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As an organization whose overall objective is to advocate on behalf of the people with inherited
bleeding disorders as well as people living with the consequences of contaminated blood
transfusion, it is always rewarding for the Canadian Hemophilia Society to achieve positive
results in its dossiers following many months of advocacy and lobbying. Such is the case with the
Hepatitis C Settlement Agreement.

I

n unanimous decisions last fall regarding the Hepatitis C (HCV)
January 1, 1986-July 1, 1990 Class Actions Settlement, the
superior courts of Quebec, Ontario and British Columbia ruled
in favour of allocating a portion of the Compensation Fund’s excess
capital of over $205 million to class action members, as reported in the
last issue of Hemophilia Today (November 2016, Volume 51, Number 3).
The federal government subsequently advised the Joint Committee,
which oversees administration of the Fund, that it would not appeal
the rulings. Furthermore, details on how the sum amount would be
distributed were agreed upon. The Joint Committee considered it
feasible for the decisions to be signed into order (i.e., in Ontario and
British Columbia, whereas in Quebec the ruling has been binding since
the expiration of the 30-day appeal period) and for some payments to
be made to members starting December 2016.
However, on December 22, the governments of Alberta, Saskatchewan,
Manitoba, Prince Edward Island, Nova Scotia, New Brunswick,
Newfoundland and Labrador, Yukon, Northwest Territories, and Nunavut
submitted a request to include some terms in the Ontario order that are
not actually in the Ontario Superior Court’s decision, which the Joint
Committee therefore contended were not appropriate for inclusion. This
legal challenge held up finalization of the orders and therefore payments
could not be initiated by year’s end.
An agreement has since been reached by the parties involved
and the rulings were finally signed into order in British Columbia
(January 20, 2017) and Ontario (January 23, 2017). This has enabled the
Fund Manager to make the necessary transfers and the Administrator
to begin distribution of payments, starting as of February 2017, in
accordance with the rulings made in August 2016.
The Joint Committee will also be filing with the courts motions/
applications regarding a request to permit co-infected hemophiliacs
who elected to accept the all-inclusive sum of $50,000 (1999 dollars)
an opportunity to re-elect and opt-in to the Settlement so long as the
amount they received is deducted from the amount they are entitled
to under the Settlement.
For full details on the rulings and the latest developments on the
HCV Settlement Agreement, visit the website www.hepc8690.ca/
home-e.shtml.
Please make sure that the Administrator has your current contact
information, including an e-mail address if you have one. The best

way to ensure that your contact information is accurate is to e-mail
the Administrator at info@hepc8690.ca with your claim number in
the subject line.
Regarding the Pre-1986/Post-1990 Hepatitis C Settlement Agreement,
following the legal challenge filed jointly December 15-16, 2016 in
Quebec, Ontario, Alberta and British Columbia, a ruling was rendered
on December 21. In unanimous decisions, Justice Chantal Corriveau
of the Superior Court of Quebec, Justice Paul Perrell of the Ontario
Superior Court, Justice Vital Ouellette of the Alberta Superior Court,
and Chief Justice Christopher Hinkson of the British Columbia
Supreme Court concluded that the Compensation Fund is sufficient
and that once outstanding claims are all paid, there will remain
$15 million. The courts deemed that the surplus in the Compensation
Fund consequently be transferred to the Past Economic Losses and
Dependants Fund (PELD), which has been fully expended, so that
eligible members can be partially compensated, according to a formula
yet to be established.
Although this is a positive result, it will not be enough to pay the full
amounts for outstanding claims. It is projected that it will only be about
20 per cent of what is needed for the PELD. Before any funds can be
transferred to the PELD fund, the claims that were filed just before the
final claim deadline of June 30, 2016, need to be processed.
The Claims Administrator is working diligently to ensure these
claims are resolved as quickly as possible. It is anticipated a more
accurate timeline on the transfer to the PELD fund will be known by
next summer. Advocates, supported by Klein Lawyers, are still pressing
the federal government to add more money into the PELD fund,
though so far, it has not agreed to do so. Read more at: http://hosted.
verticalresponse.com/168573/28d37a2ba2/1469634429/3bc0e8
4f31/ and www.pre86post90settlement.ca.
Meanwhile, please make sure that the Administrator has your
current contact information, along with your claim application
and the documents required by the Past Economic Losses and
Dependants Fund, including an e-mail address if you have one. The
best way to ensure that your contact information is accurate, and
your file is complete, is to contact the Administrator by e-mail at
preposthepc@craco.ca or by phone at 1-866-334-3361.
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Community news

12 Canadian centres “live” with CBDR
by David Page
CHS National Executive Director

H

amilton – January 26, 2017 – The Canadian Bleeding
Disorders Registry (CBDR) continues to gain momentum
across the country. At the end of January, 12 of the 23
Canadian treatment centres (excluding British Columbia) had fully
implemented the system. The two BC centres use an alternative clinical
and patient reporting system called iCHIP.
Centres that are “live” include the Moncton Hospital, IWK in Halifax,
Children’s Hospital of Eastern Ontario, Hamilton Health Sciences Centre,
the Hospital for Sick Children in Toronto, Kingston General Hospital,
London Health Sciences Centre, Royal University Hospital in Saskatoon,
St. Michael’s Hospital in Toronto, CHU Sainte-Justine in Montreal, CHUS
Hôpital Fleurimont in Sherbrooke and Hôpital de l'Enfant-Jésus in
Quebec City.
The remaining 11 centres are working diligently to obtain legal
and ethical approvals from their hospitals and then to transfer the
historical data from the previous information system, called CHARMS,
to the CBDR. Many of them will go live in the next few months. All are
expected to be operational this year.
The CBDR is used on a daily basis by clinicians to assist in managing
the treatment of people with bleeding disorders. This information is
also used to better understand utilization of clotting factor products.
Anonymized data can be used for research purposes. MyCBDR is the
module that facilitates fast, easy and secure reporting of bleeds and
infusions by patients and caregivers from home, using a computer
application or mobile app. Both systems are managed by McMaster
University in Hamilton, on behalf of the Association of Hemophilia
Clinic Directors of Canada (AHCDC).
To date 614 people, out of approximately 1,000 patients on home
care, have signed on to use MyCBDR and 582 of them are using it

regularly. Of these, 136 are registered in the “virtual centre” where their
bleed and infusion data are stored until their centre goes live. In the
meantime, however, people can download reports from MyCBDR and
provide them to the centre staff. No more paper logs!
MyCBDR is very user-friendly. Infusion reports take about 30 seconds
to enter; bleed reports about one minute. A clinic nurse whose centre
is not yet operational, upon seeing the data generated by patients,
exclaimed, “Wow! I can’t wait to have this!”

Australia accepts Canadian challenge
The CBDR is designed based on a very similar system from Australia,
the Australian Bleeding Disorders Registry (ABDR). Clinicians and patient
organizations in both countries are striving to have as many home care
patients as possible using the reporting system and improving clinical care.
To this end, the Canadian Hemophilia Society challenged the Haemophilia
Federation of Australia to a contest. Which country has the highest
proportion of home care patients registered and fully using MyABDR or
MyCBDR (and, in BC, iCHIP)? Nurses will be asked to calculate the number
of people using the systems to report all bleeds and infusions during the
period July 1, 2017 to December 31, 2017. The country with the highest
percentage (patients using MyCBDR/iCHIP or MyABDR divided by the
number of patients on home infusion) wins the Cup, which will be awarded
at WFH Congress 2018 in Glasgow, May 20-24, 2018. In addition, a draw
will be held among Canadians interested in attending Congress who fully
use MyCBDR or iCHIP. The winner will receive an all-expenses paid trip
(registration, airfare, accommodation) to the Glasgow conference. One
more reason to start using MyCBDR and iCHIP!
For more information about MyCBDR, please go to the CHS website
at www.hemophilia.ca/en.

Common hepatitis C symptoms and treatment side effects with tips for coping with them
The revised version of this very popular publication contains practical tips for managing the symptoms of hepatitis C and the side effects of
treatment. The information in this guide, available in PDF format only (www.hemophilia.ca/files/Common-hep-c-symptoms.pdf), has been
revised from a booklet first published by the Canadian Hemophilia Society in 2003 and updated in partnership with CATIE in 2011. In 2016,
information on direct acting antivirals was added. This guide is complemented by other resources which can be found on the CATIE website at
www.catie.ca/en/hepatitis-c. – M.L.

CHS James Kreppner Memorial Scholarship and Bursary Program
The deadline to submit applications for this year is April 30, 2017. The criteria and application forms are available on
the CHS website at www.hemophilia.ca/en/support-and-education/james-kreppner-scholarship-program. – J.A.
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CHS launches first advocacy workshop in Alberta
by Michel Long
CHS National Program Manager

To gather data on bleeding disorder treatment centre resources, in 2013 the Canadian Hemophilia
Society (CHS) developed a centre assessment procedure. The goal was to identify the strengths
and weaknesses of each centre in meeting the standards of care so that advocacy work could
subsequently be initiated to help fill the gaps.

B

y May 2015, all reports were finalized,
submitted to centre directors and shared
with CHS chapters. By the end of that
year, the reports were already being used to advocate
for adjustments to human and physical resources in
five provinces. A national report was also produced
and an article, titled Penny Wise, Pound Foolish, was
published in the journal Haemophilia in early 2016.
But more needed to be done by the CHS to work
with its chapters in promoting implementation of the
recommendations based on priorities.
In 2016, it was decided to develop and offer
an advocacy workshop that could be tailored for
the benefit of individual chapters. The objective
of the workshop is to increase the capacity of CHS
chapters to advocate successfully for standards-based
comprehensive care in their treatment centres. The aim
is to train a small number of representatives from each
chapter.
On November 26, 2016, the CHS held the first
chapter advocacy workshop, in Edmonton, for the
Alberta Chapter. This one-day workshop was attended by seven members
of the Alberta Chapter’s Board of Directors, a health care provider from
one of the treatment centres, three facilitators (Pam Wilton, David Page
and myself), and CHS president Craig Upshaw. The choice of chapter
representatives was left up to the chapter but it was suggested that they
should be people who are involved or interested in advocacy work and
that they did not necessarily have to be board members.
Prior to the workshop, participants were assigned the following
three preparatory tasks: 1) identify key advocacy goals based on
reading the three 2014 centre assessments (supplied by the CHS) for
Alberta; 2) review key evidence (research papers supplied by the CHS)
on standards of care, comprehensive care and quality of life; 3) identify
key decision-makers at different levels (HTC, hospital, Alberta Health
Services, Department of Health).
At the start of the workshop, we agreed on the following desired
outcomes for participants by the end of the day: 1) become familiar
with key evidence that supports comprehensive care for people with
bleeding disorders; 2) gain knowledge of current standards of care
and how Alberta HTCs meet or fail to meet these standards; 3) identify
advocacy priorities; 4) gain knowledge, skills and confidence to be able
to advocate for improved care for people with bleeding disorders in
Alberta; 5) develop a feasible advocacy strategy.
The highly interactive workshop involved a combination of
presentations, small and large group activities, and role-playing.

In evaluating the workshop, all participants felt that it was a very
worthwhile investment of their time and expressed that the chapter
was now much more ready to move ahead with its advocacy goals.
The CHS will be holding additional chapter advocacy workshops
in 2017; individual chapters are urged to consider this in their 2017
planning and to contact any of those involved in the Alberta workshop
for guidance or information. We are also planning a national advocacy
workshop at Rendez-vous 2017 for chapter representatives on the
national board, plus two more people from each chapter.

Participant feedback: valuable lessons and
interactions
Pinpointed issues for our chapter – facilitators were able to provide
outside feedback to make us think and give different perspectives.
Feeling supported as a health care professional.
Lots of information that helped; got to think of the “big picture.”
Working with the chapter and national staff; interaction
amongst the group.
Going through the advocacy development template.
Helped our board understand different national objectives
and documents.
Need to be more involved in what’s happening in/within
clinics and with HTC staff.
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Patient Reported Outcomes, Burdens and
Experiences (PROBE) survey validated
by David Page
CHS National Executive Director

Amsterdam, Netherlands – January 16, 2017 – Do people with hemophilia have a harder time
finding full-time work? Are they less well-educated? Or better educated? How do care and
treatment affect their quality of life? What is chronic pain’s impact? Surprisingly, there is a lack
of solid data answering such questions.

A

t a PROBE investigator meeting in Amsterdam in January,
a major milestone was reached in developing a tool to
answer such questions. After over two years of work and
2,500 completed surveys in 22 languages from 20 countries, including
Canada, the survey was judged successfully validated.
“PROBE gives a direct understanding of what living with hemophilia
means to an individual patient,” says Mark Skinner, lead investigator in the
study and former president of the World Federation of Hemophilia (WFH).
“It will allow us to provide information to each national patient organization
so it can advocate for better care for people with bleeding disorders.”
PROBE collects patient-reported information on type and severity
of hemophilia, years of schooling, marital status, number of children,
health problems, need for mobility aids, use of pain medication,
impact of acute and chronic pain on daily living, ability to conduct
activities of daily living, employment and educational status, history
of joint surgery, number of bleeds in the last year, type of treatment,
and joint range of motion. Additionally, the EQ-5D survey developed
by Euro-Qol is incorporated into the survey measuring overall quality
of life indicators: mobility, self-care, usual activities, pain/discomfort
and anxiety/depression.
PROBE is unique in that five of the nine investigators are people
with hemophilia. The four others are experts in the development of
research tools, validation and analysis. The survey was perfected with
direct input from people with hemophilia around the world.
Another unique aspect of PROBE is the use of unaffected family
members as a control group. “In many countries there is no comparator
data available,” Skinner says. “By including parents, friends and siblings,
the survey canvasses people of the same socioeconomic background to
see what difference having hemophilia makes. If, for example, everybody
in a particular society has a high school education, but people with
hemophilia only have a sixth-grade education, we can say hemophilia has
an impact on educational opportunity.”
In Phase I, rolled out in 2015, a total of 704 people from 17
national patient organizations, including the CHS, completed the
paper questionnaire; two-thirds had hemophilia A or B and one-third
were family members. The survey proved easy to administer. Most
respondents completed it within 15 minutes.
Phase II, conducted in 2016, used test-retest methods. First, a group
was asked to answer the survey on consecutive days on paper and several
weeks later online. Then, the survey was given at different times in the
same country to see if results were consistent across different groups.
The analysis of this data helped establish the validity of the questions.
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The surveys are sent to a secure
database at McMaster University,
in Hamilton. Individuals’ data are
not identified and will not be published; anonymity is protected.
Preliminary data are already available. For example, patients with
severe hemophilia with access to prophylaxis reported a significantly
higher quality of life than those receiving treatment after bleeding
had begun. Likewise, those on prophylaxis had significantly fewer
problems with daily activities than those treating “on-demand.” While
not surprising, demonstrating this outcome with hard data is key to
advocating for improved care.
PROBE will have practical applications. Data could show health
officials that prophylaxis not only reduces bleeds, but also increases
productivity. “If we’re able to validate that, it becomes quantifiable
and powerful in terms of advocacy,” Skinner says.
Although individuals' stories of hardships with hemophilia are
important, the experiences of a whole group have more impact
on decision-makers. “We are empowering patients and patient
organizations to move advocacy beyond anecdote and emotion to
evidence-based arguments,” says Skinner.
Canada was involved in both Phase I and II, thanks to individuals
who completed the survey at patient meetings in Ontario and Quebec,
and those from across the country who did the survey online. The
CHS intends to continue to participate in Phase III, the data collection
phase. PROBE could prove critical in Canada in gaining access to
promising advances in treatment over the next five years.
PROBE is an independent investigator led research project
with grant/research support from Bayer Healthcare, Biogen,
Novo Nordisk (HERO), Roche, Shire, and Sobi with project support
from the National Hemophilia Foundation (US).
PROBE investigators are Mark W. Skinner, Institute for Policy
Development Ltd., Washington, U.S.; Randall Curtis, Factor VIII
Computing, Berkeley, California, U.S.; Neil Frick, National Hemophilia
Foundation, New York City, U.S.; Alfonso Iorio, Department of Clinical
Epidemiology and Biostatistics, McMaster University, Hamilton, Canada;
Michael Nichol, School of Policy and Planning Development, University of
Southern California, Los Angeles, U.S.; Declan Noone, Irish Haemophilia
Society, Dublin, Ireland; Brian O'Mahony, Irish Haemophilia Society,
Trinity College Dublin, Dublin, Ireland; David Page, Canadian Hemophilia
Society, Montreal, Canada; Jeffrey Stonebraker, Poole College of
Management, North Carolina State University, Raleigh, U.S.

The Canadian Hemophilia Society is pleased to invite you
to attend Rendez-vous 2017 which will be held May 25-28,
2017, in Toronto. The event will feature the Medical and
Scientific Symposium: A Brave New World, the CHS Annual
General Meeting, a youth meeting, community engagement
workshops 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 2017 is presented by Pfizer
and sponsored by Bayer, Biogen,
CSL Behring, Novo Nordisk, Octapharma,
Roche and Shire.
This biennial conference will explore
many stimulating topics presented at the
Medical and Scientific Symposium, such as
advances in coagulation therapies, smart
choices about sports and physical activities
and ageing with hemophilia. Participants
will also learn more about the new webbased tools CBDR and MyCBDR.
Attending this meeting is a fantastic
opportunity, in just a few days, to gain new
knowledge, 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
website at www.hemophilia.ca/en or
contact your local chapter. We hope
you can join us! – H.B. & C.R.

SCHEDULE OF EVENTS
THURSDAY, MAY 25, 2017
8:30 – 17:00

CANHC annual meeting

12:00 – 18:00

CPHC annual meeting

12:00 – 18:30

CSWHC annual meeting

19:00 – 21:00

Care until Cure Research Exchange hosted by Pfizer
(by invitation only)

19:30 – 21:00

Youth meeting presented by Bayer

FRIDAY, MAY 26, 2017
7:00 – 8:15
8:30 – 17:30

Annual meeting of the interdisciplinary executive groups
Medical and Scientific Symposium: A Brave New World

17:30 – 18:30

Cocktail reception

18:00 – 22:00

AHCDC members only symposium dinner

SATURDAY, MAY 27, 2017
6:45 – 8:15

Breakfast and satellite symposium hosted by Pfizer

8:30 – 10:00

CHS Annual General Meeting

8:30 – 16:00

AHCDC Scientific and Educational Symposium

10:15 – 10:45

CHS Board of Directors meeting
(election and nominations)

11:00 – 17:00
Community engagement workshops
		
Track 1: Advocacy
		
Track 2: Chapter development
		
Track 3: Ageing
19:00

Banquet and CHS National Awards

SUNDAY, MAY 28, 2017
9:45 – 12:00
12:45 – 16:00

Governance session: Being an effective board member
(open to national and chapters’ board members)
CHS Board of Directors meeting
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CHAPTER SPOTLIGHT – YOUTH ENGAGEMENT

Raising our voices

QUEBEC CHAPTER

by Kevin Blanchette, Saint-Marc-sur-Richelieu, Quebec

W

ith the reinvigoration of the Quebec Chapter Youth
Committee, following a few years’ hiatus, we have
organized many activities, including a youth education
weekend. To date, we have close to 40 youth members and our group
continues to grow.
At our first event, we experienced some difficulties with registration;
we then realized that the information about our education weekend
had not reached our youth! We connected with members on social
media just days before the registration deadline, and in the end, it
went very well.
The agenda for our youth education weekend featured presentations,
workshops, role-playing exercises, and time to share experiences. We
had 19 participants and the weekend was deemed a success. We’re
hoping to hold a youth weekend every year. For our next project, the
Youth Committee plans to organize a fundraiser for the Quebec Chapter.
The Youth Committee’s purpose is to represent youth with
hemophilia and other bleeding disorders, and highlight how important
we are within the organization. We, the youth, will be the future

Connecting and inspiring

leaders. We will eventually have to take charge from those dedicated
volunteers who have given so much to our organization, who inspire
us and are dear to our hearts.
Recruitment, the first step to putting together a committee, can
be hard – but once that’s done, there’s a sense of accomplishment. A
Youth Committee does not happen by itself. It takes a lot of hard work,
but is definitely worth it.
Whenever possible, I would highly recommend that a Youth
Committee member serves on the chapter’s board of directors. This
will ensure that the Youth Committee can make its voice heard in
decision-making that relates to the organization’s youth.

NOVA SCOTIA CHAPTER

by Rachel Wright, North River, Nova Scotia

I

n 2016, the Nova Scotia Chapter had three members seek the
role of youth representative on its Board of Directors, which
was a great problem to have! Knowing that there is strength
in numbers, the Board of Directors therefore proposed the creation of a
Youth Committee so that no volunteers would be turned away.
The Youth Committee’s objective is to provide a supportive
environment where Nova Scotia’s youth with bleeding disorders can
connect and inspire one another, while developing skills to help overcome
daily adversities and take control of their bleeding disorders. We wish to
support our youth and share our first-hand experiences as we become
young adults taking charge of our health and well-being. Our goal is to
help our youth get involved, develop knowledge and leadership skills, and
become young leaders who will make a difference in the many facets of
the bleeding disorder community. We eventually want to provide them
with opportunities to help people with bleeding disorders around the
world who face inequalities such as limited or no access to treatment.
We believe that it is important to provide our youth with chances to be
involved and to give back in meaningful ways, as they will ultimately
become the future leaders of our provincial and national organizations.
We recognize social media and e-mail as the best way to keep our
members informed. We use our Facebook group to post all events and
fundraisers along with national and international information. We have
8 | Hemophilia Today March 2017

found that method as well as announcing event dates well ahead of
time has helped to increase attendance. At our AGM in the fall, we
distributed a list of events for the entire year, giving our youth plenty of
time to plan and get excited! In the future, we also hope to recruit more
youth to the chapter through materials in the clinics.
We have been testing out different fundraisers with the hopes of
eventually being able to host youth education and mentoring events. Our
first fundraiser, a Christmas basket raffle, was very successful and raised
over $500. This year, we are planning to host a family bowling fundraiser.
Do you want to launch a youth committee in your province? The
first thing we would suggest is to “be a sponge” – take every experience
as a learning opportunity. Take advantage of the numerous resources
available to you: board members, youth representatives from other
provinces, the World Federation of Hemophilia’s Young Voices article
series, and more. If you have members who want to be engaged in
your chapter, offer them the opportunity to do so. Once you decide
on an idea, put it into action. Be organized, complete tasks early or on
time, and have a backup plan. Recognize that not every event is going
to be successful and do not let this discourage you! Most importantly,
ask your youth about their interests and concerns, and the type of
help and support they need. Get them involved to help create realistic,
accessible, exciting, and most of all fun activities!

Youth File

Innovative global workshop
connects young leaders
by Michael Bosompra
Toronto, Ontario

D

ecember 2, 2016 will go down in the history books! On
that day, in a hotel conference room in Barcelona, Spain,
25 youth from around the world gathered for the World
Federation of Hemophilia’s Youth Leadership Workshop looking
specifically at how social media can be used to unify and empower the
community. I was fortunate enough to be one of those 25.
It’s funny, every generation complains about the one after it … this
was true during Socrates’ days and is true today. Comments prevail on
how youth are disengaged, caught up in trivial pursuits, and lacking
in attention span – but this workshop showed the complete opposite.
Not only are we engaged and focused, but the manner in which we
engage has changed substantially from our parents’ time and that’s
perfectly OK!
The first day focused on developing core skills and understanding
through scenario-based learning. A range of public relations situations
were drawn up and in groups we discussed how we would approach
the particular challenges if they came up in our local organizations.
What resulted was the realization that though geographically distant,
we all face similar problems and largely take similar approaches to
resolve them. We talked at length about the unique opportunity that
social media gives us to personalize responses.
But for everything that is great about social media, it’s not without
its flaws; as sub groups/pages/conversations proliferate and get more
specific, it becomes harder for an “outsider” or “newcomer” to get in.
In the first place, they have to be aware that the group exists; then
they need to know the right person to get in.

Over the course of day one, there were two things that really struck me.
First, although in Canada we are quite fortunate to have patient advocacy
groups that are quite visible and connected, this is not true in all countries.
So much so that in some countries, social media is the primary means to
connect with the rare bleeding disorder community, to feel like you’re not
all alone. I can’t imagine what that even feels like. The second thing that
struck me is the level of engagement worldwide. I was especially touched by
the Peru organization, where over half of its board of directors are classified
as “youth.” Not that age particularly matters but it gave me a sense of
reassurance that our global community is vibrant and engaged. The future
is bright and arguably the future was present, quite literally, in Barcelona.
Being on the cusp of youth and adulthood – literally two months from now,
I’ll cross the line – perhaps gives me an ability to see the strengths of both
sides of the age spectrum. I don’t know what challenges our community will
face in the future, but I do know we’ll have an army of passionate young
leaders ready to take on the challenges!
The second day of the workshop was our Hollywood debut! And
another record-setting moment in WFH history. First, we livestreamed a
portion of the workshop to allow the global community to participate in
real time (the video can be seen on the WFH Facebook page www.facebook.
com/pg/wfhemophilia/videos/?ref=page_internal). The session featured
a series of case studies looking at how we might react to different types
of questions and comments. Participants from around the world were
able to ask questions, make comments, and see the proceedings live. It
was quite innovative and a resounding success by all accounts. Picture
something not unlike a virtual meeting but done through Facebook.
The second portion was a Mannequin Challenge (which
can also be found on the WFH Facebook page). For those
unfamiliar, it’s a lighthearted social media trend in which
a group of people holds still in motionless positions and a
video camera pans through the tableau.
Day two wasn’t just fun and games though, we built
on the energy of the workshop to launch the first-ever
youth twinning program! More details are to come but
picture all the benefits of the WFH’s existing (and very
successful) twinning programs – focused on developing
and connecting youth chapters around the world. I
couldn’t think of a better way to end the workshop.
With that said and done, it was time to say a heartfelt
“hasta luego” to my new friends. That evening, we shared
a group dinner and took an excursion to see La Segrada
Familia … because, well, we were in Barcelona, right!
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A Global Perspective

Mongolian twinning with Manitoba
focuses on education and collaboration
by Paulette Côté and Milena Pirnat, CHS Manitoba Chapter
in collaboration with Nomi Nyamdorj, Mongolian National Association of Haemophilia

N

ow well into the second year of our four-year partnership
through the World Federation of Hemophilia Twinning
Program, the CHS Manitoba Chapter and the Mongolian
National Association of Haemophilia (MNAH) are on target with our
action plan. In 2016, we focused on strategic planning, education and
partnerships. We are happy that we were able to establish productive
contact with key agencies and develop and strengthen relationships in
our bleeding disorder community.
The MNAH faces several key challenges: inadequate factor replacement
treatment for patients in Mongolia, insufficient financial resources, and a
lack of basic physiotherapy equipment. Despite these obstacles, Mandaa
Nyamdorj, MNAH director, has shown inspirational resilience, organizing
fantastic physical exercise programs as well as basketball and swimming
activities to help strengthen patients in order to lessen their pain and
suffering.

Last year’s success was greatly enhanced by our connection with the
Canadian Embassy in Mongolia. They assisted us with resources and put
us in touch with exceptional contacts such as Marc Tassé, director of the
American Center of Mongolian Studies, and Dr. Soe Nyunt-U, World Health
Organization (WHO) representative in Mongolia. These organizations have
become part of the cornerstone support system for the MNAH, together
with the CHS and the WFH, and their ongoing input contributes greatly
to our twinning activities and capacity-building goals. Marc Tassé has
become especially important to the project with his expertise in NGOs,
understanding of the Mongolian way of life and facilitation of a strategic
planning seminar with the MNAH membership and medical team, says
volunteer Nomi Nyamdorj, Mandaa Nyamdorj’s daughter. We are grateful
for his support in helping the Mongolian team create a sustainable future
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for their organization. These connections show the effectiveness of
collaboration beyond the bleeding disorder community.
Our twinning representatives were able to meet at the 2016
World Hemophilia Congress in Orlando last July. We finetuned our
communications, developed goals for a physiotherapy workshop in 2017,
and identified priorities for board and volunteer development. We also
discussed the benefits of strategic planning, which set the groundwork
for the session at our upcoming education day in Mongolia.
During our Mongolia visit in August, we learned about a valuable
WHO grant at a meeting with Dr. Soe. The MNAH applied for this grant,
which will fund translation and distribution of bleeding disorder materials
for health care professionals and patients. The MNAH is now working with
Dr. Soe on the publication of Online Training of Hemophilia, while the
Home Treatment Guide for People with Bleeding Disorders was translated
and published last year through support from the WFH Twinning Program.
Our education day in Mongolia helped strengthen the community,
with a welcoming family atmosphere and plenty of fun activities for the
children, while parents and health care professionals attended educational
sessions. According to Nomi, the iron deficiency anemia workshop led by
Milena Pirnat was very informative for the 52 participants. Milena also
gave a presentation on women’s bleeding disorders that piqued a lot of
interest and discussion. There was a hands-on demonstration of tensor
wraps and a video on how to sew a hot/cold pack and discussion on
usage, followed by distribution of donated sewing supplies. We also
shared stories written by children with bleeding disorders living in
Manitoba. The Mongolians presented 40 beautifully crafted magnets as
a gift to women with bleeding disorders in Manitoba.
Dr. Bilguun Myagmarsuren, our interpreter, has helped us overcome
communication challenges experienced earlier this year. She allowed us
to achieve a mutual shift in expectations, clear up misunderstandings
and make room for the wonderful progress made during our visit.
This demonstrated that clear and effective communication is a key to
success for twinning projects.
Looking back at our first year together, we have grown as individuals,
deepened our relationships and developed as a fully functioning team.
Nomi Nyamdorj says the MNAH is looking forward to achieving new
goals and that they were very happy with the successful results of
this year. We have created lifelong memories and shared our joys and
sorrows. Despite cultural and communication differences, we are driven
by our common hemophilia experiences and challenges, and buoyed by
the successes we have achieved together so far.
We are grateful to our partners for their vital support of our
ongoing twinning initiative.

The Physio Corner

Invaluable education weekend for physiotherapists
by JoAnn Nilson, Lawren De Marchi, Erin McCabe and Karen Strike, CPHC Executive

T

he Canadian Physiotherapists in Hemophilia Care (CPHC)
held an education weekend which featured the assessment
and treatment of the ankle joint. It highlighted anatomy,
biomechanics, pathology, treatment and rehabilitation, surgical options,
orthotics and splinting.
The education weekend was attended by 21 members of the
CPHC. The experts sharing their knowledge were Colleen Down-Jones,
physiotherapist from Newfoundland and Labrador; Sandra Squire,
physiotherapist from the adult clinic in British Columbia; and Naomi
Matsui and Christa Orschel, registered orthotists from Hamilton, Ontario.
Feedback from the evaluation indicated that 100 percent of
participants felt that the weekend met or exceeded their expectations.
When asked what they felt was the best aspect of the weekend,
participants’ responses included: the ankle anatomy and biomechanics
review, the clinical discussions and opportunities to discuss cases

and brainstorm with colleagues, and the practical hands-on sessions.
Everyone who participated felt that the opportunity for face-toface meeting time and in-person
clinical discussion with colleagues is
invaluable and would like to see these
meetings continue in the future.
The CPHC plans to hold bi-annual
education meetings as they have
been so well received and provide
such great educational opportunities
for our members. This event was
sponsored by Biogen Canada and
Pfizer Canada. We extend our thanks
Matthew Thiessen and Greig Blamey
to our sponsors for assisting in making
this event such a success.

Point-of-care ultrasound and hemophilia care:
Mentorship between physiotherapists beneficial
by JoAnn Nilson and Sandra Squire, physiotherapists

P

oint-of-Care Ultrasonography (POC-US) is being recognized
as an adjunct to musculoskeletal assessment in hemophilia
care. It fits into the realm of usage by the physiotherapist
to enhance the joint and muscle assessment, which is the core of the
physiotherapy evaluation. Ninety percent of bleeding due to hemophilia
occurs in the musculoskeletal system, with 80 percent occurring in the
joints. Therefore, POC-US adds value to the assessment as it is available
to answer the clinical questions which arise such as: Is this synovial
swelling or actual blood in the joint? Is this pain arthritis or an active
joint bleed? Answers to these clinical questions guide appropriate
treatment options, enhance the care team discussion, and lead to an
appropriate care plan.
This intervention also has the capacity to act as a teaching tool. The
patient gets bedside education involving an ultrasound image of exactly
what is occurring in their tissues (muscles or joints), which allows for an
enhanced conversation on appropriate treatment options. The patient can
then also be more involved in the next step, developing an action plan.
Physiotherapists need education and training to provide this
enhanced assessment with the use of POC-US. A specialized course in
POC-US for hemophilia physiotherapists was developed at McMaster
University and Mohawk College in Hamilton, Ontario. A published article
highlights the experience and success of the McMaster University/
Mohawk College POC-US program (KL Strike et al., Haemophilia,

November 2015, Vol. 21, Issue 6).
Many members of the CPHC have
had the opportunity to attend this
course. JoAnn Nilson and Andrea
Willenborg, physiotherapists with
the Saskatchewan Bleeding Disorders
Program, completed the course in
December 2015 and 2016 respectively.
Mentorship between clinics and
physiotherapists has great benefits
including enhancing POC-US skills
JoAnn Nilson and Sandra Squire
and use. The British Columbia and
Saskatchewan Clinic Preceptorship
(October 2015 – April 2016), an initiative supported by Bayer Canada,
promoted and emphasized the benefits of POC-US, leading the
Saskatchewan Bleeding Disorders Program to acquire a portable
ultrasound machine. In addition, last November 25, Sandra Squire,
physiotherapist with the British Columbia Bleeding Disorders Program,
went to Saskatoon to mentor JoAnn and Andrea on the use of POC-US
in the clinic setting. Sandra and Karen Strike have taken the time to
mentor several physiotherapists on POC-US. This initiative has been
supported by Pfizer Canada, which has promoted and facilitated the
education of hemophilia physiotherapists in POC-US across Canada.
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CBS seeks funding to increase plasma
collection
Ottawa – January 25, 2017 – Canadian Blood Services (CBS)
announced that it has requested $106 million annually for six years
from the federal/provincial/territorial governments to build up to
40 plasma collection sites, most to be located in the same locations
as CBS’ current permanent whole blood collection sites, between now
and 2024.
CBS currently collects only enough plasma to manufacture
17 percent of the immune globulins (Ig) needed by Canadian patients.
Immune globulins represent the plasma-derived medicinal product
most in demand, followed by albumin and clotting factors for
von Willebrand disease.
If funding is obtained, CBS says it plans to collect 600,000 litres
(866,000 units) of plasma from 144,000 new donors to bring CBS to
50 percent self-sufficiency in plasma for Ig. Currently, the remaining
83 percent of Ig needs are met by plasma from paid U.S. donors.
In the last few years, Héma-Québec, facing a similar over-reliance on
American plasma, opened “Plasmavie” collection centres in Trois-Rivières,
Saguenay, Sherbrooke and Gatineau.
Plasma donors can donate up to 50 times per year, compared to a
maximum of seven times for whole blood donors.
The Canadian Hemophilia Society has long supported increased plasma
collection in Canada by CBS and Héma-Québec. See the full policy at
www.hemophilia.ca/en/safe--secure-blood-supply/chs-policy-onpaid-plasma-donations.

New contracts awarded for factor
products in Quebec
Héma-Québec has recently announced the awarding of contracts
for the purchase of recombinant factor IX and plasma-derived von
Willebrand factor. This follows an extensive tender process conducted
over the last half of 2016.
Rixubis®, a recombinant factor IX with a standard half-life
manufactured by Shire, will replace Benefix®, manufactured by Pfizer,
starting April 1. The contract will be in place until 2022. However,
given the lack of clinical data for previously untreated patients, they
would likely be treated with Benefix for the first year. Alprolix® and
Idelvion®, extended half-life FIXs, manufactured by Biogen and CSL
Behring respectively, will be available to patients with special needs,
for example, short half-life or venous access problems. Plasma-derived
Immunine® will continue to be available.
Humate P®, manufactured by CSL Behring will become the only
von Willebrand factor/factor VIII distributed in Quebec. Wilate®,
manufactured by Octaphama, will be phased out starting on April 1.
Current contracts for recombinant FVIII remain in effect until at
least March 31, 2018. Both Xyntha® from Pfizer and Advate® from
Shire are regularly distributed. Eloctate®, the extended half-life FVIII
from Biogen can be prescribed for patients with particular needs.
According to Héma-Québec, taking into account the terms chosen for
each of these products, savings of approximately $200 million including
more than $20 million for factor IX concentrates alone, will be realized by
the Quebec health care system over the next two to five years.

Emicizumab (ACE910) achieves Phase III trial goal
Basel, Switzerland – February 24, 2017 – Roche announced in December that its bispecific monoclonal antibody called emicizumab (previously
ACE910) had met its primary endpoint, that is, a significant reduction in bleeds when used prophylactically in patients with hemophilia A and
inhibitors.
Emicizumab is administered under the skin (subcutaneously) once weekly.
The clinical trial called HAVEN 1 is a randomised, multicentre, open-label, phase III study looking at the efficacy, safety, and pharmacokinetics
of emicizumab prophylaxis versus on-demand treatment in people with hemophilia A and inhibitors to factor VIII. The study included 109 patients
with hemophilia A, 12 years of age or older, with inhibitors to factor VIII.
Two patients had thromboembolic events and two others developed thrombotic microangiopathy (TMA). All cases of thromboembolic events
and TMA occurred in patients who were on emicizumab prophylaxis and in addition received activated prothrombin complex concentrate (FEIBA)
to treat breakthrough bleeds. Neither thromboembolic event required anti-coagulation therapy and one patient restarted emicizumab. Both
cases of TMA have completely resolved, and one patient restarted emicizumab.
Roche revealed in late February a third serious adverse event in the HAVEN 1 trial involving thrombotic microangiopathy after a clinical trial
subject received FEIBA to treat a bleed. Sadly, the person died from the bleeding. The investigator’s assessment was that the cause of death was
not related to emicizumab. The full Roche statement on the event can be found at www.hemophiliaworld.org/2017/02/roche-statement-onemicizumab-clinical-trial-adverse-event.
Many observers hope that emicizumab will mean a remarkable improvement in treatment for patients with inhibitors to FVIII. In addition, it
may prove to be very effective in patients without inhibitors.
For more information on the many coagulation products in the pipeline, see www.hemophilia.ca/en/safe--secure-blood-supply/productsin-the-pipeline.
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Nuwiq, another recombinant factor VIII option
With the approval of Nuwiq by
Health Canada and its success
in obtaining a share of the
factor VIII market in provinces
served by Canadian Blood Services,
Hemophilia Today sat down with
Lidia Cosentino, Ph.D., director
of medical and scientific affairs
at Octapharma Canada, and
Dr. Anthony K. C. Chan, pediatrician
and co-director of the hemophilia
program at Hamilton Health
Sciences Centre, to learn more
about this coagulation therapy.

In previously untreated patients (PUPs), our Phase III study is ongoing.
Our interim analysis of 66 patients with more than 20 exposure days
showed 8 high-titer inhibitors, an incidence of 12.8%. This is very
promising. And similar to what the SIPPET study data has shown as
the incidence with plasma-derived factor VIII concentrates. (Editor’s
note: see CHS statement on the SIPPET study in Hemophilia Today,
Volume 51, No. 2)
Dr. Anthony K. C. Chan

Dr. Chan: Of course, everyone is cautious and not wanting to
make too firm of a conclusion until the study is finished and all the
patients are reported up to 100 exposure days. It is encouraging
that the interim data has been released and is promising.

HT: When do you hope to publish that data?
Dr. Lidia Cosentino

Hemophilia Today (HT): In what way is Nuwiq different
from other factor VIII products?
Dr. Cosentino: Octapharma developed Nuwiq with the goal
of reducing inhibitor development. A second goal was to try to
reduce the number of infusions needed for prophylaxis without
compromising bleed control. Nuwiq, being derived from a human
cell line, is very similar to naturally occurring factor VIII found in
healthy individuals. We’ve demonstrated that Nuwiq has a very, very
strong binding affinity to von Willebrand factor. We believe that this
protects factor VIII from clearance, which accounts for the prolonged
half-life. Our clinical program demonstrated the half-life of Nuwiq
to be 17.1 hours in adults and about 12.5 hours in children.
Dr. Chan: I think it’s very important to recognize there is individual
variability in half-life. Some people are going to have a shorter
half-life compared to what is being reported and some longer.
We can speculate that the binding to von Willebrand factor is
the reason why Nuwiq might have a longer half-life and further
investigation is warranted.

HT: What could this mean for some patients in terms
of clinical use?
Dr. Chan: Two things. If the half-life is indeed longer in an individual
patient, one could keep the same frequency of prophylaxis and the
same dose and end up with increased protection through a higher
trough. In other individuals, you may be able to reduce infusions
from every second day or three times a week to only twice a week.
This needs to be verified for each individual patient.

HT: What have you learned so far from clinical trials
and even real world use with regard to the risk of
inhibitor development?
Dr. Cosentino: In the clinical trial, over 200 previously treated
patients were treated with Nuwiq and there have been no inhibitors
detected. And, since Nuwiq was approved in Europe, the U.S. and
Canada and used in real world settings, there have been no reports
of inhibitor development in previously treated patients.

Dr. Cosentino: The study will probably have final analysis by the
end of 2018.

HT: What programs does Octapharma have available

for patients and for the treatment centres in case of
a switch to Nuwiq?

Dr. Cosentino: We have patient brochures and a lot of web-based
information. We have developed our ProCare program which includes
two services. The first service is a home infusion service whereby a
third-party, highly trained nurse can go to the patient’s home to
assist with the infusions, if assistance is required. And the second
is the personalized prophylaxis program, based on individual
pharmacokinetic (PK) analysis. And to help facilitate this, we have
a PK home service whereby, working with the hemophilia treatment
centre, a third-party nurse will go to the patient’s home to collect the
blood samples in order to do the PK testing.

HT: Can you provide some information about Nuwiq
in terms of administration?
Dr. Cosentino: Nuwiq is available in 250, 500, 1000 and 2000 IU
vials, all with a prefilled syringe of 2.5 mL. Storage is refrigeration
for 24 months and room temperature for one month.

HT: Who do you think would most benefit from using
Nuwiq?
Dr. Cosentino: First, patients who are at risk of inhibitors. Second,
those who are looking to reduce the number of infusions without
increasing their bleeding tendency.
Dr. Chan: With regard to the inhibitor risk, I think that is at least one
of the potential groups. The caveat there is that the data is not final
yet. This needs to be discussed with the patients or parents. If I have a
PUP, my first preference is for him to be on a PUP study. But lacking a
PUP study, Nuwiq becomes an option. And then in terms of the slightly
longer half-life, it becomes a potential option to try to decrease the
frequency of the infusions. In those situations it’s always important to
check the pharmacokinetics of the product in the patient.
The complete interview is available at www.hemophilia.ca/en/
bleeding-disorders/clotting-factor-concentrates.
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Our Stories

Cultivating happiness
by Christian Pelletier, Montreal, Quebec
In 1978, at age 4, I was diagnosed with severe hemophilia A by Dr. Georges-Étienne Rivard, world
renowned hematologist-oncologist in bleeding disorders, at Sainte-Justine Hospital in Montreal.
There was no history of bleeding disorders in my family and neither of my two brothers had this
problem. In addition, none of my bleeding episodes had been “dramatic” enough to raise suspicion
among the doctors at my hospital in Lévis, a city on the south shore across from Quebec City.

M

y mother might not agree that there was nothing dramatic
– finding her 6-month-old baby in a pool of blood in the
middle of the night, due to a small cut inside his mouth,
was certainly not normal and quite alarming. Throughout that bleeding
episode, which lasted several days, doctors repeatedly told my mother
that the bleeding would eventually stop.
In the early days, my mother and I went back and forth between
Quebec City and Montreal to get treatment whenever I had a bleed.
Then we learned there was a treatment centre at the Saint-Sacrement
Hospital in Quebec City. The first treatments I received for bleeds –
mostly in my right knee and ankle – were cryoprecipitate but not long
after, in the late 1970s, I began using factor VIII concentrate, a new
product that was much more effective.
Growing up, I mainly had problems with repeated bleeds in my
right knee with at least one bleed per month in this joint and a
convalescence on crutches for up to a week. But, in general, I managed
living with hemophilia well enough, aside from the frustration of not
being able to engage in certain physical activities because of their
high risk for causing bleeds.
In 1984 I learned that I had been infected with HIV and hepatitis B
and C through my factor VIII concentrate treatment. This was obviously
a significant moment but even though at the time it was said that
people with HIV would not live beyond five years, I did not think about
that fatal outcome. Instead, I was obsessed with what my mother told
me in the car on the way back from the hospital: “You’ll have to be
careful with the girls.” So, even though I literally faced death at age
20 from complications linked to AIDS, I was more affected by the
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Eight-year-old Christian, smiling despite the crutches.

“complications” I would have with girls. I didn’t restrict myself from
dating, but it was always difficult and agonizing when the time came
for me to divulge my medical situation. I don’t know if I was just lucky
but I was always treated with respect.
For their part, my parents and two brothers lived with the certainty
that I would die from one year to the next; in the 1980s, it was said
that no one escaped AIDS. It seemed then like a little miracle when
the first effective HIV treatment medications appeared, as I was
weakened by various infections with my immune system wiped out.
I had started taking HIV medications at age 15 but they had proven
totally ineffective. The immune system is complex but in terms of the
portion affected by HIV, a normal person would have a count of about

800 to 1,400 protective white blood cells (CD4). At age 20, I literally side effects related to hemophilia. Since taking aspirin, only my gums
had a zero! Today, thanks to effective medication, my blood count seem more susceptible to bleeding. It does not interfere with the
is between 600 and 800, which is plenty for a healthy life without effects of my factor VIII treatment but has a negative effect on blood
infection. HIV medications are continually evolving – in the early days, platelet function, which in my everyday life is negligible. Consequently,
I took medication three times a day at mealtimes, whereas I now take I have not had to modify my factor VIII prophylaxis regimen since my
heart attack.
medication just once a day.
In 2014, thanks to Geneviève and Claude Meilleur, nurse at the
As for hepatitis C, I’m among those lucky few who cleared it
naturally, which occurs in 15 percent of cases. This was a great relief CHU Sainte-Justine in Montreal, I had the opportunity to meet an
orthopedic surgeon who would change my life. Pain in my right knee
and a burden off my shoulders. Others have not been so lucky…
While I weighed around 110 pounds (50 kg) when I was 20 years had become extremely limiting and began to seriously affect my morale
old, things changed quickly as I approached 22 and the new HIV and mood. I had flexion problems in my knee and ankle whenever I
medications began to have positive effects on my immune system. walked. Dr. Marc Isler suggested a different approach from how cases
My energy and health returned and I began bodybuilding with a like mine are usually treated. Instead of replacing my knee with a
couple of good friends. With five to six workout sessions every week prosthetic, he proposed a surgical procedure that involved cutting my
for five years, I regained the weight I had lost, and then some! By femur at a corrective angle in order to restore optimal alignment to
age 28, I weighed over 180 pounds. However, my legs were out of my whole leg. It’s been two years since my surgery and I’d say that my
proportion because I could not exercise them enough due to the condition has improved by 80 percent overall. Another small miracle!
problems with my right knee, which was always painful, even with Whereas in the past I was anguished by the mere thought of leaving
very light exercises. My right knee caused the most frustration in my the house to run errands, nowadays I don’t even think about heading
life, starting around age 24. The repeated bleeds had done a lot of out for an hour-long hike on difficult terrain. I am now able, at age 42,
joint damage and I experienced a great deal of pain when walking. It to walk for a long time without pain. Better than at 25!
Today I’ve been living with Geneviève and her twins, Alexandra and
was a major handicap for any activities that required walking.
As my mother has always been involved to varying degrees with the Alissa; for almost six years. It’s a privilege to be step-father to these
Quebec Chapter of the CHS (CHSQ) or the Canadian Hemophilia Society, girls, who I consider my daughters. They are the nicest surprise I’ve
I had opportunities to meet other people with bleeding disorders. The had in my life, because they are simply extraordinary and they help
CHSQ and CHS allowed me the chance to flourish with hemophilia me grow in positive ways.
through all the activities, meetings, camps, conferences
and trips that they organized over the years. As a teenager,
From left to right: Christian, Alexandra, Geneviève and Alissa, before the girls’ prom night,
the first people with hemophilia that I remember meeting
in June 2015.
were François Laroche, Éric L’Hérault and Jacques Duval.
I would call them my hemophilia mentors. For me, they
were the “grown-ups” and they imparted a lot of wisdom
at times when I needed it.
But the most important encounter came when I was 36
years old. There was a beautiful redhead named Geneviève
Beauregard working for the CHSQ and everyone seemed
to really like her! In fact, I’d met her several years earlier,
but Geneviève, ever professional and respectful, was not so
easily charmed. Aside from her exotic beauty, the first thing
I noticed was her generosity, dedication, attentiveness, and
self-assurance. A little ray of sunshine! We started dating in
the spring of 2011, shortly after the CHSQ Family Weekend.
You can imagine what it meant to me that she already
knew all the details of my medical condition…
Because life is full of challenges (and I like it that way!)
the following July, I had a “little” artery blockage according
to the cardiologist. A heart attack. I had to undergo surgery
to insert a stent, a tiny spring-like device that inflates
like a balloon in the blocked artery to restore blood flow.
Obviously, I asked myself: why a heart attack at age 36?
Apart from risk factors common to everyone, HIV had
inflammatory effects on my veins and arteries and could
have contributed to their ageing. In addition, certain HIV
Thinking back, it would be easy to imagine that I could have held
medications have negative effects on those fats in the blood which
myself back over the years due to hemophilia, HIV or even my heart
normally contribute to good cardiovascular health.
Since my heart attack, I now take cholesterol medication, 80 mg of attack. But I choose to never be bitter at life-I work to be happy with
aspirin, and blood pressure medication. Aspirin of course is normally the elements of my life that I can control or change. I accept that I
prohibited for people with hemophilia, but in my particular case, the live in a world that I don’t always understand. I choose to cultivate
benefit in alleviating my heart condition is greater than the negative happiness and then to share it.
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T H E B E N E FA C T

R S C LU B

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision.
We are fortunate to count on a group of exceptional donors who have committed to making an annual
investment to support the CHS and its core programming needs.
To recognize this special group of donors we have created The BeneFACTORs Club, the CHS’ highest philanthropic
recognition, which symbolizes the critical bond between our organization, the donor and every person we
serve with an inherited bleeding disorder. Corporations that make annual gifts of $10,000 or more to support
our organization and its core programming needs are recognized as members of the BeneFACTORs Club.
The Canadian Hemophilia Society acknowledges all of their tremendous effort.
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