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rlando, Florida, late July 2016. Hot and humid. 36°C on average. 
Peaks up to 39°C. Well above 40°C according to the heat 
index used in the United States (equivalent to our Humidex). 

Sweltering, scorching hot. And over the course of the XXXII International 
Congress of the World Federation of Hemophilia, the conference speakers 
did nothing to cool things down! Many medical presentations  addressed 
burning issues and reported red-hot research results.

From Day 1, the presentation on longer-acting products by  
Dr. Guy Young of Children's Hospital Los Angeles in California signalled 
that this congress would be like no other. To help explain prolonged 
action, Dr. Young made an analogy between factor concentrates and the 
longevity of crazy politicians at election time; he posited that Donald 
Trump has prolonged half-life given that the downward trend of his 
popularity is less pronounced than that of other wingnut politicians in 
the United States, such as Sarah Palin. Dr. Young also put forward his 
own interpretation for the acronyms associated with the main binding 
techniques used to increase product half-life, in relation to Donald 
Trump: FC for Fanatical Crazy, FP for Fascist Pig, and PEG for Pure 
Evil Gringo. Furthermore, he said should Trump be elected, he would 
be seeking political asylum in Australia, specifically Perth, because it 
is 16,000 kilometres away from Los Angeles. The room roared with 
laughter. The tone was set.

More seriously, Dr. Young described an ongoing study at his 
treatment centre involving 21 patients being treated with recombinant 
factor IX-Fc, a longer-acting recombinant factor fusion protein. While 
patients at his centre treated with recombinant factor IX concentrates 
with “normal” half-life consume on average 124 IU/kg per week, the 
patients in this study consume on average 50 IU/kg per week, with 
essentially similar clinical results. However, Dr. Young stated that a 
number of issues need to be investigated further and that finding the 
answers will require pharmacokinetic analyses of individual patients in 
order to be able to develop individualized treatment plans.

Other speakers presented their studies on longer-acting products, 
which were overall pretty conclusive. The products are now beginning 

to enter markets in industrialized countries. Is this an opportunity for 
developing countries to have access to plasma-derived or recombinant 
coagulation products at a lower cost? This remains to be seen.

Another hot topic was emicizumab (formerly known as ACE910), 
developed by Roche and currently in phase III clinical trial. This bispecific 
antibody was developed to bind factor IXa and factor X, replacing the 
function of the missing factor VIII. The product is administered by 
subcutaneous injection once a week, and would be very promising 
therapy for treating hemophilia A patients with or without inhibitors. 
So stay tuned.

But, it was on Day 3 that things really started to heat up, during the 
Medical Free Papers – Gene Therapy session, which presented yet-to-
be-published studies. First we heard about encouraging results from a 
phase I/II study of the SPK-9001, developed by Spark Therapeutics and 
Pfizer for the treatment of hemophilia B. The four patients enrolled have 
exhibited factor IX activity levels between 21% and 42%, lasting even 
31 weeks after the start of treatment. Next, we heard preliminary results 
from a phase I/II study on BMN 270, developed by Biomarin for the 
treatment of hemophilia A. This is when excitement really boiled over. 
Six out of seven patients enrolled in this study have exhibited factor VIII 
levels above 50%, with a median of 146% due to two patients who had 
factor levels above 200%, and this even up to 20 weeks following the 
start of treatment. Astonishing! To learn more, I encourage you to read 
the article by David Page on these impressive developments on page 13. 
In addition, read about the experiences of CHS delegates who attended 
the congress in Orlando, on pages 12 to 27. We have there excellent 
reporting on a congress that will make history. And last but not least, 
see the Our Stories section on pages 30-31, featuring Vincent Dumez, 
who gave a very interesting presentation at congress on the partnership 
between the patient and health care professionals. 

Happy reading! 

O

It is with great sadness that the 
CHS learned of Frank Bott’s passing on 
October 24, 2016. Frank Bott served as 
the second president of the CHS (1969-
1972), following in the footsteps of 
Frank Schnabel. He was the author of the 
original CHS Constitution and by-laws.

Frank’s volunteer involvement did 
not end with his presidency. He fulfilled 
many roles with distinction over a period 

of 20 years. In the 1980s, Frank played a major part in lobbying for 
compensation for those infected with HIV through blood and blood 
products. He made countless trips to Ottawa as part of the CHS team 
negotiating with the federal government.

He was chair of the Hemophilia Research Million Dollar Club from 
2000 to 2004 and spearheaded efforts that dramatically increased 
the capital of the fund. Volunteers and staff across the country 
turned to Frank countless times for the benefit of his experience 
and wisdom and he was always there to help. We wish to extend 
our heartfelt condolences to his family. He will be missed. – D.P. 
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Community news

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

ne of the four goals in the 2016-2020 CHS strategic plan is 
to build a cohesive organization through good governance, 
member engagement, effective communications and 

fundraising. A desired outcome to achieve this goal is regular participation 
by the CHS and its chapters in a recognized governance review process. To 
this end, the national organization, a member of Imagine Canada, is seeking 
to comply with its Standards Program for Charities and Non-profits.

Imagine Canada’s Standards Program aims to strengthen the capacity 
of charities and non-profits in five fundamental areas: board governance, 
financial accountability, fundraising, staff management and volunteer 
involvement.

Organizations that can demonstrate they comply with the standards 
receive an accreditation from Imagine Canada.

Imagine Canada states, “The Standards Program is first and foremost 
a capacity-building initiative. Any organization may use these standards 
to improve and monitor its practices.” However, organizations wishing 
to demonstrate publicly that they meet the standards can participate 
in a voluntary peer-review-based accreditation process. When an 
organization is ready to submit its application for peer review, it must 
also submit its application fee. The application is first reviewed by 
Imagine Canada program staff to ensure it is complete. It then goes to a 
team of volunteer peer reviewers who will determine if the organization 
receives accreditation or if further work is required to come into 
compliance with all standards. 

The CHS conducted an internal evaluation as to how well it 
already complies with the standards. Of the 71 standards that apply 
to an organization the size of the CHS, we fully comply with 44 of the 
standards, could comply with 11 others with minor adjustments to our 
governance, and would need to implement new practices to comply 

with the 16 other standards. The Board of Directors judged that the 
changes were feasible and the effort worthwhile.

The larger the organization, the more stringent the standards. 
Level 1 includes organizations with up to five full-time employees and up 
to two million dollars in expenses. Level 2 includes organizations with 
up to 50 full-time employees and up to ten million dollars in expenses. 
The national organization of the CHS would need to comply with Level 2  
standards while all our chapters would need to comply with Level 1. 

O

CHS to seek Imagine Canada accreditation
by David Page 
CHS National Executive Director

THE FEE SCHEDULE IS AS FOLLOWS:

Organizations with annual 
revenues of:

Monthly participation fee 
(during review) Application fee Annual license fee

Less than $500,000 $50 $500 $500

$500,000 to $2 million $75 $1,000 $1,000

$2 to 5 million $100 $1,500 $1,500

Examples of standards the CHS already meets are:
 a mission statement, strategic plan, annual budget and action plan;
 a sufficient number of board meetings;
 annual financial statements in accordance with acceptable accounting 

practices, audited by an independent licensed public accountant, 
received and approved by the board, and publicly available;

 quarterly financial statements presented to the board;
 an investment policy;
 respect for donors’ requests;
 written HR policies.

Examples of standards which are only partly in place include:
 an orientation process for new board members and volunteers;
 a more regular review of fundraising policies;
 a more regular review of board performance.

Examples of standards for which practices need to be developed 
include:
 a risk management plan;
 a process to allow the board to annually review its own compliance 

with governance documents;
 a complaints policy for outside stakeholders;
 development and successions plan for current and future board 

chairs and committee chairs;
 appropriate screening procedures for volunteers.
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n June 20-22, 2016, Chief Justice Christopher Hinkson of 
the British Columbia Supreme Court, Justice Paul Perell of 
the Ontario Superior Court and Justice Chantal Corriveau 

of the Superior Court of Québec held joint hearings in Toronto, Ontario, 
to consider the applications of the Joint Committee and the federal 
government on the surplus in the 1986-1990 Hepatitis C Settlement 
Agreement Trust Fund, which was estimated to be between $207 million 
and $256 million as of December 31, 2013. 

At the joint hearings, the courts heard submissions regarding whether 
they should exercise their discretion to allocate all or a portion of the 
surplus in accordance with the orders issued in 1999 when approving 
the settlement and, if so, how it should be allocated.

In summary, the Joint Committee deemed that $205 million of the 
surplus be paid out to benefit class members and family class members 
with specific recommendations on how this should be allocated; and 
that the remainder of the surplus be retained in the fund. The federal 
government opposed the Joint Committee’s decision and asked that 
the excess capital be released to Canada.

The decisions of Justice Perell and Justice Corriveau on the 
applications to allocate excess capital were released on August 15, 2016. 
The decision of Chief Justice Hinkson was released on August 16, 2016.

Each of the courts approved seven of the nine recommendations 
(with some minor modifications) made by the Joint Committee. Each 
of the courts dismissed the application of the Government of Canada 
to have the excess capital paid to Canada. The courts established that 
the surplus is $206,920,000.

O

Court decisions reached on surplus  
in the 1986-1990 Hepatitis C 
Settlement Agreement Trust Fund
by Michel Long 
CHS National Program Manager

Accepted recommendations
1. $32 million to cover late claims;
2. $50 million to pay amounts equal to 8.5% of fixed payments already 

granted, and increase future fixed payments by the same amount;
3. $22 million to increase past and future fixed amounts to family 

members;
4. $20 million to compensate for loss of pension benefits;
5. $34 million to increase past and future benefits for loss of 

services in the home;
6. $629,000 for cost of care at level 6;
7. $2 million to pay expenses for family members to attend medical 

appointments.

Refused recommendations
1. $28 million to eliminate deduction of other benefits (e.g., Multi-

Provincial/Territorial Assistance Program) when calculating loss 
of income;

2. $2 million to increase funeral expenses.

Additional recommendation
The courts approved the submission by a person with hemophilia, 

supported by the CHS, to allow those with HIV co-infection who elected 
to take the one-time $50,000 payment to re-elect and take advantage 
of the settlement’s full range of benefits. This should mean that all 
22 people with hemophilia in this situation could choose to re-elect.

Appeals
The federal government has advised the Joint Committee that it 

will not appeal.

Implementation of the recommendations
The Joint Committee has begun the work to implement the 

recommendations. The goal of the Joint Committee is to implement 
these recommendations as soon as possible and in the easiest and 
least burdensome way for the class members but that will take 
detailed and careful planning. They are striving to have at least 
some of the recommendations implemented in December 2016. 

For more information and to monitor updates, please visit the CHS website www.hemophilia.ca/en/hcv-hiv/
hepatitis-c-and-hiv-compensation/chs-response-to-86-90-surplus or the 86-90 website (www.hepc8690.ca).



James Kreppner Memorial 
Scholarship and Bursary Program

 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 
on-going tribute to honour James Kreppner, a long-time volunteer and 
member of the CHS Board of Directors, for his dedication, intelligence 
and commitment to the CHS and community service.

In 2016, the CHS was pleased to award $5,000 scholarships / bursaries to 
four outstanding applicants. Of these awards, three were offered by Pfizer 
and one by the Canadian Association of Nurses in Hemophilia Care (CANHC). 

I

Additional information including the criteria and application forms for the CHS James Kreppner Memorial Scholarship and Bursary 
Program is available on the website at www.hemophilia.ca/en/support-and-education/james-kreppner-scholarship-program. 
The deadline to submit applications for next year is April 30, 2017. – J.A. 
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The award categories are as follows:
— SCHOLARSHIP BASED ON ACADEMIC MERIT
— BURSARY BASED ON FINANCIAL NEED
— MATURE STUDENT BURSARY FOR STUDENTS OVER THIRTY YEARS OF AGE

The CHS would like to acknowledge Pfizer and CANHC for their generous support of 
the 2016 CHS James Kreppner Memorial Scholarship and Bursary Program.



AcAdemic scholArship recipient
Eric Keilback
Winnipeg, Manitoba

was born with severe hemophilia A and developed an inhibitor soon after my diagnosis. At a young age, I wasn’t able to 
participate in many activities due to bleeding into my left knee. I attended many CHS education sessions in Winnipeg 

and CHS Inhibitor conferences to learn about my hemophilia and inhibitors. I have enjoyed volunteering for the Manitoba 
Chapter at fundraising and education events. I feel very lucky to have grown up with the support of my family, the CHS 
family and a circle of close friends.

At the age of 14, I was able to eradicate the inhibitor. This marked a turning point in my life, as I bleed less frequently 
now. I currently take part in a variety of activities such as competitive card games, videogames and Reach for the Top! I chose 
to adapt to my limitations and find different hobbies instead of dwelling on what I can’t do.

I am incredibly grateful for the James Kreppner Memorial Scholarship. I intend to use this scholarship to study History in the Faculty of Arts 
and explore some biology courses at the University of Manitoba. Thank you for awarding me the scholarship.

I

BursAry recipients
Julia Lepera
Tecumseh, Ontario

am the daughter of Michelle, a carrier of hemophilia A as well as the sister of Johnny, who has severe hemophilia A. I have 
always been directly involved with my brother’s health care. The biggest impact the Hemophilia Society has had in my life is 

through SWOR’s Pinecrest Adventures Camp. I have attended this camp every year since 2002 and it has provided me with lifelong 
friendships as well as many leadership skills. All of these things have made me a strong, caring and independent individual.

I have just completed my Bachelor of Fine Arts degree, majoring in Visual Arts and I will be attending the University of 
Windsor’s Bachelor of Education program this fall. I intend to teach all age groups from kindergarten to grade 12, specializing 
in Visual Arts and Social Sciences. My family, especially my parents, have been incredibly supportive throughout my entire life 
and I cannot thank them enough for always pushing me to do my best.

I am extremely honoured to receive the James Kreppner Memorial Bursary and I will continue to be an active volunteer who strives to make 
a positive impact in the Canadian Hemophilia Society.

I

Stefan Lubinski
Toronto, Ontario

was diagnosed with hemophilia at the age of five years old and this changed the way I live my life. Before I could self-
infuse factor, I had to depend on my family. My mother and father made sure I had what I needed to live a normal life. My 

mother learned to infuse me so that I wouldn’t have to go to the hospital every few days. Over time my father even learned 
how to infuse me because he wanted to make sure I would be safe in case of an emergency.

My parents have always motivated me to achieve higher, to dream big. They would like to provide me with a good post-
secondary education. When deciding a career I wanted to pursue, hemophilia had a big impact on my decision. I felt I could 
better relate, teach and guide young children, because of my childhood. My maturity level feels higher due to bleeding disorder 
experience. I am the oldest of four and babysitting for my six-year-old sister pushed me towards being a camp counselor at 
YMCA Wanakita, as well as other camps that involved interaction with children. These experiences influenced me to enrol in concurrent education 
for primary school teaching at the University of Windsor. Being chosen as a recipient of a CHS James Kreppner Memorial Bursary is a great honour.

  

I

mAture student BursAry recipient
Jessica Koop
Powell River, British Columbia

am honoured and humbled to have been chosen as this year's recipient of the CHS James Kreppner Memorial Mature Student 
Bursary. This generous award will assist me as I return to university as a mature student embarking on a new career in education.
I have been affected by hemophilia my whole life. My father was born a severe hemophiliac and unfortunately received tainted 

blood in the 1980s. Tragically, he passed away in 1993 when I was eight years old. I myself am an obligate factor VIII carrier, and 
although I did not have many bleeding issues as a child I did have complications with my pregnancy at the age of 30. It is not yet 
known whether my beautiful baby girl is also a factor VIII carrier.

The CHS James Kreppner Memorial Mature Bursary Program significantly lightens my financial burden. I can now focus 
on the most important aspect of school, learning. Hard work, dedication and effort are things I wish to continue to model for 
my daughter. I look forward to successfully completing my Masters of Education in Educational Leadership at Vancouver Island University. After 
graduation I plan to move from my role as classroom teacher into administration.

My heartfelt thanks to the Canadian Hemophilia Society for selecting me as the recipient of the CHS James Kreppner Memorial Mature Bursary.

I
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uly 29, 2016, Orlando – The World Federation of Hemophilia (WFH) announced that Montreal had been chosen as the host city 
for World Congress 2022.

The CHS had presented excellent bids for Montreal for Congress 2016, won by Miami and later moved to Orlando, and Congress 
2020, won by Kuala Lumpur, Malaysia. The CHS did not bid for Congress 2022. Bids by Madrid, Amsterdam and Vienna, however, were considered not 
to be financially viable. As a result, the WFH Board of Directors made the decision to hold the Congress in Montreal, site of WFH headquarters, where 
the support of the CHS and the medical community, and the very advantageous conditions offered by the Montreal Palais des Congrès promise to 
make Montreal an ideal venue. See you in 2022, when many of the amazing advances announced in Orlando will be hitting prime time! – D.P. 

J
Montreal awarded WFH World Congress 2022

 Accessing treatments for hepatitis C through the 
Hepatitis C January 1, 1986 — July 1, 1990 Class 
Actions Settlement
As revealed in previous issues of Hemophilia Today, many companies that make and sell hepatitis C medications have 

programs to support patients throughout treatment. To reflect additional support programs now available, the CHS revised 
its brochure in July 2016. You can download it from the CHS website at www.hemophilia.ca/en/hcv-hiv/hcv-treatment-
support-for-1986-1990-claimants or contact the CHS office to receive a paper copy (chs@hemophilia.ca). – C.R.

 MyCBDR: the promotional video
The CHS strongly believes use of CBDR and MyCBDR will improve patient care and health outcomes. To encourage more patients on home 

treatment or their caregivers to register for such a useful tool, the CHS produced a promotional video highlighting the benefits of using MyCBDR. 
This video, which uses both motion design characters and a real life patient (Mathieu Jackson), shows how easy and fast it is to report bleeds and 
treatments via MyCBDR. In its 2016-2020 strategic plan, the CHS adopted a goal of having 95% of patients on home infusion registered and using 
MyCBDR by the end of 2018. Hopefully this video will help the CHS reach its goal. – C.R. 

NEW RESOURCES

SAPPHIRE
Pfizer

GOLD
Bayer    |    CSL Behring    |    Shire

SILVER
Biogen    |    Novo Nordisk    |    Octapharma

BRONZE
Hope Air    |    Leon’s    |    Merck Canada Inc.    |    Roche
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Fundraising

e would like to thank the following companies, corporate foundations and employee fund programs 
for their generous support. Our way of recognizing them for their generosity is through our Corporate 
Philanthropy Program which acknowledges the cumulative support given to the CHS for core programming 

needs and program sponsorship.
We would also like to thank our numerous additional donors – individuals, corporations and foundations – who 

each year express their confidence in us by making substantial supporting donations.
Working together with individuals and the corporate sector in Canada helps the CHS accomplish its mission and 

vision by extending our reach and reinforcing our messages. – J.A. 

CORPORATE PHILANTHROPY 
PROGRAM

THANK YOU!

W

SAPPHIRE
Pfizer

GOLD
Bayer    |    CSL Behring    |    Shire

SILVER
Biogen    |    Novo Nordisk    |    Octapharma

BRONZE
Hope Air    |    Leon’s    |    Merck Canada Inc.    |    Roche
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Point-of-care ultrasonography
by Karen Strike, physiotherapist, Hamilton Health Sciences Corporation and  

Sandra Squire, physiotherapist, St. Paul’s Hospital, Vancouver

n contrast, POC-US is an ultrasound examination performed by a 
member of the hemophilia team. POC-US is not a full diagnostic 
US examination as performed in the Radiology Department. It 

should be used to answer specific questions: Is there blood in the joint? 
Has the joint or muscle bleed fully resolved? Is my patient able to return 
to weight bearing and regular physical activities? POC-US can now be 
available in the hemophilia clinic and is a cost-effective and dynamic tool. 
It can provide high quality visualization of the joint recesses, soft tissues, 
synovium, joint effusions and muscle 
hematomas. POCUS should be used in 
combination with the clinical assessment 
of patients with acute hemarthrosis with 
consideration of the following: details of 
previous joint bleeding and a joint specific 
clinical examination (range of motion, 
strength, palpation, pain, deformity, 
mobility). Researchers have found that 
ultrasound is able to detect blood within a 
joint space that was not found when the 
joint was evaluated clinically.

Physiotherapists are the non-surgical 
musculoskeletal experts on the hemophilia 
team and play an important role in the 
prevention, diagnosis and management 
of joint, muscle and soft tissue bleeding. 
They are the ideal health care professionals 
within the HTC team to perform 
POC-US. In fact, physiotherapists have 
successfully used POC-US for decades to 
provide feedback to patients to improve 
neuromuscular function. The performance of POC-US, however, is 
highly operator dependent and specific protocols/certifications must 
be developed to ensure appropriate use. Therefore, we initiated a 
research program at the Hamilton Niagara HTC/McMaster University/
Mohawk College in Hamilton and the St. Paul’s Adult Hemophilia 
Program in Vancouver. With the generous support of the Hamilton 
Health Sciences Clinical Health Professional Research Award, 
McMaster Children’s Hospital Foundation, Pfizer Canada and the 
CHS/Shire Fellowship, we have established a comprehensive program 

of research and clinical training for physiotherapists in POC-US.  
Specifically, with the collaboration of educational professionals in 
POC-US at McMaster University/Mohawk College, we have developed 
POC-US training courses for both joint and muscle bleeding. These training 
courses are unique and provide competency assessment and certification 
for the use of POC-US within the bleeding disorder community. The second 
phase includes the validation of the training program with a multi-centre 
randomized control trial in Hamilton and Vancouver. Future initiatives 

within POC-US include the expansion of the 
courses at McMaster University/Mohawk 
College to be offered to physiotherapists, 
nurses and doctors within HTCs in Canada 
and globally. To date, 10 physiotherapists in 
Canada have been trained and successfully 
obtained certification in the POC-US joint 
course; the muscle course will be offered 
this winter.

With the integration of POC-US into 
the hemophilia clinic for routine annual 
exams and assessment of acute joint 
and muscle bleeds, the initial impression 
was that POC-US helped to increase 
engagement of the clinician and patient 
through conversations based on the timely 
nature of the US images. Supported by 
the BC Bleeding Disorder Program and the 
UBC Collaborative, Sandra investigated the 
patient perception of POC-US. Her research 
project, To see is to believe: Engaging 
patients through the use of point of care 

ultrasound, showed that patients positively perceived the use of POC-US. 
Patients said POC-US education helped them to better understand the 
status of their individual joints, and if changes were present, to understand 
the clinical importance of following treatment recommendations (e.g. 
factor regimens and activity recommendations). Patients have embraced 
the use of POC-US by the physiotherapist during their clinic visits. It has 
become a necessary tool to provide personalized joint status information. 
At the BC HTC, POC-US performed by the physiotherapist often results in 
patient-initiated visits for increased joint knowledge. 

I

Patient comments on POC-US

It gives me an accurate/clear 
understanding of what state my joint 
is in.

The joint ultrasound imaging was a 
huge eye opener.

I had a series of bad knee bleeds.  
I was sure they were resolved and that I 
could return to my normal activities. But 
ultrasound showed there was still lots 
of blood in the joint. I used crutches for 
another week and then all was well. A 
picture is worth a thousand words.

“

“

“

”

”

”

Recently, considerable attention has been given to the new technology of point of care 
ultrasonography (POC-US) for the assessment and management of the musculoskeletal 
complications of a bleeding disorder. Traditionally, if patients with a bleeding disorder had a 
joint or muscle bleed, and if ultrasound imaging was done, it would be within the Radiology 
Department. This often cannot occur in a timely fashion. In addition, not all health professionals 
within diagnostic imaging are familiar with bleeding disorders.



From July 24-28, the World Federation of Hemophilia 2016 International Congress took place in 
Orlando, Florida. The WFH World Congress is the largest international meeting for the global bleeding 
disorder community. The numbers speak for themselves: 5,500 participants representing 130 countries 
and more than 290 speakers! The following pages highlight the perspectives of Canadians who attended 
this extraordinary meeting. Impressive advances, increased knowledge on care and treatment, and 
humanitarian aid were some of the topics that inspired the participants. We wish to thank all the 
collaborators for their outstanding contribution sharing their experiences in Orlando. – C.R.
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Impressive advances announced 
at WFH Congress in Orlando

uly 29, 2016, Orlando, FL – Participants at WFH World 
Congress 2016 left Orlando, Florida last week convinced 
that this was the meeting when everything suddenly 

changed. From next-generation clotting factor concentrates to 
alternative coagulation therapies to gene therapy to Star Trek-inspired 
diagnostic tools, there were advances like we have never seen before.

Gene therapy
Spark Therapeutics and Pfizer announced results of their Phase I/II 

gene therapy trial of SPK-9001 for the treatment of hemophilia B. While 
not entirely unexpected, the latest results were nevertheless impressive. 
Four patients received a single infusion of a novel adeno-associated 
virus (AAV5) capsid expressing a high-activity human factor IX variant, 
the Padua gene. As of July 12, they had factor IX levels of between 21 
and 42 percent, anywhere from 12 to 31 weeks after treatment. No 
sustained rise in liver enzymes was seen, and no patients needed a course 
of immunosuppressive steroids to counteract an immune reaction.

What was entirely unexpected was the interim data presented  
by Biomarin on its Phase I/II gene therapy trial of BMN 270 for 
hemophilia A with an AAV5 vector. Until now, gene therapy results for 
hemophilia A have shown only marginal increases of FVIII levels, mostly 
below 5 percent. With BMN 270, as of July 6, post-treatment follow-
up ranged from 12 to 28 weeks. Among the seven patients treated 
with the high dose, one was near 10% FVIII; however, the other six 
patients had factor VIII levels above 50%. Moreover, the four patients 
who have been followed the longest had mean FVIII levels of 146% 
of normal at their 20-week visit! Two patients had FVIII levels above 
200% but had no unexpected events or need for medical intervention. 
A steroid regimen, administered to all high-dose patients to combat 
rejection, was well tolerated. No serious adverse events were observed.

It must be noted that a small percentage of the population, believed 
to be 10 to 20 percent, has antibodies to the AAV5 vector and could not 
be treated with this form of gene therapy.

Alternative coagulation therapies
Data from a 16-patient Phase I/II clinical trial of emicizumab (formerly 

called ACE910) in patients with severe hemophilia A show encouraging 
safety and prophylactic efficacy. Emicizumab is a bi-specific antibody 
engineered to bind to both factors IXa and X, replacing the function of 
the missing FVIII, thereby improving clotting function and preventing 
spontaneous bleeding. It was created by Chugai Pharmaceutical Co. 
and is being co-developed by Roche with potential for hemophilia A 

patients with or without inhibitors. The data show patients who received 
once-weekly subcutaneous injections of either 0.3, 1.0 or 3.0 mg/kg/
week of emicizumab with median follow-up periods of 32.6 months,  
27.0 months and 21.4 months experienced a sustained decrease of 95% 
in annualized bleeding rate (ABR), irrespective of their inhibitor status 
and prior treatment regimen. The ABRs for the three cohorts were 1.4, 
0.2 and 0.0, respectively. No thromboembolic adverse events or clinically 
significant laboratory abnormalities were observed.

Clotting factor concentrates
CSL Behring reported excellent long-term safety and efficacy data 

for its extended half-life FIX product called Idelvion, which is licensed 
in Canada but not yet funded by the provinces and territories. Annual 
bleeding rates were very low and many patients were able to reduce 
frequency of dosing from 7 days to 10 or 14 days or even longer.

Octapharma reported on its fourth-generation FVIII concentrate 
called Nuwiq, licensed in Canada and available everywhere except 
Quebec. Nuwiq is manufactured using a human cell line, as opposed 
to a hamster cell line, and shows stronger binding to von Willebrand 
factor, potentially prolonging half-life by a couple of hours. Interim data 
from the GENA-05 trial in previously untreated patients (PUPs) showed 
inhibitor development in 13 out of 66 (20.8%) PUPs who had reached  
20 exposure days to Nuwiq, the point at which most inhibitors have 
already developed. High-titer inhibitors had developed in 8 out of the 
66 (12.8%). These percentages are lower than have been observed with 
previous recombinant FVIII products and are very promising; however, 
data with more patients over a longer term is needed to confirm the results.

Point-of-care ultrasound
Presentations from Karen Strike, physiotherapist at the Hemophilia / 

Pediatric Thrombosis Program in Hamilton, Ontario, and Annette von 
Drygalski from the Hemophilia and Thrombosis Treatment Center at 
the University of California in San Diego appeared to be inspired by 
Star Trek. Ultrasound technology can be used at the point of care, 
that is, in the hemophilia treatment centre, to answer two crucial 
questions. 1) Is a bleed actually a bleed or is it another type of injury 
or pain requiring different treatments? 2) After a bleed, has the bleed 
fully resolved—that is, has the blood completely disappeared from the 
joint or muscle—and can normal activities begin again? In the future, 
this technology may evolve so that patients can use the diagnostic 
device at home and transmit images via the Internet to the HTC for 
analysis. Thank you, Dr. McCoy! 

J

WFH 2016 WORLD CONGRESS



14 |  Hemophilia Today  November 2016

WFH 2016 WORLD CONGRESS

Learning, listening and blessings!
by Hillary Nemeth
Calgary, Alberta

ith great delight I had the opportunity to attend the 
WFH Congress 2016 in July and what an experience it 
was! The convention centre was state of the art, with 

the WFH expecting the best attendance of all time, with more than 
5,000 people from over 130 countries.

There were many sessions that I attended; here are a few highlights 
of a week of learning.

WFH Humanitarian Aid: Treatment for All is the Vision of All
This session dealt with the plight of many countries of the world 

that have little or no access to clinics and treatment products, and 
face challenges even trying to find the people with hemophilia and 
other bleeding disorders. This was something I had no idea about – 
thought provoking for sure.

Colouring Outside the Lines: Exploring Creative Techniques in 
Managing Hemophilia

This was an interesting topic as it dealt with many forms of 
management – one highlight was about music therapy. I had never 
thought of music for pain management, just for relaxation. Certified 
music therapist Tim Ringgold made all of us in the room forget where 
we were just for a moment, something I think many people with any 
ailment could use.

Excessive Bleeding in Women: Spotlight on Hemophilia Carriers
When I walked into this session, I knew little about the women 

who are carriers of hemophilia and how it affects their lives not only in 
terms of the day-to-day care of their sons but their own bleeding issues. 
The speaker was Dr. Michelle Sholzberg from St. Michael’s Hospital in 
Toronto and she provided a glimpse of another side of hemophilia. 
She showed many slides indicating that hemophilia carriers do have 
low coagulation factor levels and also have decreased health-related 
quality of life (HR-QOL). Also mentioned was the CHIC Study (Canadian 
Hemophilia Carriers Study), an epidemiology research program led by 
Dr. Paula James, that offers hope that in the future carrier women will 
be better cared for by themselves, as well as by health care professionals.

Hemophilia: a blessing or a curse
By far, this was the most interesting and emotional session I attended. 

It presented the highs and lows of being a parent of a newborn with 
hemophilia; a young man with hemophilia from Cambodia; a sister of a 
man infected with HIV from contaminated blood products, who herself 
has a child with hemophilia and goes on to adopt a child from China with 
hemophilia and provide his forever home; and lastly a fellow Canadian 
who has a son with hemophilia and now a grandson. We all struggle with 
the curses of any disease or condition but with that we also find many 

blessings in the form of new friends, new outlooks and the support of 
total strangers. I have to admit I shed a few tears of sadness listening to 
these four brave souls tell their stories; I’m not sure if I could have done 
the same. We all have many curses, some have too many – but we also 
have to remember the blessings, they are equally important.

Words cannot describe the sights and sounds of this congress. There 
were so many aspects to see as a first-time attendee from the huge 
exhibitor’s area to the treatment room and the many, many volunteers 
who made navigating all the different areas a breeze. Along with 
plenary sessions, multidisciplinary sessions with panel discussions, and 
symposiums and poster sessions, there was one small theatre located 
in the exhibition hall that made a lasting impression. One speaker in 
particular was Jeanne White-Ginder, the mother of Ryan White, a young 
boy who at the age of 13 became infected with HIV from contaminated 
blood product; doctors gave him 6 months to live. Jeanne talked about 
how Ryan was a fighter and his struggles to challenge the legal system 
to attend school. She spoke with love and affection but also with 
strength and conviction that anything could be overcome. I remember 
reading about Ryan in the newspapers and hearing his story on the 
news. Ryan died on April 8, 1990 – 6 years after his diagnosis.

All these speakers and personal stories brought to congress from 
around the world were informative on important topics, from the need 
for care in developing countries, to the management of locating and 
identifying people affected with bleeding disorders, to research and 
continuing efforts and advancements to ensure improved health and 
quality of life for people with bleeding disorders.

The WFH also hosted a social night where we went to Disney Epcot 
Center and got to meet Mickey and Minnie Mouse and all their friends, 
as well as a Farewell Banquet on the last day. I recommend that if you 
ever have the opportunity to attend a WFH Congress that you go; you 
never know what you will learn or who you will meet! 

W

Jeanne White-Ginder
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A new type of expert: The patient
by Mathieu Jackson
Montreal, Quebec

he WFH World Congress is a major event of impressive 
magnitude. Over four days, experts from around the world 
convene for a common cause: the treatment of bleeding 

disorders in both large and small scale contexts, including diagnosis, 
care and the hope for a cure. These experts include pharmaceutical 
researchers, physicians, nurses, and also patients.

Indeed, hemophilia patients are somewhat unique experts, in that 
they actually take charge of much of their own treatment and the daily 
management of their condition. Many reading this article will no doubt 
identify with my words, being part of the bleeding disorder community, 
in one way or another. They know that people with hemophilia learn 
from a very young age how to recognize the symptoms of a bleed, 
and how to treat themselves and manage their activities to minimize 
bleeding. In other words, people with hemophilia self-treat and can be 
full participants on their care team – they contribute their own expertise, 
that of an involved patient.

The concept of the patient expert, or patient partner, has been explored 
at length by Vincent Dumez, a person with hemophilia, during his post-
graduate studies and training among patients and health care professionals. 
At a session on the second day of congress, he presented an overview of 
the patient expert and outlined a new and innovative way to consider 
the physician-patient relationship. He showed how the partnership model 
between health professionals and patients is part of the DNA of hemophilia 
organizations. Over the decades, generations of hemophilia patients, 
in pursuit of more “normal” lives, have gotten involved in areas such as 
quality control, product safety and research. Therefore it can be said that the 
hemophilia care model that exists today was built jointly and collaboratively 
by both physicians and patients. While in the past, patient care was delivered 
to the patient, today the focus is on care for the patient, with the patient 
involved in decision-making.

I am fortunate to benefit from this new model of care, and be part of 
the first generation of people with hemophilia to truly be able to access a 
level of normality beyond previous expectations, allowing me to engage 
in activities that were unthinkable in the 1970s. For me, managing my 
bleeding disorder is now almost instinctive and I have a check-up with my 
doctor about once a year. This appointment often turns into a discussion 
on the best course of action for my treatment and good practices, and I 
always feel that my opinion is taken into account on the same level as that 
of an expert. This new model of care, of course, can always be improved 
upon, particularly through education and peer support. As Mr. Dumez 
stated in his conclusion, the hemophilia community has the potential to 
become a patient care model for other rare diseases in the 21st century, 
and everyone has a duty to protect, develop and share this new model. 

Editor's note: We invite you to read Our Stories on pages 30-31 for more 
about Vincent Dumez and the patient-partnership model.

T

Vincent Dumez
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CHS Karttik Shah Youth Fellowship

 Knowledge, friendships and inspiration gained at World Congress
 by Jeff Snow, Lewisporte, Newfoundland and Labrador

y name is Jeff Snow and I am currently the youth director for the 
CHS Newfoundland and Labrador Chapter. I was fortunate to be 

awarded one of two CHS Karttik Shah Youth Fellowships this year and was 
therefore able to attend the World Federation of Hemophilia’s Congress in 
Orlando. I am incredibly thankful for this unique opportunity to learn 
so many amazing things and meet many inspiring people.

During congress, my focus was on the medical and multidisciplinary 
sessions. I attended a youth workshop where several youths talked 
about their experiences during various transitions in their lives such as 
dealing with a late diagnosis and transitioning into self-care for their 
bleeding disorder, moving from pediatric to adult care, and difficulties 
entering the workforce associated with their bleeding disorder.

I also attended a medical session on determining the optimal 
product for previously untreated patients (PUPs), in which Drs. Alok 
Srivastava and Steven Pipe, presented current data on plasma-derived 
and recombinant products respectively and the advantages of each. The 
session quickly took on the feel of a debate as both speakers highlighted 
why the product they were speaking about was superior to the other. 
Dr. Srivastava pointed out that the cost to produce recombinant factor 
concentrates is nearly double the cost to produce plasma-derived 
concentrates, while also mentioning that in Europe there were no 
reported infections in 4,500 patients treated with plasma-derived 
products over 20,000 patient years (4.4 years/patient). He also noted that 
results of the Survey of Inhibitors in Plasma-Products Exposed Toddlers 
(SIPPET) suggested a trend wherein plasma-derived factor concentrates 
had lower inhibitor rates than recombinant factor concentrates in 
PUPs. Dr. Pipe emphasized the lack of viral transmission in recombinant 
products and stated that there has been no increase in inhibitor rates in 
previously treated patients (PTPs). He noted the premature termination 
of the SIPPET study, and also suggested that individual patient genetics 
contributed to the development of inhibitors. He also mentioned 
that the products used in the study did not include many of the new 
products such as extended half-life concentrates. To conclude the 
session, Julie Malan spoke about how her son was initially treated with 

plasma-derived factor and then switched to recombinant factor when 
it was made available in South Africa. He has not tested positive for 
HIV, hepatitis A, B, or C, or inhibitors. The main question of the best 
product to treat PUPs was not answered and should be revisited as 
more information becomes available.

While I was not in session, I got to enjoy the Florida weather with 
my good friend Kevin Blanchette from Quebec, who also attended the 
congress. He introduced me to Chanthearithy Run from Cambodia and 
we all became fast friends. Similar introductions happened throughout 
the week, where someone I knew from the CHS would introduce me 
to one of their friends from Australia or France or the U.S., and those 
connections are what make me so glad I attended the congress.

The stories you hear from congress attendees have an impact that lasts 
a lifetime. I still remember speakers struggling to keep their composure 
with tears running down their faces as they talk about loved ones they 
have lost. I tried to introduce myself to as many of those people as possible. 
Because the reality and beauty of our bleeding disorder community is 
that we are all fighting similar battles, no matter where we are in the 
world, our common fight and courage has inspired me to continue on 
as a hemophilia advocate, to spread what I have learned at this congress 
to anyone and everyone everywhere I can. 

The CHS Karttik Shah Youth Fellowship was initiated in memory of Karttik Shah of Toronto, Ontario, in recognition of his commitment 
to hemophilia youth programming in Canada and abroad, and, in particular, for his participation over many years on the CHS Board 
of Directors and the World Federation of Hemophilia Youth Committee. This year, the CHS was able to offer two fellowships. Jeff 
Snow and Michael Bosompra, young men committed to long-term involvement in the CHS, attended the Hemophilia 2016 World 
Congress that took place in Orlando, Florida, last July and provided these reports on their experiences. – C.R.

Chanthearithy Run (Cambodia), Jeff Snow (Newfoundland and Labrador),  
Kevin Blanchette and Sarah Dutilly (Quebec).

M
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 Finding heroes in unexpected places
 by Michael Bosompra, Toronto, Ontario

d be lying if I said I wasn’t nervous as I approached the Rosen 
Inn in Orlando, Florida. What would the next couple of days 

have in store for me? Who would I meet? What would I learn? Was I 
ready? Millions of questions were literally swirling through my head, 
but as I approached the door to my room, the most important question 
was: would my roommate and I get along? A fellow CHS delegate and 
an East Coaster, my fears were quickly allayed.

Next morning, my alarm clock blaring, it was time to get the 
show on the road; like a racer off the blocks, I was off to the session 
on genetic counselling – a topic dear to our community. The key 
takeaways for me were that it's paramount (though challenging) for 
medical professionals to stay unbiased in the process; and that it’s a 
growing field with far-reaching implications (e.g., life insurance).

From there, it was on to the youth session to meet my counterparts 
from around the world and hear how they were engaging and developing 
their respective communities. I was struck by the maturity and sense 
of responsibility of these young folks. The understanding of our role in 
advocacy and the reality that if we don’t do it, no one else will. Someone 
said to me advocacy is not always sexy but it’s literally life and death so we 
need to be our own advocates – and I couldn’t agree more! Having heard 
from the young leaders, it was time to hear from the senior leadership 
in the opening session. They set the context for the remainder of the 
conference; we would be focusing on access for all, from many different 
perspectives, including geographic and gender. 

I decided to start Day 2 with the session titled Patient Partnership in 
Health Care. The hemophilia community is a leader in this area and this 
was probably my favourite session of the congress. It centered on the 
idea that patients have expertise that is every bit as important/valuable 
as the medical professionals. One party brings lived experiences, the 
other textbook knowledge – both sides of the coin are crucial. The next 
session on the importance of managing expectations for extended half-
life treatments addressed a really complex situation as governments 
debate the incremental costs of these new treatments versus the 
increase in convenience for patients. How do you effectively put a dollar 
value on convenience, especially when children are involved?

The session on humanitarian aid really put into perspective the 
variation in access to life-saving medications around the world. Stories 
from mothers, fathers and patients of the ordeals they went through 
to try and get meds that I receive simply by sending an e-mail to my 
dedicated team pulled at my heartstrings. The most difficult part was 
how frequently such stories came out from all over the world during 
congress. As far as our community has come, we still have so far to go. 
Access really is a challenge of paramount importance!

By Day 3, I felt like a conference veteran! I had made friends and 
chatted with presenters, pharma reps and WFH staff. My day had in store 
sessions on everything from the role that the WFH plays in ensuring 
safety and supply of treatment products (a topic I have a particular 
interest in) to sessions appealing to my inner engineer on monitoring 
our progress through data collection and analysis. Then there was 
a reception that evening at the Epcot Center that was absolutely 
spectacular! A couple of special guests (Mickey Mouse and Goofy) made 
appearances. It was capped off by a fireworks show of epic proportions.

Day 4 kicked off with a former NASA director talking about how 
NASA conceives risk management and what our organizations might 
learn from that. Once upon a time, the six-year old-version of me 
wanted to be an astronaut so this session struck a special chord. From 
there, I went on a tour of a paid plasma clinic in Orlando, by invitation 
of the clinic owners. A fierce debate has raged on in Toronto and I 
appreciated the opportunity to get a behind-the-scenes look at how 
one operates. I was able to ask some tough questions and see the 
safeguards that the clinic has in place.

With all that said and done, it was time for the closing ceremony and 
dinner reception – a stunning meal, some impeccably dressed people, a 
couple of drinks and a whole lot of laughs later, and congress was over.

On the plane back to Toronto, I reflected on how congress had truly 
been an incredible experience. I learned a lot about the strength and 
resilience of our community, all while meeting some truly inspiring 
people from across the world. My words can’t do justice to the impact 
of the conference and the people I met, but hopefully they give you a 
bit of a sense and flavour of what World Congress is all about. 

Group at youth session.

Michael Lutomski, director, Space Exploration Technologies Corporation.

I'
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Two different perspectives:  
hope and healing together
by Paulette Côté and Peter Czehryn
Winnipeg, Manitoba

ur first World Congress, along with our upcoming celebration 
of 25 years of marriage, was an opportunity to reflect on the 
years that were and the strengths that we have developed 

through experience. It was also a chance to have a glimpse into our future 
together and a continued and ongoing appreciation of the need for 
educated leaders. With gratitude, we recognized how the tragedies have 
led to opportunities for growth, how science has improved longevity, and 
how we all have a responsibility to advocate for continued care.

Mindfulness and healing – Paulette’s perspective
Having attended many mental health conferences related to work, I 

was surprised to be so emotionally caught off guard by the intensity of 
feelings experienced because all the workshops spoke directly to me and 
were relevant to our lives on a personal level. I cried all the way through 
clinical social worker Ed Kuebler’s caregiver workshop and realized that 
it was the first time I had ever attended an education session designed 
specifically for me and, boy, did it speak to me! He talked about strategies 
to achieve mastery over caregiving and listed tools that I was happy to 
note we had mostly applied in the last 25 years.

Dr. Shan Narayanan’s inspiring presentation from the patient 
perspective left me with words that resonated: “Healing …doesn’t mean 
the damage never existed. It means that the damage no longer controls 
our lives.” I’d like to think that we’ve healed from our tainted blood 
tragedy experience, not forgotten but no longer controlling us. Having 
taken a few mindfulness classes and hearing renowned meditation 
teacher Dr. Jon Kabat-Zinn in San Diego, I so appreciated the reminders 
Dr. Ira van der Steenstraten provided in her presentation and how there 
is now so much research to support the theory of mindfulness which 
involves “paying attention…on purpose…in the present moment…non 
judgementally.” I can’t wait to return to the next conference and would 
love to see each presentation preceded by five minutes of mindful 
meditation to help attendees breathe, self-regulate and be present for 
all the wonderful information provided in each session. Thank you to 
the Canadian Hemophilia Society for this enriching and stimulating 
opportunity that reminded us that we are never alone.

Slaying the demographic dragon – Peter’s perspective
We attended a session presented by Randall Curtis, chairman of the 

Hemophilia Council of California. He discussed ageing with hemophilia, 
introducing himself as a 62-year-old hemophiliac looking at the next 

part of his life. He described the demographics of the hemophilia 
population and how they are changing. The life expectancy of people 
with hemophilia (PWH) has always been shorter than the population 
norm due to many challenges which all those journeying with the 
disease are aware. In addition, he pointed out the missing age group due 
to mortality related to HIV and HCV co-infection. Now we are looking at 
a new reality where PWH will become part of the normal demographic 
and will have to deal with all the normal ageing issues in addition to 
their hemophilia.

Randall talked about his “geezer’s club” of ageing PWH and the 
questions they have for managing the rest of their lives. He pointed out 
that his quality of life as he ages has actually improved with ongoing 
prophylaxis and joint replacement. He explained how younger PWH 
can expect a much fuller and more active life without the chronic 
physical problems PWH have faced in the past. Advances in research 
and technologies have addressed acute bleeds, ongoing prophylaxis, 
treatment for HIV and HCV infections, and inhibitor management.

So what does this mean for ageing PWH? We will need our 
comprehensive care team to deal not only with hemophilia issues but 
also with “normal” ageing. PWH will need support from hematologists, 
nurse practitioners, physiotherapists, orthopedic surgeons, dentists, 
psychologists, social workers and gerontologists. As with the general 
population, PWH will need to address all ageing issues regarding renal 
health, osteoporosis, arthropathy, heart health, dental care, and cancer. 
Specifically, Randall asked how PWH will handle self-treatment while 
experiencing Parkinson’s symptoms, Alzheimer’s or proprioception issues. 
Clearly, the comprehensive care team will need to be informed of the 
patient’s ongoing needs and it seems that a caseworker will be required to 
coordinate treatment from all these professionals.

What can a PWH do to mitigate normal ageing issues? Randall talked 
about his fitness program with his “geezer’s group” which focuses on regular 
physical activity. I found this encouraging since our local Manitoba Chapter 
will be implementing an adult physical activity program in the fall, with a 
personal trainer who will set up an individualized program for each of us 
older members. It certainly seems that ageing PWH will enjoy improved 
quality of life with better physical health through wider participation in 
varied activities. Randall described the landing on the beaches of Normandy 
and how only a few made it “over the hill.” As ageing PWH who have made 
it “over the hill,” it is our duty to advocate for complete comprehensive care 
to ensure that all PWH can expect good quality of life as they age. 

O

The Sage Page

Paulette and Peter.
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Making sure no one is left behind
by Paul Wilton
London, Ontario

or those of you who bleed and those of you who love bleeders, 
imagine the pain of the worst bleed you’ve seen. Maybe it’s a 
joint that simultaneously feels like it’s being crushed in a vice 

and about to explode from the inside out. Maybe it seemed like the 
pain would never end. Maybe the bleed has led to many more bleeds 
in the same joint. Maybe it has caused joint damage not only in the 
affected joint but those that compensate. Or maybe that bleed wasn’t in 
your joint but was life threatening because it was in a vital organ. Now 
imagine you have no factor, have to travel eight hours to the nearest 
treatment centre, and have no guarantee the bleed can be stopped.

This is reality for 75 percent of people with inherited bleeding 
disorders in the world, who receive inadequate treatment or no 
treatment at all. The percentage of untreated or undertreated patients 
with von Willebrand disease and rare factor deficiencies is even higher. 
That is why the work of the World Federation of Hemophilia (WFH) is 
critical. This is an organization that is making a real difference. It is 
motivated by its vision of Treatment for All. Put simply, their mission 
is to make sure that as quality of care improves, no one is left behind. 
The WFH has a Humanitarian Aid Program – since 1996, this program 
has provided 322 million IUs of industry-donated factor products to 
90 countries, helping over 100,000 people around the world.

The numbers are inspiring but what will stick with me most from 
World Congress are the stories of people I met. I met an old man with 
horrible joint damage; he told me how, when he was a young man, 
his country used to have advanced care, until embargos and sanctions 

intended as retribution towards his country’s political leaders ended 
access to hemophilia treatment he depended on. A delegate from 
Southeast Asia shared a story of how the WFH saved her son with 
severe hemophilia when he needed factor for emergency appendicitis 
surgery. Then there was the patient advocate from Eastern Europe who 
told me she went to her Minister of Health’s office every day and sat 
in the hallway until he agreed to meet with her. “I’m not a reasonable 
woman,” she proudly proclaimed.

As we work on access to longer lasting factor products and get 
excited about game-changing developments in gene therapy, we 
should remember these treatments will come relatively quickly to 
markets that can pay for them but not necessarily to those who need 
them most. When we see conflict and humanitarian crises around the 
world, we must remember we have resources and expertise that can 
help those most in need.

There is a preponderance of smart, serious and compassionate leaders 
in the global bleeding disorder community. These leaders can be leaned 
on to help us find solutions to the issues we face in Canada, but more 
importantly to find creative and collaborative solutions to access issues 
around the world. So while we celebrate advances we’ve been able 
to achieve in care and struggle for more, let us not forget our moral 
responsibility to others. As the Canadian bleeding disorder community, 
each of us has an obligation to ensure that no one is left behind. 

Thank you to the CHS for the opportunity to represent Canada at 
World Congress 2016. 

F

Seventy percent of factor products worldwide are used by 15 percent of the global hemophilia 
population. There is massive inequality between access to treatment for bleeders in economically 
developed countries compared to those in less economically developed countries. 
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PEP meets WFH
by Lawry MacLeod
Oxford, Nova Scotia

he traditional 20th anniversary gift is china, so we piled our 
china plates high from the breakfast buffet at the Rosen 
Centre in Orlando, Florida. What better way to celebrate two 

decades of parenting progress than with our friends and program designers 
from around the world at the World Federation of Hemophilia Congress. 
Eggs and excitement, pancakes and pride, coffee and companionship; we 
had it all.

Parents Empowering Parents (PEP) was represented by delegates 
from its country of origin, the United States, plus comrades from Canada, 
Ireland, Israel, South Africa, New Zealand and many more countries. The 
newest success story was the number of places where PEP is offered in 
India. Friends who had not seen each other in years reconnected with 
catch-up stories, new ideas, and plans for future sessions. The celebration 
breakfast recognized those who have been working with parents who 
seek encouragement and support from experienced mothers and fathers 
who have already carried their children through the trials of growing up 
with an inherited bleeding disorder.

Danna Merritt, Ed Kuebler and Madeline Cantini brought this 
dynamic parenting program to Canada in 2009. It was launched 

by training the trainers who would bring the written content alive, 
through flexible sessions demonstrating best practices, customizing 
ideas for individual circumstances, and working with other family 
members to create consistent and productive strategies for raising 
emotionally and socially stronger children who live with hemophilia or 
similar disorders. That weekend in Montreal would change the options 
our Canadian parents would have for years to come.

One of our more recent advances has been the translation of major 
portions of the PEP program into French so that we can reach more of 
our Canadian families in their first language. Each year, more programs 
are added in communities across Canada, organized by the social 
workers and nurse coordinators in the comprehensive care clinics in 
each province. The meeting of PEP representatives from around the 
world in Orlando assured us that this program is still reaching its 
goal of empowering parents to empower even more parents. It was 
a special and nostalgic moment during the congress to dine together 
and rekindle our promise to strengthen and encourage mothers and 
fathers to stay strong and know they do not have to feel alone but can 
laugh and learn together. 

T

PEP delegates at World Congress from Bulgaria, Canada, India, Ireland, Israel, Malaysia, New Zealand, South Africa and the United States.
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A truly global perspective: Lithuanians  
with inhibitors
by Mathieu Jackson
Montreal, Quebec

large portion of my time there was spent at various 
sessions and presentations. However, looking back upon 
my trip, I find some of the most memorable moments were 

during the more informal discussions, which mostly took place during 
the lunch breaks and in the evenings.

One such moment took place around the hotel swimming pool after 
dinner. Before heading to my room for a good rest, in an effort to process 
the gargantuan amounts of information I had 
been subjected to all day, I decided to stop 
by the pool-side terrace for a quick cigarette 
(unfortunately, suffering from hemophilia does 
not protect from other illnesses).

As I sat down and lit up, I couldn't help 
but notice a large group of individuals at 
the next table over, speaking in a language I 
thought I recognized as being Russian. Apart 
from being a hemophiliac and a smoker, I 
often suffer from sudden urges to satisfy my 
curiosity. Noticing most of them had a WFH 
nametag, I decided to introduce myself as a 
friendly Canadian hemophiliac.

At first, they looked at me suspiciously 
but after a few explanations they invited me 
to join them for a beer, and the conversation 
took flight. One of them was slightly more 
proficient in English than the others, and 
he took care of translation. I quickly learned 
they were in fact Lithuanian, and that they 
had hesitated to invite me to their table because I had assumed they 
were Russian. However they forgave me, and started telling me about 
their road trip across the U.S. to come to Orlando. I couldn't help but 
laugh at the image of this group of Lithuanian-speaking hemophiliacs 
driving across America for the first time. Talk about adventure! To top 
it off, most of them suffered from inhibitors. However, this did not 
seem to bother them.

One of my newfound friends told me he lived just fine despite the 
odds, as he whipped out his products and gave himself an injection 

right in front of me, in the dark. Given his joyful demeanor, I imagine 
he had been sampling a fairly substantial quantity of alcohol during 
the evening; but I must say that I was very impressed by the ease with 
which he injected himself. Equally impressive was his large black eye. 
When I asked how this had happened, they all laughed heartily and 
told me that, somewhere in California, he had misjudged the width of 
a doorframe as he was entering a room.

My encounter with this group of Lithuanians with inhibitors gave 
me a new perspective on life with hemophilia. Indeed, I saw how 
different cultures could have different approaches to chronic disease. 
These guys were certainly aware of their illness, but they made a 
conscious choice to live their lives to the fullest. Although “live your 
life to the fullest” may have different meanings, I believe the American 
adventure of my Lithuanian friends is a testament to the resilience and 
the determination to live which can be found in the bleeding disorder 
community across the globe. 

A

The WFH World Congress is a great occasion to meet people from around the world who suffer 
from bleeding disorders, and to get insight into their day-to-day challenges. During the congress in 
Orlando, I had the honour to attend as a representative of the CHS Quebec Chapter. This was my first 
time at such a large-scale event revolving around hemophilia and other bleeding disorders.
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Promising research offers hope for overcoming 
inhibitor challenges
by Christine Keilback
Winnipeg, Manitoba

resentations were made on how the immune system 
works and about the mechanics of inhibitor formation. 
We know that certain ethnicities and gene mutations are 

more susceptible to inhibitors but could we more accurately identify 
those who will develop an inhibitor? A study was done with previously 
untreated patients that monitored their antibody development after 
every exposure to factor to see if they could identify a pattern in those 
who will develop an inhibitor.

What will immune tolerance look like in the future? Will current research 
lead to future therapies that will result in avoiding inhibitor development? 
Research on mice and dogs was presented that demonstrated that an oral, 

plant-based immune tolerance therapy prevented inhibitor formation 
in hemophilia B animals and had some success in reversing inhibitors. 
Research on hemophilia mice was presented, which looked at whether 
immune tolerance to factor VIII can be achieved in utero. Could we 
avoid factor VIII inhibitors or bypass an inhibitor with the subcutaneous 
injection of an antibody that mimics the function of factor VIII? The 
research is diverse and exciting!

The ability to treat and manage an inhibitor can be dramatically 
different depending on where you had the luck to be born. Kari 
Atkinson spoke about her son Beau, with severe hemophilia A, and 
his experience in the U.S., and 16-year-old Zoe Mcgough spoke about 
her struggles with a factor VII inhibitor in the UK. In both cases, the 
resilience of the families to cope with this complex medical condition 
has to be admired. It is dizzying to listen to the multiple bleeding 
episodes, and the surgeries and therapies attempted.

In contrast, 29-year-old Augustus Nedzinskas from Lithuania had 
his inhibitor diagnosed in childhood, but did not have access to much 
in terms of treatment. He was offered immune tolerance in 2012 and 
it was successful. In spite of his inhibitor, he graduated university and 
is looking forward to getting married and having a knee replacement. 
Kuixing Li, a nurse from China, reminded us of the sad reality of those 
who cannot afford to access treatment. She tearfully told us about her 
inhibitor patient, a 9-year-old boy in Beijing, who passed away from 
uncontrolled bleeding. For the small percentage of people in China 
diagnosed with hemophilia and identified as having an inhibitor, there 
is a treatment plan available. This treatment plan of prothrombin 
complex and low dose prophylaxis has a 50 per cent success rate – if 
patients have the ability to pay for it.

The inhibitor research presented at World Congress was diverse, 
promising and very exciting. A future devoid of the complications, and 
the financial and human costs of inhibitors, would be a very bright one!   

P

Attending the World Congress of Hemophilia is an eye-opening experience. Every session has 
something new to learn from or a different perspective to explore. The sessions on inhibitors did 
not disappoint. The 2016 congress offered a look at exciting new potential therapies for inhibitors, 
on how we may be able to better predict who will develop an inhibitor as well as research asking 
if it can be possible to avoid them altogether. A panel of people living with inhibitors shared their 
experiences; they remind us of the physical and emotional toll of living with an inhibitor and why 
continuing to work on eradicating inhibitors is so important.

Roland W. Herzog, Ph.D., professor at the University of Florida. He chaired the session 
Innovating Immune Tolerance Induction for Hemophilia.
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Eye-opening experience at World Congress
by Eric Keilback
Winnipeg, Manitoba

recently got the opportunity to attend the WFH 2016 World 
Congress in Orlando. I attended a variety of sessions on topics 
such as youth organization, inhibitors and gene therapy. The 

youth organization session was eye opening. Hemophiliacs, just a few 
years older than me, were organizing entire youth groups, launching 
education sessions and forming their organizations from the ground 
up. This was a massive change for me. My youth group was almost 
non-existent, and only this year did we actually organize and initiate 
a get-together at a summer camp.

This was a continuing theme as the week went on. Coming from a 
relatively small community of hemophiliacs, I learned that the rest of 
the hemophilia world is a vastly different place. It was hard to ignore 
the treatment room that provided free factor and medical attention to 
anyone, nor the amount of wheelchairs and movement aids, which were 
harsh reminders that not all people have access to care and treatment. 
The core message of the opening ceremony was Treatment for All, and 
it underscored the reality that most people with hemophilia (especially 
those born in developing countries) don’t have access to treatment.

I attended a panel called The Face of Inhibitors comprised of a 
variety of people who were all affected by inhibitors, in different ways. 
The last presenter was a nurse from China who manages patients with 
inhibitors. She told a story of a young child with an inhibitor who was 
unable to get adequate care and died. She then showed some statistics 
on hemophiliacs in China. Only 10,000 to 20,000 have been identified in 
a country of 1.3 billion people. She then said that if the WFH really wants 
“treatment for all” they’d move their headquarters to China. While the 
comment got chuckles from the audience, she underlined a key point.

The biggest thing I learned in Orlando wasn’t the vast array of 
medical information and new research, but how well I have it in Canada. 
It made me examine my own problems and re-evaluate things. I could 
just send an e-mail to my physiotherapist and be in an appointment 
the following week to look at the pain in my left knee, a luxury many 
hemophiliacs can’t afford. Hemophilia sucks, and even when you do 
have access to all the health care professionals and treatment, it can 
still be stressful and unfair. What I learned in Orlando is to appreciate 
the tools I have at my disposal, value them, and use them effectively.  

I

I was diagnosed with type A severe hemophilia at one year old. Shortly after that, I was diagnosed 
with a high titre inhibitor. My Bethesda units were in the hundreds, and I had frequent bleeds. 
Growing up, treatment was never a question of if, but when. I never had to worry about not 
getting factor, not being able to afford movement aids, or not having access to key care team 
members such as a physiotherapist. I was even lucky enough to come from a family with parents 
who could take time off work to care for me and a local chapter that organized education sessions 
and provided benefits for members, such as rebates for parking costs at the hospital.

Hemophilia Today  November 2016 |  23

Kari Atkinson, one of the panelists for The Face of Inhibitors.
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The Female Factor

Hemophilia Mother in Orlando
by Milena Pirnat
Winnipeg, Manitoba

t was truly wonderful to have the opportunity to attend the 
world’s largest bleeding disorder gathering: WFH 2016 World 
Congress in Orlando. This was the first time in over 25 years 

that a WFH congress has been held in the United States. The congress 
was the best attended of all time, with more than 5,000 people from 
over 130 countries participating. The foremost researchers, clinicians, 
nurses, social workers, patients, and other people from the global 
bleeding disorder community assembled in order to share information, 
help advance knowledge, and strive to improve the lives of millions of 
people around the world living with bleeding disorders. I was fortunate 
to be able to travel with my husband Deni and our dear friends from the 
CHS Manitoba Chapter, Paulette Côté and Peter Czehryn. Together we 
fully enjoyed the congress and learned more about new and advanced 
treatments in hemophilia care. I was especially interested to hear news 
of advancements regarding treatment of women’s bleeding disorders 
and psychosocial issues for families living with a bleeding disorder.

While the conference was in full swing with sessions featuring the 
top leaders in hemophilia care, the Exhibition Hall featured a booth 
for women with bleeding disorders beautifully decorated with flowery 
posters. It was organized by my friend Cheryl Ambrosio, founder of 
Mygirlsblood, a support group for women in the bleeding disorder 
community for which I have been an ambassador over the last few years. 
They are a wonderful advocacy group and have done an unbelievable 
job organizing educational materials for girls with bleeding disorders, as 
well as generously donating more than 50 colouring books and supplies 
for girls with bleeding disorders, which the Manitoba Chapter used for 
our education session on women’s bleeding disorders for the Mongolian 
National Association of Haemophilia as well as within our own chapter.

The women’s bleeding disorder booth also featured a display of the 
Stitches Doll Project, which was founded in 1999 by Kathleen Gerus-
Darbison for women living with HIV. In subsequent years, it expanded 
to include other women’s outreach and awareness programs such as 
the ClotNot Club. In the ClotNot project, red dolls are made by girls 
and women to express the many different feelings they experience 
living with a chronic bleeding disorder and related health issues; 
each doll has its own distinctive story to tell and teach the broader 
community. Both Paulette and I enjoyed this tremendously; we made 
two dolls and enjoyed chatting with other women in a relaxed social 
atmosphere. All dolls made at the congress in Orlando will be posted 
on their website (www.stitchesdollproject.org).

At the congress, one of my newfound friends, a woman with a 
bleeding disorder who also has a son with hemophilia, expressed 

frustration with the general lack of interest in or acknowledgement 
of the experiences of women with low factor levels and their bleeding 
challenges. It was striking to hear that sentiment from a young woman 
in her 30s living in a wealthy and developed country like the United 
States. If someone like her feels that she lacks access to proper care, 
then I think it indicates that there is still a lot of work to be done. 
Her statement profoundly touched me and made me consider and 
reflect on the issues she brought up. I decided at that moment that I 
would continue my mission of advocating for a women’s clinic locally 
and continue to provide support and raise awareness about women’s 
bleeding disorders through Hemophilia Mother, my Facebook group. 
It seems to me that it is essential to encourage more dialogue and 
understanding between medical professionals and patients in order 
to bridge the gap in knowledge, and to provide needed comfort and 
support to women with bleeding disorders.

In addition, important topics were discussed in panel sessions such 
as Women and Bleeding: Time for a Paradigm Shift, which encouraged 
promotion of women’s health and self-empowerment and posed 
sensitive and sometimes provocative questions such as whether men 
and women with bleeding disorders are treated equally, and whether 
carriers are treated differently than women with von Willebrand disease.

I see this congress as a success from both my perspective as a 
symptomatic carrier and as a researcher. I was happy to see a panel 
that asked thought-provoking questions and at the same time 
witness the groundswell of women pressing for more attention for 
women’s bleeding disorders. I am inspired to see so many courageous 
and motivated women organizing themselves and making sure that 
their voices will be heard for years to come. It is heartening to see 
that the medical establishment and women’s advocacy groups are 
pushing in the same direction. It seems inevitable that the care gap 
will be bridged after witnessing at this year’s congress how hard and 
passionately everyone is working to achieve it. 

I

Milena and Paulette at the booth for women with bleeding disorders.
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Family perspective on WFH World Congress
by Angie Bedard-Haughn
Saskatoon, Saskatchewan

ratitude for the level of care we have here in Canada and at 
this point in history. At congress, you see individuals from 
all over the world who are still suffering from debilitating 

joint issues and hear heartbreaking stories of loss and pain, many of 
which could be prevented if everyone had the same kind of access to 
medication, information and care that we receive. It is quite different 
to read in Hemophilia Today about the global hemophilia community 
and the World Hemophilia Federation goal of Treatment for All versus 
hearing the stories first hand.

Knowledge of the ongoing efforts worldwide, both to provide 
innovative treatments (including those that are accessible for all) and to 
continue to strive towards improved products (e.g., extended half-life 
factors) and potentially a cure (including great strides being made with 
gene therapy). Isaac particularly enjoyed the musculoskeletal sessions, 
which he sat in on with our local physiotherapist, JoAnn Nilson. This 
included a whole session on the ankle – his most problematic joint – 
and a talk on the use of ultrasound in understanding and evaluating 
joint bleeds. We all enjoyed Patrick James Lynch’s talk and are looking 
forward to checking out more of his Believe Limited videos on YouTube. 
We were also encouraged by the many youth leadership opportunities 
available for the 18+ crowd – Isaac kept asking, “How old do I have to 
be able to do that?” Hopefully there will be more national programs 
developed for our younger teens soon, to help bridge that gap between 
local programs for kids and international programs for 18+.

Pride, as in proud of our Saskatchewan Bleeding Disorders Program 
(SBDP) team. One of the recurring themes at congress was personalization 
of care, including tailoring prophylaxis for an individual’s trough level 
and activity level. This was mentioned as the next big thing coming 
down the line in international care – and our team is already doing 
it, right there at the leading edge! Likewise, our use of ultrasound in 
physical assessment, JoAnn’s Hemophilia Injury Recognition Tool (HIRT?) 
app, and collaboration between bleeding disorder teams (Saskatoon and 
Vancouver) to enhance the knowledge base. We always thought our 
SBDP team was pretty amazing, but now we know that’s true not just 
on the local and national scale, but internationally as well!

On top of all of this, there was plenty of just plain fun: the opening 
ceremony had a live band and lots of delicious food, several exhibitors 
had fun games (and great coffee), and the fireworks at Epcot Center 
were a definite highlight. Isaac is already petitioning to attend the next 
WFH Congress in Glasgow, Scotland, in 2018! 

G

Orlando 2016 was our family’s first WFH Congress – it was a great experience, one we would 
recommend for anyone in our bleeding disorder community. As our son Isaac said after the first 
day, “It really makes you feel like you’re part of a bigger community.” Each evening, as we relaxed 
in our air-conditioned hotel room (Orlando in July is HOT), we talked about what we learned that 
day. Ultimately, there were three big take-aways for us.

Isaac Haughn, enjoying his first WFH World Congress.

Isaac with JoAnn Nilson, PT, and Nancy Hodgson, RN, from the Saskatchewan Bleeding 
Disorders Program.
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WFH Humanitarian Aid Program
by Michel Patte
Bromont, Quebec

he World Congress of the World Federation of Hemophilia 
(WFH) in Orlando featured around 100 sessions, most of 
which focused on medical aspects. However, there were 

also several sessions which presented WFH programs, such as the WFH 
Humanitarian Aid Program.

The program has grown tremendously in the past few years; in 2015 
alone, the WFH was able to distribute over 52 million international 
units (IUs) of factor concentrates to 63 countries. It is important to 
also highlight a fundamental shift in the nature of the Humanitarian 
Aid Program. While previously its sole focus was to provide emergency 
aid, the program now emphasizes aid operations which we can qualify 
as sustainable development. What led to this shift?

First, we need a brief overview of the program’s development and 
functions. The WFH established the Humanitarian Aid Program in 1996 
in order to have a framework in place to receive donations of treatment 
products and distribute aid to people with bleeding disorders who do 
not have access to treatment and care. Thus, WFH operations integrated 
a program dedicated to the distribution of treatment products in 
developing countries. 

That same year, the WFH created a partner organization in the 
United States, known today as WFH-USA. This entity has its own legal 
status and can therefore receive, in accordance with U.S. tax regulations, 
product donations from companies based in the United States. WFH-
USA is, however, administered by WFH staff; thus, the chief executive 
officer (CEO) of the WFH is also the CEO of WFH-USA.

To date, the Humanitarian Aid Program had allowed the WFH to 
obtain treatment products, generally available due to production surplus 
or approaching expiration dates, and distribute them in developing 
countries to medical centres with a critical shortage of products, primarily 
for emergency interventions.

The leaders of the WFH have always been aware of the ad hoc 
nature of the program and fluctuating operations due to the fact 
that donated products were obtained in variable and unpredictable 
quantities and due to their short shelf life. In the long run, the 
objective was to obtain products on a regular basis, in sufficient 
quantities and with a long shelf life. Accordingly, it was necessary for 
the Humanitarian Aid Program to become a program for sustainable 
development by ensuring regular contributions of treatment products, 
accompanied by organizational support.

During the session on humanitarian aid, we learned about the 
amount of product donations received since the program’s creation. In 
the first 15 years, from 1996 to 2010, the total product donations to 
the WFH and WFH-USA were on average 10.8 million IUs per year; from 
2011 to 2014, the annual average increased to 26.3 million IUs. Last year, 
product donations reached 52.8 million IUs, which represents a value of 
over $125 million in Canadian dollars.

We also learned the good news that the WFH recently reached 
multi-year agreements with a number of pharmaceutical companies for 
donations of products in relatively large quantities and with long shelf 
life. These agreements ensure that for the next few years, the WFH will 
receive a steady supply of more than 100 million IUs of product donations 
per year, which will enable planned distribution of treatment products 
in many countries where products are virtually non-existent. Moreover, 
these regular contributions over several years will allow treatment centres 
to develop treatment plans for patients, and governments to engage in 
support programs for hemophilia care. While these annual donations 
open some doors to better care, they amount to only 50% of the FVIII 
used in Canada each year.

In addition, the Humanitarian Aid Program includes a range of 
training programs for the development of integrated care in order to 
ensure that local infrastructure and medical expertise are in place so 
that the products allocated are used properly and optimally. 

Congratulations to the WFH are in order for reaching these multi-year 
agreements. They pave the way for a new direction for the Humanitarian 
Aid Program; moving forward, many people with bleeding disorders 
in developing countries will have the benefit of continued access to 
emergency treatment. It will also be possible to administer low-dose 
prophylaxis to young children.

The evolution of the WFH Humanitarian Aid Program is very 
positive, and we can surely look forward to further expansion in the 
coming years. 

T

Assad E. Haffar, director of the WFH Humanitarian Aid Program.
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The Nurses' Station

Fresh perspectives gained on 
nursing care and education
by Julia Hews-Girard, RN, MN 
Southern Alberta Rare Blood and Bleeding Disorders Comprehensive Care Program

very two years, the WFH Congress brings together patients, 
health care providers and researchers from around the 
world to learn about the latest research and practices, 

support each other towards improving care, and help achieve the WFH’s 
mission. I was fortunate to have had the opportunity to attend this 
year’s congress in Orlando, Florida.

Most of my time at the congress was spent attending nursing and 
medical research sessions. The topics included the extended half-life 
products, patient adherence and compliance, dental care for patients with 
bleeding disorders, and the care of women with bleeding disorders. These 
sessions were interesting not only for the up-to-date information they 
provided, but also with respect to the questions and discussion they raised. 
The nursing talks regarding adherence and compliance, for example, made 
me think about the way in which these words and concepts are used 
when describing the actions and behaviours of patients with respect to 
aspects of care such as prophylaxis and clinic appointments.

The sessions that had the most impact for me were the sessions 
concerning women with bleeding disorders. These sessions included two 
talks focused on von Willebrand disease and the bleeding challenges 
unique to female patients. Both presentations discussed newer findings 

that these patients may have increased bleeding during childbirth 
(vs. non-affected women) even when given appropriate hemostatic 
agents during labour/prior to delivery. A third presentation focused 
on hemophilia carriers and described their bleeding symptoms and 
challenges as well as past and current approaches to care. New evidence 
shows that carriers may experience joint bleeding – a presentation that 
has not traditionally been associated with this patient group. All of 
these will require more research in the future and it will be interesting  
to see how these areas of investigation develop.

What I will take away from these sessions is a different perspective 
on care for women with bleeding disorders and a fresh approach to the 
education that I provide to patients and other health care professionals, 
as well as to the structure of clinic appointments and the identification 
of care priorities and goals. It is exciting to think about the ways in which 
care can be tailored to better fit the needs of this group of patients. 

It was wonderful to be able to connect with other health care 
providers from around the world and learn about their approaches 
to care, their challenges and their successes. It was such a valuable 
opportunity for me to also connect with – and learn from – more 
experienced researchers from all disciplines and focus areas. 

E
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Hemophilia Organization Twinning Program

The Canadian Hemophilia 
Society – Quebec  
Chapter (CHSQ) and the 
Nicaraguan Association  
of Hemophilia (NAH)

From left to right: François Laroche, 
CHSQ president, Javier Antonio Rivas 
Ojeda, NAH president, Patricia Stewart, 
chair of the CHSQ International 
Projects Committee, and Denis Antonio 
Martinez Artola, NAH vice-president.

Twins of the Year 2014

Twins of the Year 2015

The Canadian Hemophilia 
Society (CHS) and the 
Hemophilia Society of 
Bangladesh (HSB)

From left to right: Eric Stolte and  
Milena Pirnat, members of the CHS-HSB 
Twinning Committee; Dr. Mohiuddin Khan, 
hematologist at Dhaka Medical College 
Hospital, member of the HSB medical 
board, representing HSB; and Marion Stolte, 
Canadian chair of the CHS-HSB Twinning 
Committee.
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Mongolian National Association of Haemophilia 
– CHS Manitoba Chapter twinning
by Milena Pirnat
Winnipeg, Manitoba

ur wonderful twinning committee (Paulette Côté, Peter, Alex 
and Nicholas Czehryn, and Deni Pirnat) met in Winnipeg to 
coordinate our interaction with the Mongolian team. At the 

2014 World Congress in Melbourne, I met the Mongolian representatives 
for the first time: Mongolian hemophilia association leader Mandaa 
Nyamdorj, Dr. Alimaa, and hemophilia patient Cogbardrah Erdenzebulgan. 
Despite a language barrier, our mutual good intentions and “supernatural 
powers” as hemophilia moms helped to bridge the gap and we ended 
up discussing the situation in Mongolia well after our official meeting 
was over. Having made a good first impression on each other, the WFH 
requested that we proceed with an assessment visit that year.

Our first attempt at an assessment visit, later in 2014, was a truly 
unexpected experience. As though in a bad dream, instead of ending up 
in Mongolia, my friend and fellow committee member Paulette and I, 
as well as Robert Leung, the WFH regional program manager for Asia, 
ended up making an unscheduled landing in Japan. While en route, a 
lady looking to retrieve some of her things from the overhead bins did 
not account for the possibility of wayward luggage, which promptly 
spilled on our heads and caused me a serious head injury. As a result of 
the incident, the plane was rerouted to Japan and I was transported to 
the Hokkaido hospital in order to rule out intracranial bleeding. I was 
lucky that I only suffered a concussion and seven months of nausea and 
memory loss. I will always be grateful to Robert and Paulette for their 
calm and kind support during a very stressful trip back to Canada. We 
later joked that the next time we attempt to visit Mongolia I should 
wear a crash helmet to make sure I arrive in one piece.

Fortunately, this unlucky incident did not stand in the way of 
successfully completing our assessment visit with Robert and actively 
evaluating the situation in Mongolia later that year in July. The WFH 
approved the twinning application and our two groups became official 
partners in the fall of 2015. The initial assessment visit facilitated the 
drafting of our four-year twinning goals as well as our action plan 
for 2016. Our goals include: strategic planning, education, developing 
contacts, and identifying additional partnerships for the community.

This year was the first active year of our twinning with Mongolia. 
Paulette and I had the opportunity to go to Mongolia and participate 
in an education day organized in a traditional Mongolian setting an 

hour’s drive from the capital city of Ulaanbaatar, which was attended 
by 52 people. Presentations, demonstrations, and a hot/cold pack video 
(recorded by Manitoba Chapter volunteers Sandra and Joey Penner and 
Lara and Jaron Rykiss, with translator Nomi Terbish) were presented 
and we distributed hot/cold pack kits and tensor kits donated by the 
Manitoba bleeding disorder community. During our strategic planning 
day, Mandaa Nyamdorj shared some of the Mongolian association’s 
activities from the last year, such as sport and pool days. We hope to 
update you on all these wonderful events in the next newsletter.

I wish to thank our wonderful twinning committee team and 
Christine Keilback, executive director of the CHS Manitoba Chapter, 
for their hard work and dedication, as well as our twinning partners, 
Mandaa Nyamdorj, and Drs. Alimaa and Purevdorj, board members. 
I’d also like to thank Ed Jager and Nancy Foster of the Canadian 
Embassy for their support and advice, and Marc Tassé of the American 
Center for Mongolian Studies for generously donated time, resources 
and strategic planning facilitation. I would also like to thank Dr. Soe 
Nuynt, the World Health Organization representative in Mongolia, for 
his interest and support, and also the dedicated professionals of the 
medical community who are working hard to provide the best possible 
care for the bleeding disorder community in Mongolia. 

O

Twins of the Year 2015 Hemophilia summer camp 2016 in Mongolia.

It all started after I attended a seminar about the WFH Twinning Program in Montreal. The workshop 
was wonderfully organized by the CHS, and well attended by an enthusiastic group of Canadians 
from all over the country. The workshop made me realize the depth of the difference in hemophilia 
treatment in Canada compared to countries like Mongolia which are experiencing and enduring 
unimaginable obstacles to medical care. I wanted to get involved in helping bridge that gap. I was 
inspired and excited by the possibility of the Manitoba Chapter supporting another organization 
with the resources and knowledge that we have worked so hard to build here at home. 
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n 1985, a young Vincent Dumez, just 15 years of age, arrives 
in Canada. A teenager with severe hemophilia A, he learns that 
same year that he is HIV positive. Originally from Paris, he has 

left behind a difficult childhood, like so many others with hemophilia 
of his generation.

— The 1970s were extremely difficult years because the blood 
products at the time were less effective than what we have today. 
Back then, we were being treated with cryoprecipitate and therefore, 
a bit like patients with inhibitors today, bleeds were very common. It 
would start at home and always finish at the hospital.

Hemophilia is no stranger to Vincent’s family – his mother was a 
carrier while his uncle was a hemophiliac with an inhibitor. His paternal 
grandmother worked for his maternal grandparents, providing care for 
their child with hemophilia (Vincent’s uncle) throughout his childhood, in 
an era when the treatment was direct “arm-to-arm” blood transfusions. 
With this family history, Vincent benefited from a knowledgeable and 
supportive environment in the care and management of his hemophilia. 
His family also introduced him to the hemophilia patient organizations, 
which have helped him in living with his bleeding disorder.

— [In France] as in Canada and Quebec, I was fortunate to have 
the model of the hemophilia organizations, in which my parents were 
very involved, educating other families. My parents and grandparents 

knew how to infuse me. By the age of seven, I quickly learned how 
to self-assess and self-infuse. It was hard, but at the same time we 
always strived for autonomy and normalcy. I was raised in a world 
where to be a person with hemophilia is to be normal.

Vincent is just becoming an adolescent when he learns that he is 
infected with HIV. As one can imagine, this remains a major turning 
point in his life. To this day, he still remembers how he felt that summer 
day in 1985, in the family car, on the way home from the infamous 
Annual Meeting of the Association française des hémophiles (AFH), 
in Pont-à-Mousson, France, at which he had learned the news. A few 
weeks earlier, he had lost a close friend, Didier Loiseau, one of the first 
hemophiliacs in the world to be diagnosed with HIV.

In Canada, Vincent discovers a society more open than in his native 
France. He attends high school in Ottawa, where his father had found 
work, then moves to Montreal for university, eventually earning a 
Master’s degree from the HEC Montréal business school. In Montreal, 
Vincent becomes involved in the Quebec Chapter of the Canadian 
Hemophilia Society (CHSQ), serving on the board of directors. It was a 
tumultuous time, as the CHSQ dealt with the contaminated blood crisis.

Around this same time, he meets an activist and professor at 
HEC, involved in an advocacy organization focused on the rights of 
people with AIDS, the Comité des personnes atteintes du VIH du 

I
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A model of perseverance and 
community involvement

by Mathieu Jackson, Montreal, Quebec
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Québec (CPAVIH). Not long after, Vincent joined the CPAVIH Board of 
Directors. For a period of time, he was involved in both the CHSQ and 
CPAVIH, but shocked by the discrimination faced by those with AIDS, 
often from the gay community or drug users, he leaves the CHSQ to 
fully invest himself in defending the rights of this community.

— A particular characteristic of CPAVIH is that all its board of 
director members were seropositive. Therefore, when you got involved 
with CPAVIH, in a way, you put yourself out there. That’s how I really 
got involved in the AIDS community and involved working with HIV-
positive gay men and drug users. I discovered an incredible world of 
activists. At the time, the movement was focused on confrontation 
and emotions were very high. At CPAVIH, half the board members 
died each year.

Vincent becomes a social activist working to defend the rights of 
marginalized HIV-positive populations. As a heterosexual man with 
hemophilia, he feels he benefits relative to other groups affected by 
AIDS. Public opinion tends to view HIV-positive gay men and drug users 
as responsible for their affliction, whereas people with hemophilia are 
accorded a different status and are viewed as victims. Vincent utilizes 
this dichotomy to their advantage. Being involved with both the CHSQ 
and CPAVIH helps him come to terms with his own HIV status.

— There was empowerment, and acceptance, which took a while. Then 
I started learning. A person can’t really learn how to live with an illness 
until they have moved beyond the existential crisis that accompanies it. 
It was definitely a severe crisis. There was a period of denial, from 14 to 
20 years old; then a crisis as I started to have romantic relationships, and 
had to face up to the reality of AIDS. And then came acceptance, through 
involvement in the CHSQ and the AIDS community.

Meanwhile, Vincent works on his Master’s thesis on the contaminated 
blood tragedy in Quebec and the failure of the physician-patient 
relationship. His research focuses on the Commission of Inquiry on the 
Blood System in Canada, chaired by Justice Horace Krever, which examined 
the tainted blood tragedy. He attends the Commission hearings held in 
Montreal over four months, listening to hours of poignant testimonies. 
His thesis is organized in two sections. The first is an ethnographic account 
based on his own experiences, in which he presents himself as a capable 
person living at the forefront of the crisis. In the second section, he 
analyzes the sequence of events in a more systematic way; giving a better 
understanding of the tainted blood crisis in its entirety.

— That was really the start of what I do today. I realized that while the 
contamination had occurred and the details of the bureaucratic mistakes 
in Quebec had come to light, there was ultimately a failure in coordination 
and collaboration, because many hemophiliacs who testified before the 
Commission expressed reproach for the HIV infection but also directed 
particular reproach for the interval of close to a year when their health 
care professionals knew their serological status but did not divulge the 
information. So there was a period of time when we were not warned.

Up until the tainted blood crisis, trust and a spirit of collaboration 
were key features of the relationship between health care professionals 
and hemophilia patients and their families. Indeed, given that new 
forms of hemophilia treatment come out on a regular basis, treatment 
decisions are often made by patients and their physicians together 
in consultation. Unfortunately, the tainted blood tragedy had a 
devastating effect on patient-physician trust. However, Vincent also 
recognizes that hematologists themselves were confronted with 
difficult choices at the time.

— I realized there was a lot of drama on our part, but also on the 
other side. It was very difficult. It was the end of a period of strong 
partnership, there was a breakdown of the relationship, and I realized 

how difficult it had been. The fundamental question was: What purpose 
does it serve to tell someone with an incurable illness that they will die 
if they do not, at this point, have any symptoms? What benefit is there? 
And then the underlying question: How will I be able to tell them?

After completing his Master’s thesis at HEC, Vincent Dumez successfully 
runs his own strategic management consulting firm for many years. He 
leaves the consulting world after serving as strategic planning consultant 
for the centre for learning of the University of Montréal’s Faculty of 
Medicine. Working with the faculty administration, he realizes that the 
physicians and health professionals share the same vision on the future 
of medicine and on the role of patients as partners in the treatment of 
chronic diseases.

Subsequently, he is contacted by the dean, who having read his 
thesis, asks him to start up the University of Montréal Faculty of 
Medicine’s new centre on patient partnership. In Vincent’s words, “this 
was the start of a new adventure.”

As co-director of the Office of Collaboration and Patient Partnership, 
Faculty of Medicine, University of Montreal, Vincent continues to work 
to advocate for the patient-partnership model, towards it becoming 
common practice in the health system, in patient care, medical research 
and in teaching.

Vincent Dumez’s life is extraordinary and inspiring, and demonstrates 
the great potential of the hemophilia community to empower themselves 
and contribute to the health system and to society in general, by helping 
improve care for people with rare diseases while also putting forward 
a model of care based on patient collaboration and inclusion. His story 
reminds us of the importance of community involvement and social 
activism, and the crucial role of advocacy organizations and the impact 
of their work on the lives of patients, especially in times of crisis. 

— I’ve reached this point through my involvement in community 
activism. The partnership model is in our DNA and is one of the 
foundations of hemophilia advocacy and care globally.  

Vincent took control of his 
hemophilia at a very young 
age. His father, who wanted 
his son to have a "normal" 
life, encouraged him to do 
sports that are still considered 
dangerous for people with 
hemophilia today, such as 
downhill skiing.
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The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision. 
We are fortunate to count on a group of exceptional donors who have committed to making an annual
investment to support the CHS and its core programming needs.

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

The Canadian Hemophilia Society acknowledges all of their tremendous effort.

THE BENEFACT RS CLUB


