy to recall the choking anxiety of
having to inject vials of factor VIII concentrate from 1983 to 1985.
Surely each vial was tainted with HIV and surely I was going to contract
AIDS – or so I thought. But I had no option other than to infuse.
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Well, that’s enough of digging through my cerebral archives. I did
not get HIV and I am still here. But what does recounting painful
incidents have to do with growing old gracefully? Well, let me take the
liberty of rejecting a proposition asserted by a portion of Ms. Streisand’s
lyrics: “What’s too painful to remember, we simply choose to forget.”
I do not think I’ve chosen to forget a thing. I believe that, for the most
part, forgetting painful incidents is a normal and passive act. Except
for severe traumas, forgetting pain just seems to happen, at least for
most of us. To me, this is a type of “God thing” – an expression of our
divinely created beings. I think we are built to forget, naturally.
On the other hand, choosing to remember pain requires constant
effort and serves to bring anguish, not relief. For me, growing old
gracefully is enabled by having vision unblurred by bitterness. Do I

hurt now? You bet. Every time I get up off the couch, I move more
like a crustacean than a human – at least until my right ankle decides
to quit complaining. But, in context, I can see clearly the multitude
of benefits in my life. I can envision the grief of the families of the
hemophiliacs who did not make it through the ’80s. I can see fellow
hemophiliacs who are much more crippled than I am. Goodness. With
the help of a few good anti-inflammatory pills, plus the wonderful
effects of low-dose, daily factor VIII infusions, I can enjoy competitive
games of doubles tennis three to four times per week. Certainly,
I’m an object of great grace. Ageing gracefully is therefore the only
reasonable way to live.
(Re-reading the last paragraph, can you hear Johnny Nash singing,
“I can see clearly now, the rain is gone”? I can.)

François Laroche, Quebec City, Quebec

G

rowing old gracefully, even elegantly. Is this applicable to
people with severe hemophilia? At first glance, it seems
somewhat farfetched, however…
The fact is that as time advances, most people with severe
hemophilia A of my generation tend to have their joints give out one after
another. In my case, this was a process that saw
its worst phase during my adolescent years, as a
result of the many joint bleeds which afflicted
me in my youth, when the treatments were
less effective. I did not experience factor VIII
concentrates until I was age 13; before that,
fresh frozen plasma and then cryoprecipitate
were my lot. Not to mention the knee joint
aspirations for acute hemarthrosis. Ouch! If
you’ve been lucky enough to avoid this type of
indulgence, there’s no need to chase after it…
You’re not missing out on anything, take my
word! All this was followed by a long period
of physical rehabilitation: leg immobilized
for three or four days, sometimes in traction,
and then, four or five days of physiotherapy
awaited me before I could return home.
Nonetheless, this did not prevent me from living a fairly
active youth. I reckon this is due to the brain’s selective
memory. I played many sports – hockey, baseball, volleyball,
golf, to name just a few – and got a better understanding
of my limits, though not without the penalty of some
visits to the hospital and all that comes with it. From these
experiences, by circumstance and with the passage of time,
I acquired a certain wisdom. I very quickly became aware
that certain sports were more suitable to me than others.
Despite selective memory, the brain is not that masochistic.
Golf, swimming and billiards have become my favourite
activities, particularly in the last 15 years. In addition to
travelling all over the world.
Over the past five years, however, despite prophylaxis
with factor VIII concentrates every two days, my condition
has gradually deteriorated. My right ankle and both my
knees struggle more and more to support me. Long walks
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are synonymous with severe pain and climbing stairs has become a
chore. I am no longer able to follow my children, ages 11 and 13.
Not good.
So this year, I began a joint replacement process or fusion of my
most affected joints. Total replacement of my right knee, implanted last
July 11, has already started to
change my life for the better. My
left knee will in turn be replaced
in November. After that, I will
probably need to have arthrodesis
of my right ankle.
After all these surgeries and
operations, I’ll let my charm
do its work … and it will work
admirably, I’m sure. After all,
unlike my knees, it’s never let me
down. That, perhaps, is ageing
gracefully…

Extended half-life products approved by Health Canada;
funding approved in Quebec; rest of country waits

M

ONTREAL – October 1, 2014 – In recent months the Quebec
Ministère de la Santé et des Services sociaux approved
Alprolix™, an extended half-life factor IX, and Eloctate™,
an extended half-life FVIII, both manufactured by Biogen Idec. This
means that they are added to the list of products distributed by HémaQuébec. The announcement on Eloctate came just days before Health
Canada granted its Notice of Compliance. Alprolix received its Notice
of Compliance earlier in the year. (For more on Alprolix, see the last
issue of Hemophilia Today.) It is expected that physicians and patients
will be able to consider using these products in Quebec in the very
near future.
In the rest of Canada, however, the decision on whether to
reimburse these products has been delayed. In fact, as of October 1,
even the process to make a decision remains unclear. No clear timeline
has been established. While it seems that the final responsibility for
making a recommendation to the Provincial/Territorial Blood Liaison
Committee (P/TBLC) rests with Canadian Blood Services (CBS), the P/
TBLC, which funds CBS, is also requiring an economic impact analysis
from the Canadian Agency for Drugs and Technologies in Health

(CADTH). The roles of the CHS, in presenting the patient perspective,
have not yet been defined.
More on Eloctate
Eloctate uses Fc Fusion technology to link FVIII to a recombinant
immunoglobulin protein to extend half-life. It showed a terminal
half-life of 19 hours compared to 12.4 hours for Advate®, an increase
of 50%. Eloctate is produced by recombinant DNA technology in a
human embryonic kidney (HEK) cell line. It was approved in the U.S.
and Canada after a Phase III study involving 164 patients aged 12 and
over. No inhibitors were detected during the trial.
The Canadian product monograph states that Eloctate is indicated
in adults and children with hemophilia A who are 12 years of age
and older for routine prophylactic treatment to prevent or reduce the
frequency of bleeding episodes and for the control and prevention of
bleeding episodes. For individualized prophylaxis, the recommended
regimen is 50 IU/kg every 3 to 5 days.
For more information, consult the full product monographs and
consumer information leaflets, available on the Web.
Consult the CHS Web site for updates on product availability.

Second study suggests higher risk of inhibitors with Kogenate/
Helixate in previously untreated patients with hemophilia A

M

ONTREAL – October 6, 2014 – A second study in less
than two years suggests a higher risk of inhibitors in
previously untreated hemophilia A patients (PUPs)
with Kogenate® FS and Helixate® FS compared to other recombinant
FVIII products. The study by Calvez et al of more than 300 boys in
France, published in the journal Blood (www.bloodjournal.org/content/
early/2014/09/23/blood-2014-07-586347) on September 24, 2014,
found that the risk of developing inhibitors was close to 60% higher.
In January 2013, the Research of Determinants of Inhibitor
Development (RODIN) study group (www.nejm.org/doi/full/10.1056/
NEJMoa1208024#t=abstract) also reported a similarly higher risk of
inhibitor development in PUPs treated with this second-generation fulllength rFVIII, Kogenate FS/Helixate FS, compared to all other FVIII products.
At that time, the Association of Hemophilia Clinic Directors
of Canada recommended to its members that they “consider these
findings as a factor in their decision-making regarding product choice
for newly diagnosed PUPs with severe hemophilia A.”
The RODIN study was reviewed by regulators and, in December

2013, the European Medicines Agency’s (EMA) concluded that the
benefits of Kogenate FS/Helixate NexGen (Helixate FS in Canada)
continue to outweigh their risks in PUPs with hemophilia A.
Following the most recent paper, however, the World Federation
of Hemophilia’s Therapeutic Products Safety, Supply and Availability
Committee (TPSSAC) issued a statement which said: “Based on the
available published data, it may be prudent, where other safe clotting
factor concentrates are available, to consider not using Kogenate FS/
Helixate NexGen for newly diagnosed PUPs with severe hemophilia
A.” The WFH TPSSAC also stated: “There is no evidence of a higher risk
of inhibitors with this product in previously treated patients.” The
full statement can be found at www.wfh.org/en/our-work/treatmentsafety/recombinant-fviii-risk-of-inhibitor-dev.
Regulatory agencies such as the EMA and the U.S. FDA are evaluating
this latest data on inhibitor development.
Both the CHS Blood Safety and Supply Committee and the WFH
TPSSAC are monitoring developments. Please check on the CHS and
WFH Web sites for updates.
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