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e will also present you with a full section on 
, the 2nd Canadian conference 

on bleeding disorders for women, held on June  1 
in beautiful Québec City.  is the CHS 

program specifically for women, that was established in 2012 in 
order to improve diagnosis and access to care for women and 
girls with inherited bleeding disorders. Organized by the CHS, the 
conference addressed a number of topics of interest, as shown by 
the reports from participants which you can read on pages 28 to 35.

And, of course, we left plenty of room in this issue for reports 
from CHS delegates to the 2018 World Federation of Hemophilia 
World Congress, held in Glasgow, Scotland, from May 20-24. This 
year, Canadian delegates attended the conference in large numbers 
either as session chairs, speakers, panelists or delegates. Pages 8 to 
18 are dedicated to this impressive event, the largest international 
meeting for the global bleeding disorder community.

Enjoy your reading ... and have a great summer! 

WORD FROM THE EDITOR

by François Laroche

This issue of Hemophilia Today is a very comprehensive one. Our annual Focus on Research section, 
from pages 20 to 25, will provide you with a summary of the various projects that have been 
selected for the three CHS research programs, in addition to the Hemophilia Research Million 
Dollar Club report.

W

CANADIAN PRESENTERS AND SESSION CHAIRS IN GLASGOW.
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MESSAGE FROM THE PRESIDENT

by Paul Wilton

t the beginning of June, members of our community 
convened for , our second Canadian 
conference on bleeding disorders and women, and for 
the CHS Annual General Meeting (AGM). 

 brought together health care 
professionals to focus on topics such as emergency management 
of bleeding in women, laboratory testing, delivery and postpartum 
care for mothers with a bleeding disorder and quality of life issues. 
You will find several reports from the conference in this issue of 
Hemophilia Today. Webcasts of all the sessions 
are also available on the CHS YouTube channel  
(www.youtube.com/user/CanadianHemophilia).

During the AGM, our community was updated 
on our activities for the past year. The CHS Board 
of Directors meeting that followed focused on 
refining our internal Case for Support which will 
be rolled out in early 2019.

We are in the process of reviewing our 
committee structure. A survey was sent to all 
CHS committee members to get their feedback 
and to learn more about their experience 
volunteering for one or more of our committees. 
Volunteers are critical to our work. The broad 
range of experiences and perspectives helps the 
CHS make well thought-out decisions for our 
community. The responses received from this 
survey will help support our cherished volunteers 
as we work together to make a difference in the 
lives of our community members.

We are also very excited to let you know 
that our redesigned website was launched 
on June 14! Easier access, simpler pages and 
clearer navigation are key improvements. We 
will continue to educate and inform with quality, 
easily accessible information, working to stay 
relevant as a leading and credible resource 
nationally and internationally and increasing 
awareness and engagement.

Finally congratulations to the Newfoundland and Labrador 
Chapter which celebrated 50 years of commitment to people with 
bleeding disorders, on July 7, at their Family Weekend. Thank you 
to all the volunteers, past and present, who have made the chapter 
what it is today! 

A

Spring was certainly an eventful time for our community! Several CHS leaders were privileged to 
attend the World Federation of Hemophilia 2018 Congress. These leaders have shared their key 
learnings, including exciting new developments in care. This biennial congress offers a remarkable 
opportunity to learn about the latest developments in anything and everything related to bleeding 
disorders as well as a chance to meet and talk to many partners. This event reminds me how lucky 
we are to live in Canada, where we can count on superior care and treatment.

The youngest and oldest members present at the Newfoundland and Labrador  
Chapter Family Weekend.



MyCBDR (used in nine provinces) and iCHIP (used in BC) are 
systems used to report bleeds and infusions by patients/
caregivers to their treatment centre personnel via 
computer and mobile devices. Their purpose is to improve 
the management of care.

The Canadian Hemophilia Society has a goal of reaching 
95% reporting of home infusions by the end of 2018. Some 
centres are already close to that target.

To encourage timely and accurate reporting, and have a 
little competitive fun, the CHS is launching the MyCBDR/
iCHIP Challenge.

The winning treatment centre will be the centre with 
the highest percentage of patients reporting well*, as 
determined by their comprehensive care team, between 
September 1, 2018 and December 31, 2018.

One patient or caregiver from that centre will be selected 
at random to attend Rendez-vous 2019, the biennial meeting 
of the Canadian bleeding disorder community, in Montreal, 
May 24-26, 2019.

RULES

1. All patients/caregivers on a home infusion program are eligible.

2. Treatment centres are eligible if they have met all the regulatory 
requirements of either MyCBDR or iCHIP. Participation is 
voluntary.

3. The reporting period to be evaluated is September 1, 2018 to 
December 31, 2018.

4.	 *	“Reporting	well”	is	defined	as	reporting,	via	MyCBDR,	iCHIP	or	
paper logs, in such a way that the patient’s care team is able to 
provide proper guidance on management of care.

5. The comprehensive care team in each centre is responsible 
for calculating the total number of patients on home infusion 
programs and the number of patients/caregivers who are 
reporting well throughout the period of September 1, 2018 to 
December 31, 2018.

6. Information related to patient/caregiver reporting will be 
available only to the treatment centre, as per the privacy rules 
for MyCBDR and iCHIP.

7. The selection of the patient/caregiver to attend Rendez-vous 
2019 will be done at random by the treatment centre, and 
no patient information will be shared with the Canadian 
Hemophilia Society.

8. The MyCBDR/iCHIP Challenge Cup will be awarded to the 
winning treatment centre at Rendez-vous 2019.

The MyCBDR/iCHIP Challenge
REPORT YOUR BLEEDS AND INFUSIONS
IMPROVE MANAGEMENT OF YOUR CARE

AND …

BE ELIGIBLE TO WIN A TRIP 
TO RENDEZ-VOUS 2019 

IN MONTREAL!

FOR MORE INFORMATION  
David Page  

CHS National Director of Health Policy  
514 848-0503 #224  

dpage@hemophilia.ca
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The Adult Physical Activity Program was proposed to the 
Manitoba Member Services Committee by a member who 
experienced changes in his mobility and who wanted to continue 
to exercise. The chapter had been delivering education sessions 
on ageing with a bleeding disorder and pain management. This 
seemed like the perfect vehicle to encourage better mental health, 
pain management, fitness, and mobility. The administration of the 
program, from the chapter’s standpoint, is fairly easy. We are lucky 
that our adult physiotherapist, Greig Blamey, agreed to work with 
applicants to assess readiness to move forward with an exercise 
program and to collaborate with the chosen personal trainer. A 
member can access the personal trainer for six visits or to a value 
of $250. Members cover the training fees upfront then submit 
their receipts to the chapter for reimbursement. This program is 
in its infancy. However, we can already see that, with the changing 
nature of bleeding disorders, a member may need to access this 
program more than once.

Christine Keilback, Executive Director, CHS Manitoba Chapter

After I had both of my ankles fused, I wasn’t sure what life was 
going to be like when they were fully healed and I was able to 
return to normal activity. I had many mental and physical hurdles 
when it came to regaining my mobility and as a result I was very 
apprehensive when it came to activities I could do at the gym. 
The Adult Physical Activity Program seemed like a great idea. A 
discussion with my HTC physiotherapist about what I wanted out 
of the program was the next step. I then talked to a personal trainer 
at my gym and put them in contact so he could learn my specific 
needs in regards to hemophilia and those surgeries. After that, 
my personal trainer thoroughly discussed my needs and wishes 

of this program and 
came up with a plan 
specifically for me 
and worked with 
me to make sure 
everything was being 
done correctly. The 
whole process was 
extremely easy and 
the rewards nearly 
i m m e a s u r a b l e , 
due to the physical 
and mental health 
benefits of being able 
to return to activities 
I did previously and 
just the feeling of 
being able to return 

to my normal life. I have nothing but the highest praises for every 
aspect of this program and think that anyone who has the motivation 
to see it through should join this program and invest in their health 
and well-being.

Cory Prestayko, member of the Manitoba Chapter

The decision to take part in the CHS Manitoba Chapter’s 
program to provide members access to the services of a personal 
trainer–was an easy one. I have long advocated for the engagement 
and inclusion of qualified, certified personal trainers by the 
comprehensive care team, to fill the gaps that we sometimes cannot 
provide when it comes to fitness programming for ALL people with 
hemophilia.

I think we as treaters have been slow to recognize the athletes 
in the crowd amongst our hemophilia population, and historically 
blanket advice on everything from what time of day to administer 
prophylaxis doses, to what types of sports and activities are good 
for people with hemophilia has been prevalent. A new resource 
created by members of Canadian Physiotherapists in Hemophilia 
Care (CPHC) takes steps to more closely address sports and 
activities for people with hemophilia, and the personal training 
program initiated by the Manitoba Chapter is further evidence 
that personalization of care is permeating every element of 
comprehensive care. We’re not only on the lookout for athletes 
– we’re also making sure that all of our patients know that even 
with advanced joint and muscle changes, there are rewards to be 
reaped through targeted, appropriate exercise.

When questions about exercise, sports, and physical activity 
arise, it is usually the physiotherapist who is tasked to provide 
the pathway to an answer. The issue is that although every 
physiotherapist has the same basic training, members of the CPHC 
attached to each HTC have a multitude of applied work experience 
covering everything from orthopedic care to neurologic injury, 
critical care and general medicine. While the physiotherapist has 
the tools to assess what types of activity are most suited to any 
individual with hemophilia, designing a specific program to target 
and maximize the physical attributes required is a skill in and of 
itself that may not be within a particular physiotherapist’s skill set. 
Enter, the personal trainer.

As the clinic physiotherapist, it is my role within this program 
to assist my patient in finding a qualified, certified personal trainer 
to help him meet his fitness goals; and then to work with that 
personal trainer to provide the hemophilia-specific knowledge 
required to be combined with the trainer’s knowledge of exercise 
programming in order to yield a successful result. What I like 
most about this program is that the impetus to get started has to 
come from the patient. We all know that motivation to exercise is 
the biggest hurdle to get over in order to adhere to any particular 
routine – by having to apply to the program and then participate 
in the process to find and work with a personal trainer, the patient 

CHAPTER SPOTLIGHT – A PERSONAL PHYSICAL TRAINER

COMMUNITY NEWS

THE CHAPTER

THE PATIENT

THE PHYSIOTHERAPIST
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has to be the driving force from the beginning. Once the application 
is made, I can sit down with my patient and discuss his fitness goals 
and help him to determine targets that are achievable, realistic, 
and likely to bring about an increase in fitness capacity that will 
impact his overall level of function.

In Canada, patients and HTCs struggle every day with geography. 
Especially for clinics like mine in Winnipeg, being part of a provincial 
program means extensive territory being covered by the staff, 
making it impossible to provide all of the hands-on care that our 
patients may require. For patients living many hours’ drive or even 
a flight away from Winnipeg, providing the type of face-to-face 
instruction and timely adjustments that are needed to successfully 
implement a personalized training program is beyond challenging. 
In the current health care climate in Winnipeg, it is impossible. The 
hospital system in the health region has been even more tightly 
focused on acute care intervention, and so even if the facilities, 
knowledge and time existed within the publicly funded system to 
provide fitness programming, the mandate does not.

Secondarily, it is my hope that as more guys take part in this 
program, get fitter, and improve their overall physical health, a core 
group of personal trainers will develop that we can rely upon to 
continue to provide services to Manitobans with bleeding disorders. 
The message needs to be sent loud and clear – everyone with 
hemophilia can benefit from a personalized training and exercise 
program, and in Manitoba, we’re engaging personal trainers to 
assist in its development and broad implementation.

Greig Blamey, PT, CHT, Consultant Physiotherapist
Adult Inherited Bleeding Disorders Program of Manitoba 

2018 CHS Board of Directors

Front row, from left to right: Carmen Nishiyama, Paul Wilton, Lawry MacLeod, Monica Mamut, Rick Waines. Middle row: Maia Meier, Wendy Quinn, 
Dianna Cunning, Shelley Blaquiere. Back row: Kathy Lawday, Jeff Jerrett, Mathieu Jackson, Craig Upshaw and Bojan Pirnat.

10 years!
Deborah Franz Currie receiving her award from  
CHS President Paul Wilton for her 10 years of 
service with the CHS.
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Gaining extensive knowledge  
at World Congress
by Jeremy Hall, Edmonton, Alberta

s an active volunteer with the Canadian Hemophilia 
Society and a graduate student focusing on clinical gait 
research, I was eager to attend my first World Federation 
of Hemophilia Congress. With excitement building and 

heeding advice from previous attendees, I completed a detailed 
investigation of the program beforehand. In alignment with my efforts 
as a volunteer and advocate, I highlighted sessions related to different 
organizational approaches and experiences from around the world. 
Learning about what did and didn’t work provides valuable information 
that I can apply to my efforts at home in Canada. Meanwhile, I also 
made note of the musculoskeletal sessions, a topic that is of interest 
to me as a researcher. Despite the intriguing line-up of sessions, 
I  was most excited about the opportunity to network. Through my 
experience in the Step Up Reach Out program, I learned that the 
most value comes from connections within the bleeding disorder 
community. Therefore, with over 5,000 attendees, I knew there would 
be ample opportunity to form plenty of global connections.

The first session I attended was a youth workshop in which a 
panel of youth from around the world shared both their personal 
and organizational experiences. All in all, the presentations were a 
great way to learn about the motivations behind their involvement, 
as well as the treatment conditions in various countries and how 
these youth have found meaningful ways to contribute. Topics of 
discussion included everything from peer support and fundraising 
to social media. At the end of the session, we were given time to 
mingle and chat. This was the perfect start to congress as I was able 
to meet people that I would continue to spend time with for the 
remainder of the week.

One of my favourite sessions of the week was the twinning 
event. Here, we heard important updates from current twins, while 
past twins were recognized for their accomplishments. Being a 
contributor to one of the current youth twinning projects (Canada-
Bangladesh), I felt a great deal of pride in our team as our co-chairs, 
Amir Hamza (Bangladesh) and Bojan Pirnat (Canada), discussed 
our early successes despite the significant challenges faced due to a 
travel advisory issued from the Canadian government to avoid non-
essential travel to Bangladesh. Unlike most twinning projects, our 
Canadian side was unable to visit Bangladesh and conduct an initial 
assessment “on-the-ground” due to the travel advisory. This meant 
we would have to complete the assessment via video conference 
and e-mail communication, a task that seemed near impossible 
at the time. Fortunately, a very motivated Bangladeshi contingent 
made the process effortless. Not only did Amir and Bojan explain 
how we successfully overcame this obstacle, they also highlighted 

the implications it could have on future twinnings: eliminating the 
cost of travel leaves more funds available to support the emerging 
patient bleeding disorder organization. If we could develop a 
framework for a successful twin assessment without a site visit, it 
could allow more opportunity for other priorities and projects.

For me, the week’s most meaningful lesson came from the 
musculoskeletal sessions, many of which centred around the 
topic of sport and exercise. Radek Kaczmarek, a Polish delegate 
with severe hemophilia A, discussed his experience with strength 
training. From the start, he carefully documented every one of his 
training sessions and took a very slow, progressive approach to 
increasing the weight load. As he moved through his presentation, 
I noticed that his approach is no different from that most athletes: 
gradual, to give the muscles and joints the chance to adjust to the 
increasing loads. With the introduction of a new program or following 
a break in training, athletes take weeks, or even months, to ramp 
up to maximum weight. The greatest challenge is in knowing where 
to start and the degree of progression to take. Based on multiple 
conversations with congress attendees seeking to become active, 
I realized this to be the major gap. Many understand the benefits 
that strength training can have on their joint health, but they lack 
the knowledge to get there. One must consider the likelihood and, 
oftentimes, severity of an injury is much greater with a bleeding 
disorder. For this reason, it’s important that we identify and build 
resources that will help our members safely begin and maintain 
an active lifestyle. This will definitely be a focal point of my efforts 
moving forward.

All in all, it was an incredible experience to attend the 2018 
World Federation of Hemophilia Congress in Glasgow. Through all 
of the informative sessions and discussions, I gained a tremendous 
amount of knowledge that will help in my continued efforts as a 
volunteer with the Canadian Hemophilia Society. I hope this is just 
the first of many world congresses I will attend! 

A
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Late-breaking research
by David Page, CHS Health Policy Director

t the World Congress inn Glasgow, a session that 
attracted a lot of attendees was entitled Free papers: 
late-breaking. It consisted of a selection of very recent 
research judged to be especially significant.

Recombinant FVIIa
Dr. Ellis Neufeld, Clinical Director at St-Jude Children’s 

Research Hospital in Memphis Tennessee, reported on the safety 
record of recombinant factor VIIa (Niastase in Canada) over the 
period 1996-2016. His study showed a very low rate of thrombotic 
events in patients with bleeding disorders except when they were 
in Intensive Care Units with significant other health issues such 
as sepsis. He cautioned, however, that continued surveillance 
is needed regarding the risk of such adverse interactions when 
patients are treated with both Niastase and emicizumab (Hemlibra 
in the U.S.) at the same time.

Inhibitor development: recombinant vs. plasma-derived
Dr. Marijke van den Berg, Vice-President Medical of the World 

Federation of Hemophilia from 2014 until May 2018, reported recent 
data from the PedNet study group on inhibitor incidence in previously 
untreated patients (PUPs) with severe hemophilia A treated with one 
of two classes of factor VIII: recombinant or plasma-derived. This 
surveillance showed similar rates. Of 805 PUPs treated only with rFVIII, 
28% developed inhibitors of which 21% were high-titre. Of 183 PUPs 
treated only with plasma-derived FVIII, 27% developed inhibitors, of 
which 20% were high-titre. Participants in the audience urged caution 
in interpreting the data. It was suggested that physician bias may have 
led to PUPs at higher risk for inhibitors being placed on products in 
the plasma-derived class, leading to exaggerated results. In addition, it 
was suggested that surveillance needs to focus on individual products, 
not simply on classes of product.

Extended half-life factor IX
Dr. Carmen Escuriola Ettingshausen, Director of the Rhein 

Main Haemophilia Centre in Frankfurt Germany, reported on a 
head-to-head comparison of the pharmacokinetics of two extended 
half-life rFIXs, N9-GP (Rebinyn in Canada) and rFIXFc (Alprolix in 
Canada) in patients with hemophilia B.

The same 15 patients received both products in a randomized 
crossover study. Using both one-stage and chromogenic assays, 
N9-GP consistently showed favourable results over rFIXFc in half-
life, recovery and area-under-the-curve.

Extended half-life FVIII
Joachim Fruebis, Head of Clinical Development for Bioverativ, 

presented the first clinical results for BIVV001, a novel, VWF-
independent, extended half-life (EHL) rFVIII therapy.

BIVV001 is based on a Fc fusion technology made by adding a 

region of von Willebrand factor (VWF) 
and a polypeptide called XTEN to the 
recombinant FVIII-Fc fusion. It is the 
first molecule to fuse four different proteins together: FVIII, VWF, 
XTEN, and Fc.

Studied in six patients in a Phase I/II trial, BIVV001 was well 
tolerated with no signs of inhibitor development after one month 
of treatment. Half-life was 37 hours, three times that of standard 
rFVIII and twice that of the best-performing EHL FVIIIs. With weekly 
dosing at 25 IUs/kg, patients showed FVIII levels of 27% at Day 3 
and 5.6% at Day 7. If borne out in future trials, this would mean that 
patients could achieve troughs in the mild range (above 5%) with a 
single weekly infusion.

Emicizumab
Dr. Johnny Mahlangu, Professor in Haematology in the 

Faculty of Health Sciences of the University of the Witwatersrand 
in Johannesburg South Africa, reported results from the 
phase  III  HAVEN  3 study on emicizumab prophylaxis in persons 
with hemophilia A without inhibitors.

One hundred and fifty-two patients, two-thirds of whom had 
previous target joints, were administered emicizumab once-weekly 
or every two weeks. The study showed:
 an annual bleed rate reduced by 96% in patients previously on 

on-demand treatment;
 an annual bleed rate reduced by 68% (4.8 to 1.5 bleeds per year) 

in patients previously on prophylaxis;
 55-60% of patients reported 0 bleeds;
 94% of patients preferred emicizumab over FVIII;
 no serious adverse events associated with the drug;
 no thrombotic events;
 no anti-drug antibodies.

Dr. Steve Pipe, Assistant Professor and Medical Director of the 
Pediatric Hemophilia and Coagulation Disorders Program at the 
University of Michigan, reported results from the Phase III HAVEN 4 
study. This study looked at subcutaneous emicizumab dosing every 
four weeks in people with hemophilia A (PwHA) with and without 
inhibitors. 25 of the 41 patients had previous target joints and 5 of 
the 41 had inhibitors. The study reported:
 56% of patients had 0 bleeds;
 82% of patients had 0 spontaneous (no apparent cause) bleeds;
 no serious adverse events, thrombotic events, anti-drug antibodies 

or inhibitors;
 significant improvement in quality-of-life as measured by 

HemoQoL;
 41 of 41 patients preferred emicizumab over FVIII.

Dr. Pipe concluded that emicizumab is safe and efficacious 
in the control of bleeding in persons with hemophilia A with and 
without inhibitors with dosing every four weeks. 

A
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Glasgow is said to have been founded by the Christian Missionary, Saint Mungo, in the 6th century. 
It is said that:

“In old age, Mungo became very feeble and his chin had to be set in place with a bandage. He 
is said to have died in his bath, on Sunday 13 January.”

– Wikipedia
Sounds like ageing to me.

Sessions on ageing  
at World Congress
by Rick Waines, Victoria, British Columbia

think this description of Mungo’s last days represents 
my greatest hopes and fears for this process called 
ageing. Dying in the bath would be a great way to go; 
warm, unburdened by gravity, it symbolizes the ease 

with which I can only hope to leave this plain of earthly delights. On 
the other hand, having to fasten portions of my body with bandage 
after bandage to keep, say, a chin or a nose, or more likely an ankle 
or an elbow from causing unbearable discomfort is an anxiety that 
those of us lucky enough to have lived long enough to have some 
pretty serious arthropathy will know well.

At the CHS, we are determined to support women and men 
with inherited bleeding disorders as they age. Attending the World 
Federation of Hemophilia Congress was a great way to improve my 
knowledge and develop strategies for ageing well.

There were two sessions on ageing at Congress: Healthy Ageing: 
A Multidisciplinary Approach and Ageing Well. I attended both and 
will try to give you some insight into what we might consider when 
planning our own initiatives.

First session: Healthy Ageing: A Multidisciplinary Approach
Angela Forsyth, a Philadelphia physiotherapist with 21 years’ 

experience in bleeding disorders, drew our attention to some 
general risks as we age such as osteoarthritis, bone mineral density, 
and falls. There are specific risks as well such as joint arthropathy, 
muscle wasting, chronic synovitis, bone mineral deficiencies (more 
common in people with bleeding disorders), permanent shortening 
of muscles or joints (called contractures). Exercise with the guidance 
of your clinic physiotherapist is super important as we age as all 
these complications can lead to increased risk of falls. Of course, 
ageing begins at birth, and so it was stressed that we must get our 

newly diagnosed children into the healthy habits that will lead to 
stronger bodies.

Alison Dougall is the current chair of the WFH dental committee 
and works in special care dentistry in Dublin. She helped us 
understand that oral health is terribly important for happy and 
healthy ageing. To start, oral health is not simply defined as an 
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absence of disease, but it is also an indicator of psychosocial 
well-being. Oral health is necessary to smile, kiss, taste and smell, 
and in a sense (pun intended) is the organ we use most often to 
engage with the world around us. Having a bleeding disorder can 
complicate oral health. For example, bleeding gums thought to be 
bleeding disorder related could actually be caused by inflammatory 
gum disease, or an implication of poor prostate health, heart 
disease, impotence, or bowel cancer. Are we having fun yet?

The risks of poor oral health increase with age, and this can be 
exacerbated by medications that cause dry mouth, or osteoarthritic 
issues such as an elbow joint with restricted range of motion that 
makes tooth brushing difficult or impossible.

The good news is that with frequent check-ups and careful 
planning, our oral health can be managed effectively and this is 
important as oral health is an important quality of life determinant.

We also heard from Ruud Bos, a social worker from Utrecht, 
the Netherlands, who impressed upon us the importance of an 
integrated approach at our clinics that includes a physician providing 
optimal treatment, a physiotherapist helping the ageing population 
stay fit (notably through a swimming program), and a social worker 
helping address the mental health and well-being of ageing patients.

Cathy Harrison, a bleeding disorder nurse from Sheffield, U.K., 
highlighted the areas that lead to better health outcomes for 
people ageing with bleeding disorders. Good nutrition supports 
healthy weight and reduces risk of cardiovascular disease, and good 
hydration is important as we age since it can have a big impact on 
venous access. Regular exercise and physical activities can reduce fall 
risk. Getting enough sleep can be difficult if we are dealing with pain, 
anxiety or mental health issues. Maintaining a strong relationship 
with our care team, having a good social network, financial stability, 
stable housing and lifelong learning also contribute to better health 
and help reduce stress and social isolation.

Margareth Ozelo, a hematologist from São Paulo, Brazil, 
walked us through some of the morbidities (disease states) and 
comorbidities associated with ageing and bleeding disorders. 
Comorbidities are the presence of more than one chronic illness. 
In hemophilia there are three main disease states that can 
affect our life expectancy: arthropathy, pain, and hepatitis C/HIV 
infection. These can be complicated by other comorbidities such as 
hypertension, diabetes, obesity, and renal disease especially when 
you add to the mix the run of the mill age-related conditions such 
as cardiovascular disease, cancer, arthritis, prostatic hypertrophy, 
falls, and dementia. Dear God, when will the terror end!

This can seem overwhelming, and it highlights the importance 
of having access to specialists through your treatment centre. We 
can’t expect our clinics to be able to address all of the needs we 
will have as we age, but we must include them as their expertise 
is crucial to ensure that whenever treatments are prescribed, our 
bleeding disorder is taken into consideration. The ways in which 
our bleeding disorders can complicate the treatment of our 
comorbidities are too numerous to write about with any kind of 
authority, so ensuring good communication between the different 
specialists we will most likely encounter as we age is going to be our 
responsibility; always has been, always will be.

We then heard from two people with bleeding disorders of their 
experiences ageing that highlighted some of the differences in the 
challenges faced globally.

Carlos Safadi, a member of the WFH Board of Directors from 
Argentina, described living with a bleeding disorder in a developing 
country, where the challenges are more about basic stresses such 
as lack of government investment in health care and long-term 
health issues, which makes reliable access to factor replacement 
therapy a challenge, never mind strategies for ageing well.

Randall Curtis of California provided insight that while living in the 
U.S. may seem to suggest greater access to health care, it isn’t always 
the case as access is very different state to state. The most glaring 
examples he gave were of people with bleeding disorders not being 
allowed into long-term care facilities due to the high cost of treatment, 
and instances where a long-term care facility is not licensed to provide 
intravenous care so residents are reliant on relatives to come to the 
home and infuse them in a car, in the parking lot.

Second session: Ageing Well
This plenary session featured a talk by Farooq Ahmad, the 

clinical lead in healthy ageing at the Health Innovation Network 
in London, U.K. This session began with the understanding that 
ageing can bring vulnerability and risks. As a result, we need to 
identify people who might be at increased risk of hospitalization or 
complications. Proactive care needs to be an integrated component 
of the comprehensive care plan. We also need to recognize 
the complexity of ageing with a bleeding disorder and improve 
communication which can lead to better outcomes for patients.

What we need to do at the CHS is look for evidence of what works 
in Canada and campaign for integrated care. And, at the end of the 
day, simple things like companionship and social interaction can 
make a huge difference, often reversing ill health in an ageing patient. 
Evidence is key to improving our health care. There are assessment 
tools available to better identify those who may be at greater risk of 
falls resulting in hospitalization or related complications, such as the 
Electronic Frailty Index (EFI), the Dalhousie Clinical Frailty Scale, and 
the U.K.’s Timed Up and Go Test. 
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Balancing caution with 
excitement
by François Laroche, Editor of Hemophilia Today

he 2018 Congress of the World Federation of Hemophilia 
(WFH), held in May in Glasgow, Scotland, was an 
extraordinary occasion with 5,010 people from over 
125 countries in attendance. These figures are comparable 

to the 2016 Congress in Orlando, Florida. Also comparable was the 
palpable enthusiasm among attendees, who radiated excitement 
to be there and acquire knowledge as well as have the marvellous 
opportunity to make new connections and, in many cases, reconnect 
with those we only see every two years.

As always, I focused my attention on medical sessions, keen to 
learn the latest promising results from the Phase I, II and III clinical trials 
of novel therapies. A number of sessions examined the new longer-
acting products and alternative non-factor replacement hemostatic 
therapies such as emicizumab, fitusiran and concizumab, as well as 
gene therapy. Two presentations in particular caught my attention.

First, the presentation on Gene therapy for hemophilia: What, 
Why, How, When, Who, and Where? by Dr. Glenn Pierce of San Diego, 
California, described the remarkable progress achieved in gene 
therapy in recent years, for both hemophilia A and B. However, 
there are many questions still to be answered such as: How long 
will gene therapy last? Is it safe in the short term? In the long term? 
What will gene therapy cost? Who will bear the costs? In which 
countries will gene therapy be available? Dr. Pierce concluded with 
a quote from Dr. Scott Gottlieb, commissioner of the U.S. Food 
and Drug Administration: “I believe gene therapy will eventually 
become a mainstay in treating, and maybe curing, many of our 
most devastating and intractable illnesses.”

But the presentation that struck me most was by Dr. David 
Lillicrap of Queen’s University in Kingston, Ontario, titled New 
therapies for hemophilia: Balancing caution with excitement. In my 
opinion, that sums up well the perspective of many hemophilia 
clinicians in this era of intense research. Dr. Lillicrap outlined 
many of the promising new therapies in hemophilia, as mentioned 
above, now available or soon to enter the market – but he also 

called for a dose of caution. This prudence is dictated by the 
limitations of clinical trials: the small numbers of patients enrolled, 
the short follow-up period and the limited understanding of their 
adverse events. As some products mimic various deficient factors 
or intervene in the complex hemostatic balance, they come with 
unwanted adverse effects such as hard-to-control bleeding and 
thrombosis. These novel therapies therefore come with their own 
set of challenges. Physicians will require careful instruction on their 
use and effects and they will need continued investigation to better 
understand the pathophysiology of adverse events. Development 
of guidelines on concomitant bleeding, surgery, drug resistance 
and treatment failure is needed, along with appropriate laboratory 
testing. And a post-marketing surveillance program will need to be 
set up for each of these products.

In terms of gene therapy, Dr. Lillicrap likewise reported on 
the immense advances made in recent years, particularly with 
the use of adeno-associated viral vectors (AAV) for gene transfer, 
which have produced very promising results in both hemophilia A 
and B. But there are major challenges to overcome, particularly 
relatively less certainty of factor expression level results, transient 
acute subclinical liver toxicity, and possible long-term genotoxicity. 
In closing, Dr. Lillicrap noted that substantial progress has been 
made these past years with novel therapies that could significantly 
improve quality of life for people with hemophilia, so long as the 
therapies are well managed under the auspices of bleeding disorder 
treatment centres by qualified staff with thorough knowledge of 
their mechanisms of action and potential complications.

No worries! We heard this expression from our Scottish hosts 
everywhere we went. Still, with the new therapies in the pipeline, 
although many show exciting results, a degree of caution is needed 
until there is certainty of the safety and benefits for patients in the 
short, medium and long term. 
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Taking pride in our hard work 
and inspiration from others
by Christine Keilback, Executive Director, CHS Manitoba Chapter

am very grateful to the PEP Steering Committee for 
allowing me the opportunity to give a presentation as 
part of the Psychosocial Professional Development Day. 
I was proud to talk about the work that this group and 

all the Canadian facilitators have done, delivering this program to 
our families over the past nine years. The theme of the day was 
“Keeping the Energy Going” and I felt the concept of a steering 
committee was very useful to the attendees as many face the 
problem of keeping the program going when key people involved 
retire or change positions. It was also very humbling to hear PEP 
presentations from India and South Africa and the challenges 
they overcome to deliver the program. Somehow delivering the 
program in two official languages doesn’t seem so daunting now! 
It was very exciting to see that the PEP program is important to 
families all over the world and that we now have a new program 
to look forward to – PEP2, a program specific to adolescence and 
transitioning to adulthood.

Manitoba has partnered with Mongolia in a World Federation 
of Hemophilia (WFH) organizational twinning since our assessment 
visit in 2015. It has been a humbling experience to watch how 
hard our friends in Mongolia work to develop their programs and 
their organization. We were so pleased when we heard that the 
Manitoba/Mongolia partnership would be awarded the Hemophilia 
Organizational Twins (HOT) of the Year for 2017 and that so many 
members from both teams would be in Glasgow to receive the 
award! Congratulations also to Tanzania and Hemophilia Ontario 
for being the 2016 HOT winners. It was so impressive to hear about 
the pilot Youth Twinning between Canada and Bangladesh. It is so 
inspiring to see how much they have accomplished in such a short 
amount of time. It is also very exciting to see how they employ 
technology to connect with each other and their communities. 
We can learn a lot from these talented young adults! All in all, it 
was a very proud day to be a Canadian in a world rich with people 
dedicated to making a difference.

One of the biggest benefits from attending a WFH World 
Congress is all the new information presented. In Manitoba, we are 
looking forward to delivering a workshop for women with inherited 
bleeding disorders this fall and the presentations were inspiring. My 
personal experience is with hemophilia and I have to confess, it is 
so important to my work to be exposed to how complex, frustrating 
and exhausting it can be for women to get properly diagnosed and 
access treatment. Sadly, this is just as much the case in developed 
nations as in developing nations. Seeing all the new data from 
studies, learning about clinics dedicated to women and listening to 
women share their stories strengthens our resolve to work harder 
to improve their care.

I am very grateful to have had the opportunity to attend the 
2018 WFH World Congress. I hope that CHS members will take the 
opportunity to attend when the World Congress will be in Montreal 
in 2022. It is so exciting to feel like a part of the global bleeding 
disorder community. I was proud to have the chance to talk about 
the hard work and dedication of the PEP family in Canada, and it 
was rewarding to see that our steering committee model could be 
helpful to others. I felt so lucky to be there to see the Manitoba/
Mongolia partnership get their award and to see Canada’s 
accomplishments as part of the WFH twinning program. I feel very 
energized to get on with the work at home. 
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The World Congress of Hemophilia in Glasgow was a wonderful experience! I had the honour of 
representing the Canadian Parents Empowering Parents (PEP) Steering Committee, I celebrated 
with the Manitoba Chapter/Mongolia twinning teams on their Twins of the Year award and learned 
so much more about women and inherited bleeding disorders. It was a fantastic opportunity!

WFH 2017 Twins of the Year award recipients, the CHS Manitoba 
Chapter and the Mongolia National Hemophilia Association.
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What is Your Everest?
by Lawry MacLeod, Oxford, Nova Scotia

nyone with a bleeding disorder has heard this a 
hundred times, but it’s those who take positive action 
that teach us to be better, not bitter (I heard this phrase 
at ). This session at WFH 2018 World 

Congress, What is Your Everest?, was an inspiring motivation for me.
The first to speak was Louis Marlow, a young man from 

Scotland with severe hemophilia A and inhibitors. His story is not 
unlike many who have gone through diagnosis of hemophilia, 
diagnosis of inhibitors, and faced many an opportunity to throw in 
the towel and admit defeat to a usually controllable disease.

One of Louis’ carefully chosen home photos shows him in his 
father’s arms at the age of two, face covered in blood from a mouth 
bleed during the night and the two of them laughing despite the 

horrific circumstances. 
That’s the attitude that I 
feel most families strive 
for when living with a 
bleeding disorder. Even 
with all of the times 
of immobility caused 
by bleeding episodes, 
missed opportunities 
for childhood fun and 
restricted participation in 
teenage social activities, 
Louis has adopted the 

posture of not letting hemophilia define who he is; he is not the 
disease. With serious self-determination and unwavering parental 
support, Louis finished high school and college and is now employed 
in a laboratory in London where he is doing research on factor IX.

Megan Adediran, founder and executive director of the 
Hemophilia Foundation of Nigeria (HFN), spoke of the trauma 
of dealing with two sons with hemophilia, the almost total lack of 
care, services and factor products in developing countries, and 
the devastating ordeals for the entire family living with a bleeding 
disorder. At fifteen days old, Megan’s son bled for five days following 
his circumcision and the only option for treatment was a blood 
transfusion. In 2004 after searching hemophilia online, Megan 
discovered that there were dozens of hemophilia societies worldwide 
and she wrote a letter to every one of them. She made contact with 

one organization which arranged to send a donation of factor to her 
and that was the beginning of her relationship with the WFH.

In her opening, Megan showed a picture of Chris Bombardier, the 
first hemophiliac to reach the summit of the highest mountains on 
seven different continents. The rest of her talk used the illustrations 
of climbing “camps” at the increasing elevations up the mountain 
and their changing purpose. Megan related each progressive camp 
as a stage for the family living with a bleeding disorder. Treatment, 
education, job security, and several other “mountain faces” were 
presented as challenges for families. She described base camp as 
“Parental Guilt,” advanced base camp as “Disagreement Over the 
Diagnosis Between Partners,” and further up the mountain there is 
“Worry about the Future,” “Financial Burden” and “Protection of the 
Child.” Each camp involves the entire family, even branching out 
to the broader community. But in Megan’s case, in the beginning, 
there was no broader community.

Megan related that the diagnosis was delayed because it was 
believed that people of African heritage didn’t have hemophilia. 
The establishment and work of the Hemophilia Foundation of 
Nigeria has brought about free diagnosis, with factor concentrates 
provided through humanitarian services and the WFH, and the HFN 
now sponsors a summer camp for family support. In her journey 
Megan did not see an insurmountable obstacle that she would 
have to climb all by herself; she saw a monumental opportunity 
to take the hand of every person that lifted her upward along her 
expedition. Megan faced her “Everest” and brought it down to a 
level that more families could, with courage, conquer as well.

Asraf Caunhye is the president of the Haemophilia Association 
of Mauritius (HAM), an island in the Indian Ocean, 2,000 kilometres 
off the east coast of Africa. At the time of Asraf’s son’s diagnosis there 
was no hematologist, very “inappropriate” diagnosis equipment, 
social stigma which regarded hemophilia as a curse placed on 
a person, and no treatment, no educational materials and no 
government budget for hemophilia. It wasn’t until 2008 that patients 
and parents had the opportunity to sit down with the Minister of 
Health and Quality of Life (I like the wording of this position). In 
2012, Mauritius was twinned with the Haemophilia Foundation of 
South Africa. That year, Asraf and his team were able to establish a 
clinic on their remote Island. Today they have four to five full-time 
HAM staff and full government financial support for a national registry 
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Everyone faces challenges, it’s a fact of life. It’s how we do or do not 
confront those challenges that determines our character. 
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WFH NMO training – growing 
leaders and making friends
by Bojan Pirnat, Toronto, Ontario

will never forget my experience of National Member 
Organization (NMO) training in Glasgow. After a long day 
of training and sessions, a group of about 30 of us went 
out to experience the local nightlife in advance of another 

full day of hard work and concentration. There, at a local Scottish pub/
karaoke bar, I looked out at 30 of my new friends, talking, laughing, 
and singing together from across the world, and it dawned on me 
that the special part of events like these happens in the in-between 
moments of fun and relaxation. On the surface it might’ve just looked 
like people unwinding at the end of the day, but the reality underneath 
was the experience of getting to know the lives and the struggles of 
people who, though hailing from across the globe, still share many 
struggles common to all people living with bleeding disorders.

NMO training is offered by the World Federation of Hemophilia 
three days before the World Congress to NMO leaders and members 
who are best positioned to benefit from training and translate 
it into better advocacy, administration and governance in their 
home regions. To my delight, I received the CHS Karttik Shah Youth 
Fellowship to attend Congress, and was then chosen as a Canadian 
Hemophilia Society representative for NMO training after further 
applying to and receiving the WFH’s Youth Fellowship, offered to 
26 youths (ages 18 to 30) worldwide. I was thrilled to receive the 

opportunity and thoroughly enjoyed the experience of the global 
training. The three days were jam-packed, each with 10-12 hours of 
training activities on topics that ran the gamut – succession planning, 
governance, strategic planning, von Willebrand disease education 
& advocacy, product tenders, fundraising, communications strategy, 
advocacy, volunteer recruitment, and many others. Despite the 
grueling schedule, the sessions were interesting, relevant and 
helpful to building my capacity to volunteer effectively at the 
chapter and national levels.

Most importantly though, learning together with people with 
bleeding disorders from across the world, whether from rich or poor 
countries, made it all the more clear to me that beyond our day-to-day 
work locally, national organizations also have a role and responsibility 
at the international level to support people with bleeding disorders 
globally and work to ensure access to treatment for all and eventually 
find a cure. It was in moments of fun and relaxation that our ultimate 
mission became all the more apparent, as we wordlessly looked at 
one another’s target joints, limps, and crutches, as we made sure we 
were infusing and making smart choices, and all the while having 
fun and simply enjoying each other’s company. We forged bonds of 
friendship and understanding that are unique to our community, and 
that we will carry with us for the rest of our lives. 

which now includes almost 100 diagnosed patients. The twinning 
has also provided overseas training for health care providers and 
guidance on establishing a “tender and procurement” process for 
factor products. With education and co-operation, the result was 
the improved care and quality of life for people with hemophilia that 
only six years ago only a few people even knew existed.

The final speaker of the day was Aye Aye Khaing, a pediatric 
hematologist/oncologist at the Yangong Children’s Hospital in 
Myanmar. Aye Aye spoke about the benefits of the 2014 twinning 
program that brought Myanmar together with the Haemophilia 
Society of the U.K. It is difficult for us in the Western countries to 
fathom that so few countries have access to even the fundamentals 
such as diagnosis and basic care procedures. It is more than 
“heartwarming” that the developed countries are so industrious 
in assisting developing nations to gain access to education and 
management of bleeding disorders.

Aye Aye was so excited to point out the advances they had 
achieved in four short years with help from the WFH. Physiotherapy 
assessment with imaging, hydrotherapy, chemical synovectomies, 

advanced workshops for medical personnel (using materials written 
by Canadian physiotherapist Kathy Mulder), over 5.25 million IU of 
factor donated (clinics were able to commit to low dose prophylaxis) 
and teaching siblings to administer factor. Aye Aye was able to 
report that Myanmar’s Everest was also a matter of the hemophilia 
organizations around the world giving to developing countries; a 
hand up, not a hand out.

I read recently a very interesting analogy for “illness” vs. 
“wellness.” Paraphrasing, the idea is that illness starts with an “I”, 
and many who see hemophilia as “I can handle this,” “I make my 
own decisions,” or “I am the only one who knows what I need” are 
bound to run into greater “I” problems such as injury and illness. On 
the other hand, wellness begins with the word “we.” Every speaker 
in this session acknowledged the amazingly dedicated team of 
family, medical personnel, clinics, hemophilia societies, industry, 
and government health services that help us achieve wellness for 
our patients and their families. “We” continue to advocate for our 
bleeder citizens, “we” share new knowledge and advancements 
with our patients, and “we” are never alone. 
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Von Willebrand disease:  
the future of hemophilia
by Bojan Pirnat, Toronto, Ontario

on Willebrand disease patients form the silent majority 
of bleeding disorders. The incidence of VWD in the 
general population is close to 1 in 1,000, ten times higher 
than hemophilia A! However, due to underdiagnosis, the 

representation of people with VWD in our organization is nowhere 
near proportional to their numbers in the population. Part of 
the reason for this is that VWD is clinically more complicated to 
diagnose than hemophilia and the tests that exist to identify VWD 
are less reliable. Sixty per cent of VWD patients are women, which 
also complicates the identification of the disease. Dr. Roshni 
Kulkarni pointed out that all women experiencing heavier periods 
may have reduced von Willebrand factor levels that are clinically 
significant during and after pregnancy, which in turn suggests that 
screening all patients with these symptoms could be worthwhile 
and result in a lower rate of death from, for example, post-partum 
hemorrhaging (associated with about 100,000 maternal deaths per 
year globally). If even those unaffected by a bleeding disorder with 
reduced levels can experience bleeding complications, then that 
only makes it more urgent to identify and treat those who have 
both reduced levels AND a bleeding disorder.

The WFH has spearheaded a VWD Global Call to Action  
(www.wfh.org/en/abd/vwd/global-vwd-call-to-action) to draw 
attention to the often underrepresented and underestimated 
challenges experienced by women with VWD and other 
bleeding disorders and call upon the entire community to act 
to support the underrepresented members of the bleeding 

disorder community. The CHS and its provincial chapters 
have put considerable resources and time into developing our 
representation of VWD and women’s issues, and will continue to 
advocate and build on their behalf. However, the time has come 
to make a systematic effort to identify champions of these areas, 
develop expertise within our organization and put our full weight 
behind our champions to advocate and help achieve the kind of 
results that have historically been made in hemophilia care and 
research, such as the comprehensive care model of bleeding 
disorder treatment centres and the Hemophilia Research Million 
Dollar Club, which annually funds new research into bleeding 
disorder treatment and care. Additionally, taking concrete steps to 
expand our VWD and carrier membership and engagement would 
go a long way to increasing the number of people our organization 
represents, potentially doubling its size. This would give us more 
leverage in our advocacy and lobbying efforts with government 
officials.

There is significant overlap in clinical treatment for people 
with VWD and carriers vis-à-vis hemophiliacs: all benefit from 
comprehensive care clinics that provide access to hematologists, 
nurses, physiotherapists and social workers. However, there are 
some additional services required by VWD patients and carriers 
that are not broadly or routinely available, such as women’s 
clinics. Thus, there is much research and work ahead to advance 
the quality of treatment for VWD alongside hemophilia and in our 
pursuit of a cure. 
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Better identification, care and treatment for patients with von Willebrand disease (VWD), 
symptomatic carriers (women with hemophilia), and other rare bleeding disorders is an idea whose 
time has come. At the World Congress in Glasgow, which I had the privilege of attending, it was clear 
that the World Federation of Hemophilia (WFH) is now dedicated to focusing more attention on 
women’s bleeding disorders, as well as the underdiagnosis of von Willebrand disease and carriers 
in hemophiliac families. Many of the sessions at this year’s congress discussed VWD and carrier 
research, treatment, clinical challenges and psychosocial and socio-economic impacts, among other 
issues faced by carriers and women with VWD and other rare bleeding disorders (RBDs).
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Child to teen, what does  
it mean? Teenagers taking 
responsibilities
by Francis Mantha, Montreal, Quebec

ne of the key steps for individuals with hemophilia 
involves taking charge of their own medical condition. 
The transition from childhood to adolescence is often a 
good time to begin this process. It is an intense period 

of change, though, even for someone without a bleeding disorder. 
In these years, teenagers experience dramatic social, physical and 
emotional changes, which have a significant impact on their lives. 
Learning how to manage one’s bleeding disorder on top of this 
can be an extra responsibility that feels overwhelming. However, 
it is an essential step that prepares teenagers for adulthood and 
maximizes their quality of life.

This was the focus of one of the sessions at the 2018 Congress. 
Three health care professionals and a patient shared their 
perspectives on the transition from childhood to adolescence for 
youth with bleeding disorders. It was interesting to delve into this 
developmental stage of life for a person with hemophilia.

In order to better understand the transition from childhood to 
adolescence and the management of a bleeding disorder, these 
clear and concise definitions were provided:
 A transition is a process of change from one state to other;
 Management of a bleeding disorder refers to empowering the 

patients to manage their own symptoms, treatments, physical 
and psychological impacts, and other changes related to living 
with a chronic condition.

Throughout this transition, the goal is to provide appropriate 
care and support teenagers towards achieving independence and 
the best possible quality of life. As a patient, it was interesting to 
learn how this transition period affects the care team as well and 
to gain a better understanding of their perspective by highlighting 
the differences in care provided in pediatric and adult settings. In 
pediatric care, the interactions involve the whole family, not just the 
child who is the patient. As teenagers start to take charge of their 
own condition, the role of the care team is to guide them towards 
independence and self-advocacy.

As part of the transition, teenagers must become the main 
contact with their care team. At this point, teenagers know their 
symptoms best and are best able to describe their condition. In 
many cases, bleeding disorder symptoms stabilize with age and 

management of the condition can therefore be proactive rather 
than reactive. The patients’ commitment to the management 
of their bleeding disorder and maintaining their health is a key 
component for the treatment plan to be successful.

The family also plays a fundamental role in the transition. 
Sometimes, parents may experience anxiety and fear of the 
unknown when they try to delegate the responsibilities related 
to the management of the bleeding disorder. There are several 
indicators that can help parents assess whether their teenager 
is ready to independently take charge of managing his bleeding 
disorder. These include the ability to explain the nature of his 
bleeding disorder and the impacts on his life and the ability to 
explain his treatment regimen as well as essential procedures in 
the event of a medical emergency.

One of the main points put forward by the health care professionals 
is that the transition from childhood to adolescence involves much 
more than a simple transfer of responsibility for care – it requires 
voluntary and genuine commitment from the patient, his family and 
the care team.

The patient perspective allowed us to have a complete 
understanding of this transition. Nicolas Rossi, an Argentine with 
severe hemophilia, shared a moving testimony of the different 
stages of acceptance one faces when living with a bleeding disorder. 
He spoke of the child’s incomprehension of the frequent pain that 
accompanies the condition and the pain that occurs when the parent 
gives an infusion of treatment. He described the frustration at being 
prohibited from activities that are risky, yet so stimulating. He talked 
about the social pressure throughout school, to be like everyone else, 
and the resilience many of us develop along the way. The strength 
of character that we develop to overcome all the challenges. The 
courage it takes to accept our condition and the determination to 
prioritize our well-being. He concluded by calling the transition from 
childhood to adolescence the most important step in a patient’s life – 
one that gives him freedom and full control over his condition.

Like many of the Congress sessions, this presentation was 
informative and enlightening and highlighted the roles and 
importance of all those involved in supporting the patient’s 
transition to independence. 
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Living with hemophilia is a journey with many steps and firsts that can be challenging. Diagnosis, 
first treatment, first major bleed, first home infusion, the switch to another product, and so on.
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An inspiring and  
thought-provoking congress
by Bruno-Gil Breton, Montreal, Quebec

he 2018 World Federation of Hemophilia Congress was 
clearly a success on many levels, bringing together more 
than 5,000 people from over 125 countries dedicated 
to hemophilia and other bleeding disorders. Speakers 

and attendees – including physicians, nurses, physiotherapists, 
psychologists, social workers, pharmaceutical industry representatives, 
and patients – were able to exchange knowledge and experiences.

This was my first time attending World Congress and such 
an enriching experience in terms of new insights and new bonds 
I gained as well as new ideas to implement in the Quebec Chapter.

The sessions I attended focused mainly on three areas – medical 
and psychosocial aspects of bleeding disorder care, as well as best 
practices for patient organizations.

Medically, the central focus was on new therapies, particularly 
gene therapy. I’ll leave it to the experts to explain in detail these 
revolutionary therapies which now exist and are about to be 
available in Canada in the near future. What I will say is that it is 
exciting to realize that with these scientific advances, we are on the 
cusp of a medical revolution in treatment of hemophilia A and B. 
These new products have the potential to improve our treatment 
experience, our health status in relation to the impacts of the 
disorder, and certainly, therefore, our quality of life.

The congress made me take a moment to be grateful for all 
of the investment of time, money and scientific effort towards 
research that has led to today’s standards of care and enhanced 
quality of life, which are anticipated to significantly improve over 
the next 20 years. It is both a reminder of the tremendous value 
of funding and donations dedicated specifically to research and of 
the exceptional work of our patient organizations, the Canadian 
Hemophilia Society and its provincial chapters, to safeguard and 
represent the interests of people with hemophilia and other rare 
bleeding disorders. We continue to dedicate our time and funds 
towards finding a cure – we all benefit.

The psychosocial track focused on the impact of a bleeding disorder 
diagnosis on the person affected, on their interpersonal relationships 
and on the lives of family members, as well as the support programs 
offered in various countries. Studies show a link between having a 
chronic health condition and mental health issues, with a greater risk of 
developing a mental disorder, such as depression. Patients may need 
support dealing with their diagnosis emotionally and psychologically, 
and with challenges such as adherence to treatment, acceptance and 
adaptation to comorbidities such as HIV and hepatitis C, management 
of acute pain and bleeds, and chronic issues like joint inflammation 
and damage. Beyond the patient impact and psychosocial needs, 
findings were presented from studies on the emotional and social 
impacts of a bleeding disorder diagnosis on family members and their 

personal lives. Social support and support networks are reportedly 
key factors in an individual’s resilience and ability to cope with difficult 
challenges, providing a system to tap into and access the resources 
needed to move forward.

Several sessions and discussions focused on the work that our 
organizations are doing and allowed us to showcase our successes. 
Among the many ideas and issues raised, three, in particular, 
resonated with me. First, the needs of youth – how to increase their 
involvement in our organizations. Second, modes of communications 
and funding – how to bring them up-to-date to meet current and 
future realities. Last, but not least, the continued effort to further 
include and respond to the needs of people with bleeding disorders, 
beyond the population of males with factor VIII and IX deficiencies – 
particularly women with bleeding disorders, von Willebrand disease 
and other rare bleeding disorders.

Overall, the congress was a rich source for ideas, inspiration 
and networking. It reminds us of the importance of maintaining 
our efforts and activities to safeguard and represent the interests 
of people with hemophilia and other bleeding disorders, so that we 
can access quality treatment as well as innovative therapies with the 
potential to further improve our quality of life. It is also important 
for the Canadian Hemophilia Society and its chapters to continue 
providing our members with support through its educational activities 
and ensure that adequate resources such as psychosocial support 
are available and accessible at bleeding disorder centres. Finally, as 
an organization, it is important to continually improve our practices 
and services to foster greater inclusion and involvement of youth and 
greater representation of all people with bleeding disorders. 

T

www.wfh.org/congress

THE LARGEST
INTERNATIONAL
MEETING FOR
THE GLOBAL
BLEEDING DISORDERS

COMMUNITY

Hosted by / En colaboración con: Organized by / Organizado por:

FEDERACIÓN MUNDIAL
DE HEMOFILIA
2018 CONGRESO MUNDIAL
20-24 DE MAYO

WFH Cong2018 HemoJourn.indd   1 2017-05-29   2:45 PM

www.wfh.org/congress

THE LARGEST
INTERNATIONAL
MEETING FOR
THE GLOBAL
BLEEDING DISORDERS

COMMUNITY

Hosted by / En colaboración con: Organized by / Organizado por:

FEDERACIÓN MUNDIAL
DE HEMOFILIA
2018 CONGRESO MUNDIAL
20-24 DE MAYO

WFH Cong2018 HemoJourn.indd   1 2017-05-29   2:45 PM



Hemophilia Today  August 2018 19

YOUTH FILE

Siblings:	a	different	perspective
by Adam Snow, Lewisporte, Newfoundland and Labrador

grew up going to family camp 
in Newfoundland as our 
family is a member of the CHS 
Newfoundland and Labrador 

Chapter. My mother is a carrier, and two 
of her brothers had hemophilia. My older 
brother was diagnosed at birth with mild 
hemophilia A, and of course when I was 
born I was tested as well but my factor 
levels were completely normal. Growing 
up, I didn’t have to worry about having bleeds, but I was well aware 
and taught about my brother’s condition from the start. I always 
wanted to go to clinic whenever he had a bleed – it was always 
quite an experience for me to actually see him get treatment and 
learn more about bleeding disorders first hand rather than from an 
educational video or pictures. It really opened my eyes further as to 
just how serious this condition can be.

Our family are longtime members of the CHS Newfoundland and 
Labrador Chapter. I grew up going to family camp in Newfoundland, 
starting about age 3, so I really grew into the community. But as 
years went by, the other kids my age who were only siblings or 
friends left camp for multiple reasons. Some said they had “better” 
things to do with their time, some got bored of camp, some felt 
there was no point going anymore as they had no part to be 
involved since they didn’t personally have a bleeding disorder. I 
always had the option to leave, I never had to go to camp, I never 
had to be anymore than just a sibling, but I had no plans of leaving.

It was the summer of 2017 when I became more than just a 
sibling. Involvement in the chapter’s Board of Directors began to 
grab my attention. I realized I could make a difference, and I wanted 
to advocate for the youth within our chapter. I was interested in the 
position of youth director, which my brother had held the years 

prior. I had plenty of knowledge about 
hemophilia; I always made the most during 
pharmaceutical sessions and self-infusion 
workshops and I heard many stories over 
the years from the older members of our 
chapter as well. But perhaps the biggest 
asset that got me elected to the Board of 
Directors was my drive and passion for 
supporting our chapter, especially our 
youth.

I had a vision of how to give more to our youth and what they 
needed. I’ve since helped lead a youth swim session focused on 
how to keep in shape and healthy. I attended the North American 
Camping Conference of Hemophilia Organizations (NACCHO) in 
Phoenix, Arizona, where I met some wonderful people and learned 
some fun activities to implement into our chapter’s family weekend. 
I also really gained a better understanding of bleeding disorders 
care at the international level and of gene therapy at the 2018 World 
Congress in Glasgow, Scotland. My next big goal is to speak on behalf 
of siblings, and share our different perspective.

I could honestly never say I know what an ankle or a muscle bleed 
feels like, but siblings have different perspectives and experiences 
of bleeding disorders that are also valuable. My own perspective 
as a sibling is what drives me to be a voice and advocate for our 
chapter’s youth. I’ve volunteered many hours within our chapter, 
and I know I’m not alone. I know there are siblings out there in 
our community with the same drive and passion to be involved but 
might be discouraged because they are “only siblings.”

I would not want to take anything away from patients sharing 
their experiences, or their opportunities, but I believe we should 
encourage other siblings to get and stay involved and share their 
diverse perspectives and capabilities with their provincial chapters. 

I

Growing up with a bleeding disorder has its ups and downs, whether you have a severe or mild 
condition, factor VIII or factor IX deficiency, von Willebrand disease, platelet dysfunction, or 
any other inherited bleeding disorder – everyone’s story is different. I, however, do not have a 
bleeding disorder; I’m a sibling to someone who has mild factor VIII deficiency and my story is a 
little different from those often heard.
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FOCUS ON RESEARCH

Supporting the DREAM 
with a CARE philosophy
by Kathy Lawday, member of the CHS Research Advisory Committee

t the recent WFH Congress, Dr. Glenn F. Pierce, World 
Federation of Hemophilia, and Dr. Alfonso Iorio, McMaster 
University, stated that proof of principle that gene 
therapy for hemophilia A and B produces a therapeutic 

result has been established.1 There is a precedent for considering a 
cure based on results from liver transplantation but lessons learnt 
here show that joint arthropathy from repeated bleeding remains 
and a target joint may persist and require treatment, but acute 
bleeding generally stops and patients have complete freedom from 
the burden of clotting factor infusions. Gene therapy, it seems, will 
have to be delayed until the liver is mature, so dashing the hopes of 
parents of young children. So for the foreseeable future, the Care 
until Cure philosophy will continue to be a cornerstone in therapy of 
inherited bleeding disorders.

Two of the 2018 research grants are for the study of bone health. 
Dr. Iorio and colleagues will evaluate the burden of bone fracture 
in patients with hemophilia A compared to the general population. 
Osteoporosis is an emerging concern in older patients especially in 
the presence of other comorbidities, and better understanding of 
the burden will enable treaters to allocate the necessary resources 
within hemophilia care. A parallel study by Dr. Michelle Sholzberg 
and colleagues will look at bone health in female symptomatic 
hemophilia carriers who may also be at risk of osteoporosis due 
to bleeding into joints and muscles. This study demonstrates the 
increasing emphasis being given to the care of hemophilia carriers.

Dr. Paula James continues her work in von Willebrand disease 
by investigating why some people experience little in the way of 
bleeding symptoms while others suffer prolonged and excessive 
bleeding. She will investigate the hypothesis that patients with 
Type  1 VWD who have severe bleeding have a lesser capacity to 
respond to stresses on their coagulation system from challenges 
due to menstruation, dental procedures, childbirth or surgery. 
The effects of exercise and desmopressin (DDAVP) on bleeding 
and endothelial cells in patients and healthy controls will also be 

investigated. Dr. Walter Kahr continues his research into the role 
of platelet von Willebrand factor (VWF). Patients with some platelet 
VWF have less severe bleeding problems.

Dr. Manuel Carcao and colleagues continue their work using 
desmopressin compared to exercise in people with mild hemophilia. 
Exercise has been shown to increase factor VIII to a similar extent as 
DDAVP. Further work may demonstrate an additive effect of both 
used together or it may show that people with mild hemophilia do 
not need to receive desmopressin but can exercise with less risk 
of bleeding providing they warm up and thus raise their factor VIII 
levels before sporting activities. Dr. Georges-Étienne Rivard and 
colleagues also plan to study the benefits of moderate intensity 
exercise (cycling) on clotting ability and FVIII levels in adults with 
mild and moderate hemophilia. The results of the study may help 
propose appropriate physical activity, reduce the risk of bleeds and 
improve the health of patients.

Supported by the studentship award, Bushra Sajjad, supervised 
by Dr. Anthony Chan and Jorell Gantioqui, continues the 
investigation of the structure of blood clots in hemophilia patients 
treated with blood thinners that was the focus of research by 
Rachelle Li in 2017. Results of these studies will help balance the 
risk of clotting due to factor replacement with the risk of bleeding 
in patients who are already more susceptible to bleeding.

Social workers take a holistic approach to the challenges 
faced by people with hemophilia and their families. Patient-
focused research such as HERO and PROBE has highlighted pain 
management as an important aspect of care and social workers 
look to explore how they can help their clients assess and manage 
pain. On behalf of a working group of Canadian Social Workers in 
Hemophilia Care (CSWHC), Jennifer King will examine social worker 
pain education needs for bleeding disorder treatment centres and 
so provide best care for their clients.

In summary, this CARE philosophy is the motivation for all of the 
researchers in our Canada-wide network of treatment centres. 

A

1 Pierce GF, Iorio A. Past, present and future of haemophilia gene therapy: From vectors and transgenes to known and unknown outcomes. 
Haemophilia 2018;24(Suppl 6):60-67. https://doi.org/10.1111/hae.13489.

For many years a cure for hemophilia has seemed a dream – a dream the CHS has believed in and 
supported through the Hemophilia Research Million Dollar Club funding of the Dream of a Cure 
Research Program. 
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Detailed descriptions of all the funded research projects  
are available at www.hemophilia.ca/research.

CHS Dream of a Cure  
Research Program
Supporting research towards improving the quality of life for people with inherited bleeding disorders and finding a cure have been 
goals of the Canadian Hemophilia Society (CHS) since it was founded in 1953. Since 1990, through funds provided by the Hemophilia 
Research Million Dollar Club and the CHS, the CHS provides basic scientific research grants and studentships aimed at developing 
treatments for inherited bleeding disorders and finding a cure.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2018.

VWF in megakaryocytes and the role of platelet-VWF in VWD
Dr. Walter Khar
Hospital for Sick Children – Toronto, Ontario

Evaluation of the burden of bone fracture in patients with hemophilia A:  
a population-based study
Dr. Alfonso Iorio
McMaster University – Hamilton, Ontario

The hemostatic stress response: Do differences explain phenotypic variability 
in VWD?
Dr. Paula James
Queen’s University – Kingston, Ontario

STUDENTSHIP

A scanning electron microscope study of clot ultrastructure of coagulated  
factor VIII deficient-plasma in the presence of anticoagulants
Bushra Sajjad
National University of Ireland, Galway
Under the supervision of Dr. Anthony Chan and Jorell Gantioqui, McMaster University – Hamilton, Ontario

The CHS/Novo Nordisk Canada Psychosocial  
Research Program
The CHS/Novo Nordisk Canada Psychosocial Research Program was created to engage hemophilia program professionals/graduate 
students from the allied health disciplines (i.e. nursing, physiotherapy and social work) in research activities addressed to understanding 
the psychosocial impact of hemophilia and other inherited bleeding disorders and to improve the quality of life of people and families 
whose lives are affected by these disorders. The research grants are made possible thanks to generous financial support from Novo 
Nordisk Canada.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2018.

Pain assessment and treatment in bleeding disorders: 
The need for social work specific education
Jennifer King, BSW RSW (SK)
Saskatchewan Health Authority – Saskatoon, Saskatchewan
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The	CHS/Pfizer	Care	Until	Cure	Research	Program
The Care until Cure Research Program, established in the year 2000 and funded by Pfizer, allows Canadian investigators to conduct 
research on various medical and psychosocial aspects of bleeding disorders. Grants are given for clinical research, including outcome 
evaluation, in fields relevant to improving the quality of life of people with hemophilia, von Willebrand disease or other inherited 
bleeding disorders, people with related conditions such as HIV or hepatitis C, as well as carriers of an inherited bleeding disorder.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2018.

Canadian Hemophilia Management in the Perinatal Setting (CHiMPS)
Dr. Paul Moorehead
Janeway Children’s Health and Rehabilitation Centre – St-John’s, Newfoundland and Labrador

DDAVP vs exercise in patients with mild hemophilia A – which is better and do they 
work synergistically in improving hemostasis?
Dr. Manuel D. Carcao
Hospital for Sick Children – Toronto, Ontario

Bone health in symptomatic carriers of hemophilia A
Dr.	Michelle	Sholzberg
St. Michael’s Hospital – Toronto, Ontario

Effects of two bouts of acute moderate-intensity exercise, repeated six hours apart, 
on hemostatic parameters in adult subjects with mild and moderate hemophilia A
Dr. Georges-Étienne Rivard
CHU Sainte-Justine – Montreal, Quebec

Launch of a new research program  
on ageing with hemophilia

he Canadian Hemophilia Society – Bayer – ADVANCE 
Canada Research Program newly created this summer 
is set to engage Canadian hemophilia caregivers in 
activities to identify and research key issues in the ageing 

hemophilia population.
Life expectancy for people with hemophilia has improved with 

advances in treatment and is now approaching that of the general 
population. The growing population of older people with hemophilia 
will therefore increasingly face age-related morbidities such as 
cardiovascular diseases, malignancies, liver disease, and bone and 
joint related disease, as well as the lifestyle and psychosocial factors 
that accompany and predispose to many of these conditions. Little is 
known about how to manage cardiovascular disease, cancer, dementia, 
and other age-related diseases in the older hemophilia population. 

Recognizing the importance of how age-related diseases might affect 
people with hemophilia, the goal of the new research program is 
to support research that will help inform how management and 
treatment should best be adapted for people ageing with hemophilia.

A first one-year edition of the research program will begin this 
fall and we hope that it will become an ongoing research program 
for the coming years. For more information, please visit our 
webpage at www.hemophilia.ca/research-chs-bayer-advance-
canada-research-program. – M.L. 

T

FOCUS ON RESEARCH
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Norman Locke
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

The Hemophilia Research Grants Review Committee, under the chairmanship of Dr. Manuel Carcao, met earlier 
this year and announced the 2018 grant recipients for the CHS Dream of a Cure Research Program. Descriptions of 
the projects can be found on the CHS website at www.hemophilia.ca/chs-dream-of-a-cure-research-program. 
These grants total $226,570 and were made possible by funding provided by the Hemophilia Research Million Dollar 
Club (HRMDC) and the Canadian Hemophilia Society (CHS). The HRMDC and the CHS have provided over $4.5 million 
towards hemophilia research in Canada since 1991 by supporting over 40 research projects and 33 studentships. This 
has made such a difference in quality of life for people with inherited bleeding disorders.

We have always depended on our hemophilia community – the provincial chapters, individuals, families and diverse 
groups – which has provided financial support since the Club’s inception in 1984. In 2017, CHS chapters and members 
collectively raised over $82,500 to increase the capital of the endowment fund. An additional $71,548 (including a 
$50,000 matching gift from the CHS) was directed towards current research.

I would like to stress how important it is to fund current research. With interest rates as low as they are, the return 
rates alone on the endowment fund barely cover one grant and each year we turn down many projects for lack of 
funding. As YOU and your family depend on RESEARCH, RESEARCH also depends on YOU. The most effective way 
you can help bleeding disorder research in Canada is by supporting the HRMDC. To make a contribution, please 
contact Joyce Argall at the CHS national office (1-800-668-2686, jargall@hemophilia.ca) or visit the GET INVOLVED/
TO SUPPORT US section of the CHS website.

As is our custom, we are pleased to acknowledge in Hemophilia Today our members and donors who truly understand 
that the Hemophilia Research Fund is our fund. The complete list of Voting Members, Non-Voting Members, Honorary 
Members and Honorees who have supported the HRMDC since 1984 appears on the following pages. Our heartfelt 
thanks to all of you for your generosity! 

REPORT FROM THE CHAIR
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VOTING MEMBERSHIPS
Ken, Darlene and Tony Poyser
Terry Douglas
Lynne Kubin and Family
C. Kang Tan
Mr. and Mrs. Joe Laxdal
Audrey Irene Saigeon
Poyser, Schultz and Glass
Hemophilia Ontario
Manitoba Chapter
The Isaacs
Northern Alberta Region
Toronto and Central Ontario Region
Ray and Helen Poyser
Nova Scotia Chapter
Central West Ontario Region
British Columbia Chapter
Dr. and Mrs. Ron George
Desharnais-Pépin Family
Hemophilia Saskatchewan
Marcel and Aline Lafrance
Estate of Mary Ann Olson
Shaun Aaron Bernstein
Mrs. R.W. Rudd
Mrs. Pat Laxdal
Alex, Ken Little and Lisa Sorrenti-Little
Dr. Martin Inwood
Enid and Douglas Page
Poyser, O’Shaughnessy and CHS
Susan Anderson

In memory of Dorothy Kidd
Ken Hanna
Glass Family
Clam Chops c/o Lois Lindner
DWK Enterprises
Blanche Summers

In memory of Stuart Johnson
Quebec Chapter
Southern Alberta Region
North Western Ontario Region
Estate of Janet Rudd
New Brunswick Chapter
G.W. Cooper Family
North Eastern Ontario Region
Aurore Mercure Fournier
Northern Alberta Region

In memory of Frank Schnabel
Art and Leona Olson
O’Shaughnessy–Molina
Ian and Gail Austin (Jeff and Tim Austin)
Canadian Hemophilia Society
Ottawa and Eastern Ontario Region
South Western Ontario Region
Clam Chops II (Dr. Gerry Growe,  

Lois Lindner, Diane Rudd, 
 George Stephenson, Cheong K. Tan)

Frank Bott and Family
In memory of Gregory Bott

Jamie Hill
L. Faye Stephenson
Ottawa and Eastern Ontario Region

In memory of Shawn Duford
British Columbia Chapter

In memory of John Crooks
Northern Alberta Region

In memory of Ken Poyser
Dr. Anthony K. C. Chan
D’Fana-Blanchette Family
George Stephenson, Frank and  

Helen Jackman, L. Faye Stephenson
Scott MacDonald and Noise Solutions

In honour of Carter Ruklic
Northern Alberta Region

In honour of Jack Spady
Northern Alberta Region

In honour of Wilma McClure
Ian Austen

In memory of Jeff Austen
Tony, Jennifer, Jordan and Dylan Poyser

In memory of Ken Poyser
Friends and Family of Carter Ruklic
Newfoundland and Labrador Chapter
Northern Alberta Region

In honour of Dr. John Akabutu
Northern Alberta Region

Plot to Clot 2012
Northern Alberta Region

In memory of Irene and  
Martin McPherson

Alberta Chapter
Plot to Clot 2013

Sharon Guralnick
Alberta Chapter

In memory of Catherine Hordos
In memory of Irene and  
Martin McPherson

Quebec Chapter
In memory of David Pouliot

Newfoundland and Labrador Chapter 
In memory of Dr. Chau Matthew Nguyên

Alberta Chapter
 Plot to Clot 2015
 In honour of Dan Wilson
 In honour of Juanita Pickerl
 In honour of Sandra Hanna
 In honour of Catherine Hordos
 In honour of Susan Anderson
 In honour of Lisa Little

Newfoundland and Labrador Chapter
 In honour of Charlotte Sheppard and 

Keith Mercer

NON-VOTING MEMBERSHIPS
Dr. S. K. Ali
Montreuil Family
Normand Campeau
Ralph Murray
Jacques D. Fournier
David Page
John Fulton
Robert C. Pedersen
Claire B. Gagnon
Quebec Chapter
Mrs. B. Rose
Donat and M-Paule Gendron
Claire and Éric Roussin
Glenys and Ed Gurney
Savoie Family
Rev. Stephen H. Hill
Elon O. Scott
Jo-Ann Kubin
Blanche Summers
Ghislaine Landreville
Bernice and Henry Triller
Ferdinand Labonté

In memory of Luc Labonté
Oliver Tulk Family
Jean-Guy Lavigne
Anthony and Maxime Veilleux
Antoine L’Hérault
Joseph Waldner
Louise Mainville
Lionel Mercier
Susan E. Anderson
Guy-Henri Godin
Jamie Hill
David L. Holmes
François Laroche
Elaine Reid

In memory of Marvin Louis Olson
Friends and Family of Mary MacLeod
Nova Scotia Chapter

In memory of Martin Bott
Dr. and Mrs. Ron George

In memory of Dr. Barry Isaac
In memory of Cecil and Pat Harris

Friends and Family of Dr. Barry Isaac
In memory of Dr. Barry Isaac

Dr. David Lillicrap
Margaret Cracknell

In memory of George Forbes-Bentley
Godin Family: Fernande, Donald and  

Guy-Henri
Northern Alberta Region
British Columbia Chapter

In memory of Captain Dick Rudd
Catherine Hordos

In memory of Andras J. Hordos

Volunteers from the 1st Annual Road
 Hockey Tournament

In honour of Trevor Sauvé and  
Jaime Villeneuve

Friends and Family of Marjorie 
Calderwood
In memory of Marjorie Calderwood

Tanya and Flavio Antenucci
In honour of Andris Antenucci

Dr. Bruce Ritchie
Ken Poyser

In honour of his “Angel” Darlene Poyser
Jeff Beck

In honour of his “Angel” Heather Moller
Tom Alloway

In honour of his “Angel” James Beckwith
David Page

In honour of his “Angel” Patricia Stewart
Craig Upshaw

In honour of his “Angel” Gayle 
Achtymichuk

James Kreppner
In honour of his “Angel” Antonia Swann

Tony Niksic
In honour of his “Angel” Loretta Niksic

Dr. and Mrs. Ron George
In honour of their “Angels”
Dr. Martin Inwood, Dr. Irwin Walker,
Dr. J. Cranby, and the hemophilia 
nurse coordinators

Blanchette-D’Fana Family
In honour of their “Angel” Kevin 
Blanchette

Can-Ital Ladies Society
Ottawa and Eastern Ontario Region

In memory of Michel Frank
Frank Bott

In memory of Martin and Gregory Bott
David Page

In honour of his “Angel” Julia Page
Maureen Griffith

In honour of her “Angel” Amy Griffith
Catherine Bartlett and Dave Halliday

In honour of their “Angel” Iris Halliday
In honour of their “Angel” Poppy  
Marie Halliday

Joan and Murray Kinniburgh
In honour of Benjamin and  
Nathan Gray

Ottawa and Eastern Ontario Region
In memory of John Wilson

Newfoundland and Labrador Chapter
Dimart Foundation

In honour of Alexander Mark Ernst
Elaine Dorothy Archibald and 
 Guy-Henri Godin

FOCUS ON RESEARCH
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Kevin Bryar
In honour of his “Angel” Manny Bryar

Care Industries
In honour of their “Angel” Manny Bryar

Wayne Wright (Red Deer Oil Tool Ltd.)
In honour of his “Angel” Manny Bryar

Bill Flaws (Zone Completions Ltd.)
In honour of his “Angel” Manny Bryar

Dr. Ron and Leni George
Plot to Clot and Carter’s Quest for  
a Cure

Alberta Chapter
Carter’s Quest for a Cure (2013 & 2014)

Murray and Ruth Richards
In honour of their “Angel” Daryl

Georges O’Shaughnessy
In memory of Bernadette 
Prud’homme-O’Shaughnessy

A-Line Furniture and Appliances 
In honour of Jayden Lockhart

AW Peterson Memorial Fund
 In memory of Andrew Peterson

HONORARY MEMBERSHIPS
Frank Bott and Family
Canadian Hemophilia Society
British Columbia Chapter
Southern Alberta Region
Northern Alberta Region
Manitoba Chapter
New Brunswick Chapter
Newfoundland and Labrador Chapter
Nova Scotia Chapter
Prince Edward Island Chapter
Quebec Chapter

Hemophilia Saskatchewan
Hemophilia Ontario
Hemophilia Ontario

On behalf of the Maynard Family
Central West Ontario Region
North Western Ontario Region
Ottawa and Eastern Ontario Region
South Western Ontario Region
Toronto and Central Ontario Region
Toronto and Central Ontario Region

On behalf of the estate of  
Ann Lois Brown

Tom and Marvin Olson
Francine O’Meara
Bert and Joan Rebeiro
Candace Terpstra
Carter’s Quest for a Cure

HONOREES
Dr. Agathe Barry
Gisèle Bélanger and her team
Lorraine Bernier and her team
Helen and Hunter Bishop
In memory of Martin Bott
In memory of Ann Lois Brown
Dr. Robert Card, Caryl Bell and 
 Elena Kanigan
Comprehensive Care Team of 
 Southern Alberta
Kathy Conliffe
In memory of Clifford Roy Crook
Ray and Pat Daniel
In memory of Ken Daniel
In memory of Ray Daniel
Dr. Barry L. DeVeber

Bill Featherstone
In memory of Raymond Joseph 

Fontaine
For persons with hemophilia  

who have died from AIDS “So We 
Never Forget”

Pierre Fournier
In memory of Robert Gibson
Muriel Girard and her team
Dr. Gerry Growe
In memory of Frank Haslam
Ann Harrington
In memory of Glen Michael Hofer
Dr. Martin Inwood
Dr. François Jobin
In memory of Stuart Johnson
Family of David Joy
Marie Jutras
Dr. Garner King and Dr. John Akabutu
In memory of James Kreppner
Dr. Nathan Kobrinsky
In memory of Bradley Koloski
In memory of Charles Joseph C. J. Kubin
In memory of Barry Waines Kubin
In memory of Edward Kubin
Normand Landry Family
In memory of Pierre Latreille
In memory of Bill Laxdal
Dr. Mariette Lepine and her team
In memory of James “Jimmy” Alan Love
In memory of Gary MacLean
In memory of Dr. Douglas, Mark,  

Paul and Norine Maynard
In memory of Art Olson
In memory of Ray O’Meara

Bob O’Neill
Ottawa and Eastern Ontario Region
Dr. Mohan Pai
John Peach
Persons with hemophilia from South 

Western Ontario Region
Paulien Peters and Duncan Conrad
Gary N. Petrick
In memory of John Poole
Ken Poyser
Ray Poyser
In memory of Allan E. Quartermain
In memory of Brian Rebeiro
In memory of Darryl Rebeiro
Dr. Georges-Étienne Rivard
Joyce Rosenthal and Lois Bedard
Carter Ruklic
In memory of Howard Sayant
Dr. Brent Schacter
In memory of Kenneth Shewchuk
In memory of Frank Schnabel
Marthe Schnabel
In memory of Glen Sprenger
In memory of John Strawa
Dr. Hanna Strawczynski
Frank and Candy Terpstra
In memory of Frank Terpstra
In memory of Troy Christian 

Trépanier
Dr. Chris Tsoukas
In memory of Neil Van Dusen
Dr. Irwin Walker
Barbara Webster
Glen Webster

We would like to thank all those who made donations:

In honour of David Auld, William Bartlett, Rashpal Bhogal, Connor Blicker, Manny Bryar, Marjorie Calderwood, Lynn Christie, 
Dan Doran, Alexander Mark Ernst, Dr. Ron George, Benjamin Gray, Darryl Gray, David Gray, Nathan Gray, Phyllis Gray, Joan 
Kinniburgh, Murray Kinniburgh, Victoria Kinniburgh, Carrie Ku, Jayden Lockhart, Stephanie Lucas and Frank Driscoll, Mary 
MacLeod, Alden Mueller, David Page, Carter Ruklic, John Schmitke, Greg Whitaker, Paul Wilton.

In memory of Ray Abate, Norman Babinec, Gordan Battah, Richard Bennet, Joan Borle, Frank Bott, Martin Bott, Marjorie 
Calderwood, Ian Cale, Michael Conliffe, Shawn Duford, Carole Evans, George Forbes-Bentley, John Fulton, Theodore Gierys, 
Jacqueline Hébert, Marilyn Hewson, Reverend Stephen Hill, Dr. Barry Isaac, Ursula Johnson, Colleen Kiberd, James Kreppner, 
Tyler Lambert, William Lindner, Brian Lucas, Hazel MacDonald, Michele Muench, Bill Nette, Art Olson, Leah O’Neil, Sylvia 
Ozubko, Douglas Page, Enid Page, Clayton Petrick, John Plater, Ken Poyser, Edith Thurston, Neil Van Dusen, Odas White.

We would also like to thank our numerous additional donors who each year express their confidence by contributing to our 
yearly appeals or supporting activities organized by individuals, chapters and regions.
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SOCIAL WORKERS FACE-TO-FACE

Bright IDEAS: problem-solving skills 
training for everyday living
by Hulda Niv, MSW, RSW, Southern Alberta Bleeding Disorders Clinic, Alberta Children’s Hospital

he diagnosis of hemophilia can be extremely stressful and even traumatic for parents who must face the significance of the 
diagnosis and learn to provide for their child’s many health care needs while continuing to forge ahead with normal family life 
and daily activities. All caregivers face distress and most of us do not function as well when facing major challenges. It is known 
that family functioning and social support are important predictors of adjustment and that better-adjusted parents are better 

advocates for their children.
In March 2018, several social workers at the Alberta Children’s Hospital including myself at the Southern Alberta Bleeding Disorder 

Clinic, participated in Bright IDEAS training.
The Bright IDEAS approach has been shown to increase problem-solving abilities in caregivers of children recently diagnosed with 

cancer. These improved coping skills lead to improved mood, and fewer symptoms of depression and post-traumatic stress disorder.
Bright IDEAS was first introduced in the United States and has been 

supported by multiple awards from the National Cancer Institute. It is a tool 
derived from evidence-based research. As of March 2017, over 1,200 mothers 
(caregivers) had participated in various research studies verifying the positive 
impact of Bright IDEAS; problem-solving skills improve and distress lessens.

Bright IDEAS is a five-step cognitive-behavioural intervention that can be 
used in many settings to address distress. It is designed to empower individuals 
to manage adverse situations by using constructive coping strategies. The 
model is a structured paper-and-pencil session and establishing rapport 
before proceeding is essential. Brainstorming is used to provide multiple 
opportunities for practice and reinforcement as to how to solve a problem.

Since the training, Bright IDEAS has shown to be useful in my practice 
and interactions with parents who face many additional life challenges 
when their child is diagnosed with hemophilia.

Thus far, parents’ feedback has been positive. Some caregivers reported 
using the tool’s structured method for problem-solving, to name their 
challenges, analyze them and rethink solutions. Other parents reported that 
Bright IDEAS encouraged them to develop new strategies and seek solutions.

To further explore Bright IDEAS, health care professionals, parents and 
patients are encouraged to visit the website open.learnbrightideas.org. 

T

PROBLEM-SOLVING STEP #1: I = Identify the problem  
  (what is the challenge?)

PROBLEM-SOLVING STEP #2: D = Define your options

PROBLEM-SOLVING STEP #3: E = Evaluate your options and choose  
  the best for you

PROBLEM-SOLVING STEP #4: A = Act out your choices

PROBLEM-SOLVING STEP #5: S = See if it worked
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THE BLOOD FACT  R

by David Page, CHS National Executive Director

The Canadian Hemophilia Society made submissions to 
Quebec’s Direction de la biovigilance et de la biologie médicale (on 
June 6) and to Canadian Blood Services (on June 13) requesting an 
accelerated Health Technology Assessment (HTA) of emicizumab 
with the goal of a positive reimbursement decision and availability 
of the drug before the end of 2018.

Emicizumab is a monoclonal antibody that mimics the 
role of factor VIII in the coagulation cascade. This extremely 
promising therapy was approved earlier this year for patients 
with hemophilia A and inhibitors by the United States FDA and the 
European Medicines Agency. Health Canada regulatory approval 
is expected this summer; however, the process to decide whether 
or not to reimburse the drug through CBS and Héma-Québec is 
scheduled to take 12 months at a minimum and could take longer. 
This timeline is unacceptable for patients.

The CHS submission contains research data showing the 
dramatic decrease in bleeding afforded by emicizumab, the 
improvements in quality of life, including testimonials by Canadians 
receiving the drug in clinical trials or for compassionate reasons, 
and an economic model that shows important cost savings for 
the health system. Indeed, every month of delay in introducing 
emicizumab will cause needless pain and suffering and will cost 
the Canadian health system approximately two million dollars. The 
submission describes the rapid introduction of emicizumab as a 
“win/win/win.” Paul Wilton, CHS President, outlined the CHS case in 
front of the CBS Board of Directors on June 27.

HTA reviews of emicizumab by Quebec’s Institut national 
d’excellence en santé et en services sociaux and by CBS, in collaboration 
with the Canadian Agency for Drugs and Technologies in Health, 
are either underway or about to begin.

The Expert Panel on Immune Globulin Product Supply and 
Related Impacts in Canada released its final report in May.

The Panel, chaired by Dr. Penny Ballem, former Deputy Minister 
of Health for British Columbia, and vice-chaired by Dr. Francine 
Décary, former President/CEO of Héma-Québec, engaged a wide 
range of experts and stakeholders including patient organizations 
and health provider groups in Canada, the two blood operators in 
Canada, a range of international experts in regulation and public 
policy related to the blood sector, and Canadian and international 
fractionation industry representatives.

The 185-page report made no recommendations but reported 
comprehensively on a wide range of issues, a few of which are 
mentioned here:
 Canada’s long-term ability to ensure the ongoing supply of 

immune globulins for Canadians;
 the very significant changes which have occurred over the last 

20 years in response to the tainted blood tragedy;
 the growing international concern about the high global 

dependency on the United States for the collection of source 
plasma;

 the rigorous quality programs that enhance the safety of immune 
globulins and other plasma-derived proteins, leading to a perfect 
safety record over two decades;

 patients’ and their representative organizations’ major concern 
being not the issue of using paid donors but rather assuring an 
adequate supply of plasma for patients needs;

 recognition that “voluntary/volunteer” and “paid” are imperfect 
terms to differentiate donors;

 realization that incentives are going to be needed to sustain 
engagement and commitment of both blood and plasma donors;

 a strong consensus that Canada needs to make a much more 
significant contribution to the collection of source plasma;

 the conclusion that there is no compelling data to suggest that 
expansion of source plasma collection—whether with paid 
or unpaid donors—has negatively impacted the whole blood 
collection, but that this is an issue that requires ongoing oversight 
and vigilance.

A summary of the report is available at: www.canada.ca/en/
health-canada/programs/expert-panel-immune-globulin-
product-supply-related-impacts-canada.html. 

 CHS	asks	for	accelerated	HTA	review	of	emicizumab

 Health	Canada	releases	final	report	 
on immune globulin supply
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On June 1, in Quebec City, the Canadian Hemophilia Society was very proud to host , the 2nd Canadian conference on 
bleeding disorders in women, presented by CSL Behring. The medical presentations can be described as high level information and most 
relevant. More than 150 health care providers, industry partners and patients came together to learn, share, network, debate, question 
and educate. The CHS would like to express its appreciation to Pam Wilton and Dr. Rochelle Winikoff for their remarkable leadership as 
the  co-chairs. The following pages will give you a glimpse of what was said, heard and seen. – C.R. 

 

The conference’s presentations are available as webcasts on the CHS YouTube channel at 
www.youtube.com/user/CanadianHemophilia.
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Improving care for women  
with bleeding disorders
by Joanna Halliday, Stony Plain, Alberta

n beautiful Quebec City on the first day of June, 
hematologists, nurses, social workers, physiotherapists, 
gynaecologists and obstetricians gathered to participate 
in , the 2nd Canadian conference on 

bleeding disorders in women. 
 co-chairs Pam Wilton and Dr. Rochelle 

Winikoff along with the planning committee designed the event 
to update the medical community on the advancements made 
since the 2012 conference and address current issues facing 
women with bleeding disorders (WBD). Dr. Winikoff opened the 
day with a session titled Overview of what we know and what we don’t 
know in WBD. Throughout the day many interesting presentations 
followed, including Management of iron deficiency by Dr. Michelle 
Scholzberg and Emergency management of heavy menstrual bleeding 
by Dr.  Mary Anne Jamieson. The conference then took a very 
interesting approach with a debate on the question: What should 
we call a woman or girl who carries the gene for hemophilia? The 
debate featured three rounds, with nurses, physicians and patients 
presenting their viewpoints. For me, the most interesting round 
was debated by the Van Dusen sisters – they brought a very unique 
perspective on what to call hemophilia carriers. You can read more 
about these wonderful members from the Nova Scotia Chapter in 
the Our Stories section of this issue of Hemophilia Today.

The afternoon featured several medical sessions as well as 
break-out sessions. The most relevant session for chapters and 
members was Health care delivery models for women and girls with 
bleeding disorders. This panel session began with David Page 
presenting a recent national survey of the WBD clinics across Canada 
that was developed by the  planning committee. 
This survey focused on what services for WBD are offered in each 
bleeding disorder treatment centre (HTC) in Canada. The survey 
revealed that hematologists and nurses are common in WBD clinics 
but access to an obstetrician-gynaecologist (OB-GYN) is still lacking 
in many centres across Canada. Overall, HTCs reported that the 
WBD clinics have improved patient quality of life and that advancing 
care for women with bleeding disorders is a priority for their centres 
but there remains a shortage of resources, lack of proper staffing 
allocation, and an absence of available appointments.

Next on the panel, Dr. Michelle Scholzberg presented How to 
successfully set up a WBD clinic in 2018: Focus on patient empowerment. 
St. Michael’s Hospital has focused on patient-centred care to 
ensure that patients have access to care and tools so that they can 
be self-advocates – well informed, in control of their care, and able 
to advance their own care. Dr. Scholzberg spoke of several WBD-

related studies at their clinic including their involvement in the Let’s 
Talk Period project (www.letstalkperiod.ca). 

Dr. Catherine Taillefer then presented Advantages and 
disadvantages of virtual multidisciplinary clinics – will they stand the 
test of time? The aim of virtual clinics is to improve access to care 
and services. The CHU Sainte-Justine, a pediatric hospital affiliated 
with the Centre hospitalier universitaire de l’Université de Montréal, 
faces physical location challenges as their many departments 
are spread over a large campus. The virtual clinic helps connect 
patients with the multidisciplinary team and supports professional 
efficiency. Virtual clinics are not without their challenges though as 
breakdowns can occur due to the virtual clinic’s non-direct form of 
consultation or communication. These issues can be addressed by 
instituting weekly multidisciplinary meetings and keeping the more 
complicated patients in their traditional clinical program.

Lisa Thibeault, hemophilia nurse coordinator at the Kingston 
Health Sciences Centre, presented on the challenges faced by 
nurse coordinators; and Nicole 
Warren concluded the panel 
with a talk on redefining the 
roles of physiotherapists in 
WBD clinics.

One of my favourite parts 
of the day was the keynote 
address by Dr. Andra H. 
James, who is often thought 
of as a rock star in the WBD 
community. Dr. James is the 
founding president of the 
Foundation for Women & Girls 
with Blood Disorders (www.
fwgbd.org) and recipient 
of the Hemostasis and Thrombosis Research Society Lifetime 
Achievement Award. In her presentation, On being a woman with 
a bleeding disorder, Dr. James described her career and the patients 
who influenced her path in hematology and ultimately become a 
warrior for women. She also spoke about her surprising diagnosis of 
von Willebrand disease and how it changed her practice of medicine. 
It was a wonderful experience to hear Dr. James speak in person.

Conferences of this type where medical professionals can 
collaborate, share their research, and learn about the latest 
research and practices in women’s bleeding disorders not only 
furthers my care but the care for my two young daughters with 
VWD, and all women of the bleeding disorder community. 

I

Dr. Andra H. James
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SESSION 1
Bleeding assessment tools in caring for 
women with bleeding disorders – What’s new 
for patients and clinicians? (Dr. Paula James)
by Patricia Stewart, La Durantaye, Quebec

et’s Talk Period
While studies show that as many as 1 in 1,000 people 

in Canada (37,000) have symptoms of bleeding disorders 
serious enough to require medical care (the vast majority 

are cases of VWD), only 4,000 of these people are registered in a 
bleeding disorder treatment centre. Due to gynaecological and 
obstetrical bleeding challenges, the majority of these cases are girls 
and women. However, numerous barriers to diagnosis still exist, 
including a lack of understanding of normal vs. abnormal menstrual 
bleeding, the discomfort of discussing heavy menstrual bleeding and 
a lack of resources to carry out diagnostic testing.

During the recent  conference in Quebec City, 
Dr. Paula James, hematologist at Kingston Health Sciences Centre and 
researcher at Queen’s University, presented the evolution of Bleeding 
Assessment Tools (BAT) for women from 2005 to the present. The 
goal of the BAT is to standardize and quantify a menstrual bleeding 
history and generate a bleeding score that can be used as an initial 
screening tool for girls and women. BATs have gone from physician-
led questionnaires taking over 40 minutes to patient-controlled 
screening formats, including the Self-Bleeding Assessment Tool 
(Self-BAT) developed by Dr. James and her team at Queen’s University, 
which can be completed online by the patient in 5 to 10 minutes. 

The Let’s Talk Period website, launched in May 2016, provides 
information about heavy menstrual bleeding, and includes the 
Self-BAT questionnaire. To date, people from 128 countries have 
accessed this site with 
over 35,000  pageviews. 
The program is online 
at letstalkperiod.ca, on 
Facebook and Instagram. 
The Self-BAT questionnaire 
is available in both English 
and French. 

High School Outreach Program
Following the success of the Let’s Talk Period website, Dr. James 

and the team at Queen’s University developed a High School 
Outreach Program designed to educate and stimulate conversations 
with Grade 9 girls about menstruation, abnormal bleeding, genetics 
and inherited bleeding disorders. At this point, most girls have just 
started or are about to start their menstrual periods. The goal is 
to help increase awareness around the signs and symptoms of 
bleeding disorders in women and girls. Presentations are given 
by trained nurses. You can learn more about this program at 

letstalkperiod.ca/periods-perplexing-
situations. As a follow-up to this 
initiative, a Self-BAT is being designed 
specifically for young teens.

Hemophilia Carriers Sisters Program
The most recent ongoing study by 

Dr. James and the Queen’s team is the 
Hemophilia Carriers Sisters Study. 
The purpose of the study is to compare 
the bleeding scores of female carriers 
of hemophilia  A or B with their non-
carrier sisters and female relatives. 
Subjects must be over 18 years of age 
and a written consent is required. 
Participants must be actively involved 
for the duration of the study. For more 
information, contact Julie Grabell at 
grabell@queensu.ca.  

L

Dr. Paula James
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SESSION 1
Quality-of-life issues in menorrhagia and women  
and girls with bleeding disorders – A look beyond  
what meets the eye (Dr. Sue Robinson)
by Patricia Stewart, La Durantaye, Quebec

r. Sue Robinson, hematologist at the IWK Health Centre 
in Halifax, began her presentation on Quality-of-life 
issues for women living with bleeding disorders with the 
evolution of Quality-of-Life (QoL) assessment tools. In 

the 1990s, health-associated QoL assessments focused on how 
the patient perceived his or her medical condition. Then, disease-
specific QoL tools identified issues unique to specific conditions 
including changes in treatment or disease-specific complications. 
Today, QoL assessment tools are developed to deal not only with 
the physical aspects of a disease but also the related psychosocial 
effects. Questions cover various facets of a person’s life including 
physical pain, overall health, energy levels, social functioning, 
emotional impacts and mental health.

Girls and women living with a bleeding disorder have numerous 
health challenges caused by heavy menstrual bleeding (HMB), which 
can begin at menarche and lead to a high risk of iron deficiency and 
anemia throughout their reproductive years right into menopause. 
The prevalence of heavy menstrual bleeding in von Willebrand 
disease (VWD) patients is in the range of 74 to 100 per cent, and 
57  per cent in hemophilia A and B carriers. Symptoms of iron 
deficiency anemia include fatigue, weakness and lack of energy.

Along with heavy menstrual bleeding, women can also experience 
other gynaecological problems such as postpartum bleeding, ovarian 
cysts, endometriosis and fibroids. While these conditions also occur 
in the general population, the added challenge of a bleeding disorder 
compounds the problem. Females also experience problems 
common to males with bleeding disorders, such as hematomas, 
dental bleeding, epistaxis, gastrointestinal bleeding and joint bleeds.

While HMB can cause major physical problems, it also engenders a 
number of psychosocial complications. In a 2008 review of 18 studies 
assessing hemophilia-related quality of life (HRQoL) in women with 
bleeding disorders and HMB, all reported poorer scores in all domains 
compared to the general population. Heavy menstrual bleeding has an 
impact on many facets of everyday life for many women with bleeding 
disorders including family, physical health, work life, psychological 
health and social life.

Heavy menstrual bleeding can engender the anxiety of 
social embarrassment due to leaking through clothing and the 
unpredictability of bleeding. Women develop routines and rituals in 
preparation for monthly bleeding and must always be “prepared” for 
bleeding to occur, not only physically by buying sanitary products, 

but also mentally by making plans to avoid certain activities during 
their menstrual period, by bringing extra clothes along with them 
and by ensuring they are close to a bathroom.

In a comparison of males to females with VWD, women were 
more emotionally impaired and experienced more pain and 
negative thoughts. One hemophilia-related quality-of-life (HRQoL) 
questionnaire for women with VWD shows that 50 to 86 per cent 
of those with Type 1 VWD have menstrual pain. Other studies show 
that 38 to 47 per cent of women with VWD have significant loss of 
time from work and school and that women with VWD have less 
post-secondary education compared to the general population. 
Heavy menstrual bleeding, especially the prolonged duration of 
menstruation, was inversely correlated with HRQoL, which may be 
due in part to iron deficiency. Women with HMB reported a HRQoL 
score that is the same as hemophilia patients with HIV infection.

Dr. Robinson presented a study taking place at the IWK Health 
Centre whose goal is to create an adolescent version of the 
Menstrual Bleeding Questionnaire (aMBQ). Phase 1 of the aMBQ 
project began in 2016 with 60 participants and recruitment for 
the Phase 2 validation process is expected to begin this month. 
The main themes raised by the participants were concerns about 
breakthrough bleeding, school absenteeism, fatigue and bullying. 
The questionnaire will be used in both the clinical setting and in 
future research studies.

While there are a number of studies underway, Dr. Robinson 
commented that there is still more that needs to be done on the 
effects of heavy menstrual bleeding on women with bleeding 
disorders as well as in the general population. She said that 
Canadian researchers have made and continue to make major 
contributions in this area. 

D Dr. Sue Robinson
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SESSION 2
Management of iron deficiency – Special considerations 
in pregnancy	(Dr.	Michelle	Sholzberg)
by Patricia Stewart, La Durantaye, Quebec

he role of iron in the body
In her presentation on iron deficiency anemia in 
pregnancy, Dr. Michelle Sholzberg, hematologist at 
St. Michael’s Hospital and researcher with the University 

of Toronto, stressed the importance of the role that iron plays 
in overall health, but in particular in the health and well-being of 
pregnant women and their babies. 

According to the World Health Organization (WHO), the world 
prevalence of iron deficient anemia is 30.2 per cent in non-pregnant 
women, and 41.8 per cent in pregnant women. Iron is a requirement 
for metabolism in nearly all mammalian cells: the nervous system, 
muscles, endocrine glands, placenta, and bone marrow. Poor 
nutrition and lack of available iron-rich foods are associated with 
iron deficiency anemia. Iron deficiency (ID) and iron deficiency 
anemia (IDA) are the only nutrient deficiencies that are prevalent 
in developing and industrialized countries alike. In the developed 
world, poor people are at risk for ID due to diminished access to 
expensive, iron-rich foods and proper health care. “This is a global 
health challenge,” Dr. Sholzberg said.

Increased iron demand in pregnancy
There is an increase in iron demands during menstruation, 

pregnancy and while breastfeeding. Iron deficiency anemia can 
have an impact on cardiovascular health, energy levels, cognition 
and health-related quality of life.

Dr. Sholzberg presented the impact of IDA on both the pregnant 
mother and the newborn. For mothers, iron deficiency can lead to 
crippling fatigue, difficulty concentrating, shortness of breath, the 
need for a transfusion at the time of delivery, decreased health-
related quality of life and post-partum depression. The impact of 
IDA on the baby can lead to low birth weight, premature delivery, 
intensive care unit admission, long-term learning problems, delayed 
motor maturity, childhood anemia and chronic medical conditions.

While few studies have assessed the risk for ID and IDA in 
women with inherited bleeding disorders, some studies have shown 
that they are highly prevalent in this group, especially in women 
of childbearing age. The prevalence of heavy menstrual bleeding 
in women with bleeding disorders surpasses the prevalence in 
the rest of the population, with 75 to 100 per cent of girls and 
women with VWD experiencing heavy menstrual bleeding. Women 
with bleeding disorders are also at higher risk for post-partum 
hemorrhage. There is a possibility that ID itself contributes to a 
bleeding risk, since iron plays a role in platelet function.

Treatment
Iron supplements can raise iron levels, however, proper 

absorption of iron in the system can be problematic. Iron is readily 
available in foods of animal origin and in leafy greens to varying 
degrees. To improve the absorption of iron, it is advised to avoid co-
ingestion of foods heavy in calcium, phytates (cereals) and tannins as 
well as certain medications known to interfere with iron absorption. 
Ascorbic acid (citrus) enhances iron absorption. There are a number 
of iron supplements available on the market. Iron supplements raise 
iron levels, but dosage must be controlled, since an excess of iron is 
toxic. Optimal absorption of iron intake should be monitored.

A recent study has shown evidence of improvement in attention 
and concentration when women with iron deficiency take iron 
supplements. Results include a significant improvement in self-
esteem, empowerment and achievement.

Iron Mom
Up to 50 per cent of pregnant 

women globally have iron deficiency. 
Dr.  Sholzberg’s team at St. Michael’s 
Hospital thought this couldn’t possibly 
be a problem in Toronto at a tertiary 
academic hospital; but after testing pregnant patients, they found 
out that fully 30 per cent are anemic, not just iron deficient. Dr. Lisa 
Hicks, a member of Dr. Sholzberg’s team, explained iron deficiency 
anemia in this way: “Red bloods cells are like delivery trucks taking 
oxygen to vital organs in the body. Iron is the flat bed of that truck 
that holds the oxygen in place. And when there isn’t enough iron, 
there aren’t enough red blood cells and we call this anemia.”

While iron deficiency is easy to diagnose and fairly easy to treat, 
regular testing is not being done in pregnant women. This may be 
because obstetric teams are focused on other issues and may not 
recognize the prevalence of iron deficiency. Ferritin levels in pregnant 
out-patients at St. Michael’s Hospital are now regularly checked.

Under Dr. Sholzberg, the team developed Iron Mom, a toolkit 
of educational resources, testing pathways and treatment pathways. 
The toolkit empowers future moms by teaching them about iron 
deficiency and enables them to become advocates for their own 
health and for the health of their babies. While the kit is presently 
paper-based, they hope to develop it into a digital resource, translated 
into multiple languages to meet the reality of the multicultural 
patient base in Toronto, and are looking for help to translate, test 
and validate the app before it is released. 

T
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SESSION 3
What to call a girl or woman who
carries the gene for hemophilia A or B?  
A simple question without a simple answer.
by David Page and Patricia Stewart, La Durantaye, Quebec

hat’s why a debate – in reality, three debates – was 
needed at the 2nd Canadian conference on bleeding 
disorders in women. Two nurses, Nancy Hodgson and 
Elizabeth Paradis, two physicians, Manuel Carcao and 

Paula James, and two sisters, Erin and Emileigh Van Dusen, who 
inherited the gene for hemophilia B, accepted the challenge. Then, 
the audience weighed in.

The critical issue, so eloquently expressed by one of the “carriers,” 
is that the word “carrier” creates barriers to accessing medical care. 
Emileigh is often told, “You’re a woman and you’re just a carrier, so 
you can’t be bleeding and don’t need treatment to stop or prevent 
bleeding.” This is especially common outside specialized treatment 
centres and in emergency situations. Men with mild to moderate 
factor levels are said to have hemophilia, even though they are also 

“carriers.” Erin, on the other hand, argued that the diagnosis of “person 
with hemophilia” or even “symptomatic carrier” can create difficulties 
in purchasing insurance. The label should not be used needlessly.

Several debaters argued that traditional factor levels – less than 
1% for severe disease, 1-5% for moderate and 5-40% for mild – can 
be poor predictors of bleeding symptoms, especially in women. 
Some women with levels much higher than 40% have significant 
symptoms; others with lower levels have none. Other factors 
besides “factor” are at play.

Other debaters argued to separate genetic considerations from 
clinical ones. When discussing genetic issues, the use of the word 
“carrier” is appropriate and necessary. When discussing clinical 
issues, they argued one must focus on the bleeding pattern and 
use terms like “severe hemophilia,” “moderate hemophilia,” “mild 
hemophilia,” “symptomatic hemophilia carrier” and “asymptomatic 
hemophilia carrier.”

Others went even further. They argued that any use of the word 
“carrier” should be avoided in clinical settings. The person should be 
described as having a “mild, moderate or severe bleeding disorder,” 
a “symptomatic bleeding disorder” or “symptomatic hemophilia.”

Members of the audience mischievously livened up the debate with 
suggestions such as “occult hemophilia,” and “episodic hemophilia” to 
replace “mild hemophilia,” and “heterozygote” to replace “carrier.”

The final word went to the two sisters actually living with the 
problems related to debates over terminology. They agreed that 
the reality of girls and women with bleeding disorders needs to be 
recognized, that proper terms need to be agreed upon and widely 
used, and that girls and women need to have the same access to 
care as men when they need it.

The rich debate elicited passionate audience participation and 
had to be terminated after an hour. It can be viewed on CHS’ YouTube 
channel at www.youtube.com/user/CanadianHemophilia. 
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 ...  
Mind blown.
by Rick Waines, Victoria, British Columbia

ou could safely consider me a guy with a bleeding 
disorder who believes we need to do better for women 
with inherited bleeding disorders. This is the easy part. 
What is difficult is ... well, as it turns out, just about 

everything associated with women and bleeding disorders is 
bloody complicated (cheap, lazy pun intended).

Diagnosis of women with bleeding disorders is extraordinarily 
difficult for a few reasons. Doctors are quick to dismiss heavy 
menstrual bleeding as normal. I even learned that an esteemed 
hematologist, who specializes in women and bleeding disorders, 
had no idea she herself had a bleeding disorder due to the fact that 
she bled just like her mother, and so bleeding gallons and gallons of 
blood during menstruation seemed normal, right? Now, I don’t think 
women with bleeding disorders actually bleed gallons and gallons 
since, as I just learned courtesy of the Google machine, the human 
body only has 1.2 to 1.7 gallons of blood to begin with. But if we 
do some basic math based on the definition of menorrhagia (which 
means abnormal menstrual bleeding) offered by the Mayo Clinic, 
it isn’t out of the question that a woman with severe menorrhagia 
might bleed half a gallon of blood over the course of her period. That 
is one-third of a woman’s blood volume. That is a lot of blood. It’s a 
lot more than my bloody ankle ever bleeds, I’ll tell you that.

Testing is another hurdle. Turns out, most women with inherited 
bleeding disorders have von Willebrand disease (VWD) and the 
testing for VWD is a serious pain in the arse. Plus, there aren’t just 
one or two challenges with testing and diagnosis. I sat through a 
30-minute lecture on the subject at , and didn’t 
understand a word of it. What I did understand though is that 
only 20 to 50 per cent of the women sent in for diagnosis (women 
who have already demonstrated abnormal bleeding) get an actual 
diagnosis, and without a diagnosis, you can imagine, getting proper 
treatment is difficult.

Quality of life when you are a woman with an inherited bleeding 
disorder is no cup of tea either. In fact, a quality of life survey 

conducted in 2006 compared people in a perfect health state, with a 
quality of life score of 1.00 (who are these people anyway!), to men 
and women with mild, moderate or severe bleeding disorders, with 
or without HIV. And get this: women with heavy menstrual bleeding 
reported a hemophilia-related quality of life score that is the same 
as hemophilia patients with HIV infection. I’m here to tell you having 
severe hemophilia and HIV is no picnic, am I right, fellas?

And in case you thought women with bleeding disorders don’t 
have to deal with other kinds of bleeding, you know, ankles, elbows 
and knees, it would turn out you would be mistaken. This totally 
blew my mind. You know, our mothers and sisters, the carriers, the 
women who ONLY carry the disease? The women who unfailingly 
brought us to emergency, found our wee veins, administered the 
analgesics, and rubbed our backs when the pain was too much? 
Well, turns out they score significantly lower in range of motion 
testing than the general public. Now this brings us to a very 
interesting discussion that is happening in the world of inherited 
bleeding disorders. What do you call a carrier of hemophilia if she 
has lower range of motion scores, below normal factor levels, and 
menorrhagia? Well, currently, we call those folks “carriers” – which 
is very confusing because in every other disease, carrier equals 
unaffected. And women who are carriers are sometimes unaffected, 
but very often affected. Are these women symptomatic carriers, or 
asymptomatic carriers, or carriers with severe, moderate or mild 
hemophilia based on their factor levels?

This article isn’t intended to be a thorough review of the 
world of women with bleeding disorders, it is only intended to 
be one guy’s perspective having had the pleasure of attending 

. And it is this fella’s opinion that if you are a fella 
who thinks the CHS mission of improving the health and quality of 
life of all people in Canada with inherited bleeding disorders and 
ultimately finding cures, doesn’t or shouldn’t apply to women with 
bleeding disorders including carriers and women with VWD, well, 
then I got news for you – it ain’t 1952 anymore. 

Y
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Medical diagnosis: My father, Neil Van Dusen, was a hemophiliac 
with a factor IX deficiency. Hemophilia was not new to my family but 
having a daughter who was diagnosed with “low levels” and who 
was classified as a “symptomatic carrier” was a novelty. I grew up 
believing the proper way to identify my bleeding disorder was as a 
“symptomatic carrier” as I was told by medical professionals. I also 
knew that I had the potential to experience the same types of bleeding 
symptoms as my father, as well as the added type of bleeding that 
comes along with menstruation for women. I have a factor IX level 
of 34 per cent, and I have learned from recent research studies that 
women living with a factor level of below 50 per cent should be 
considered to be living with “mild hemophilia.” To understand my 
relationship with my diagnosis of hemophilia I should explain that 
this journey has been both very personal and difficult. Growing up I 
was not only aware of the fact that I lived with a bleeding disorder, 
like my father, but that my father was unfortunately a tainted blood 

Our Stories
Two sisters. Two carriers.  

Two perspectives.
by Emileigh and Erin Van Dusen, Lower Sackville and Middle Sackville, Nova Scotia

My name is Emileigh Van Dusen and 
I live with mild hemophilia B. I am an 
addictions and mental health social 
worker for the Nova Scotia Health 
Authority. I currently sit on the Board of 
Directors of the Nova Scotia Chapter of 
the Canadian Hemophilia Society as the 
provincial youth representative.
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victim who contracted hepatitis C through receiving treatment for 
his hemophilia. My relationship with hemophilia as a child was a 
strained one, to say the least. I would attend clinic visits where I 
was told to be cautious, be aware of bleeds, and to accept that I was 
different, and that I needed to live within certain limitations – safe 
to say the idea of female boxing was off the table – but I played as 
many other sports as I could. No child, no matter what diagnosis 
they live with, wants to feel different or limited. With my parents’ 
support, I learned my own limits and I exercised my right not to tell 
anyone about my hemophilia unless they absolutely had to know.

I also saw my father’s health begin to deteriorate and worsen due 
to complications of living with hepatitis C. In my eyes, my hemophilia 
wasn’t “real” unless I was at the hospital where I required infusions/
treatment before procedures and talked about it at check-ups. My 
dad’s hemophilia was very real to me and it was very scary; the sicker 
he became, the more bleeding complications he experienced. Before 
and after my father’s death, I carried around a sense of immense 
anger and profound grief. My anger was directed at hemophilia in 
general; to my 13-year-old self, it made sense that hemophilia was to 
blame for his untimely death. My thought processes went something 
like this: “If hemophilia didn’t run in my family, then my dad would 
never have been born with it, meaning he would never have needed 
treatment for it and he wouldn’t have contracted hepatitis C and 
ultimately died.” I grieved the loss of my father because he truly 
was my best friend. He was an amazing family man, an advocate 
for others, and among many other things he was my mentor who 
had been guiding me with understanding my own bleeding disorder. 
After my father passed away I decided I was done with hemophilia, I 
wasn’t going to talk about it, be involved with it, and if I had children 
of my own one day I would do everything I could so that they didn’t 
have hemophilia.

Fast forward to age 16 and I began volunteering at the Nova Scotia 
Chapter children’s camp, at the very strong encouragement of my 
older sister, and I have been involved in the chapter ever since. 
Going to camp and having the opportunity to meet other people with 
bleeding disorders – who knew about the tainted blood tragedy, had 
lost loved ones, and who knew what I was going through – made me 
able to see hemophilia through a completely different lens that I had 

never thought possible. Slowly but surely I began to accept and, as 
I like to call it, “take ownership” of my bleeding disorder, an act that 
has profoundly altered the whole course of my life.

Symptoms/Treatment: Growing up I always had bruises on 
my arms and legs and I could never really remember where they 
came from or how I got them. At age 8 I convinced my parents 
to let me play soccer and I was constantly bruised. I experienced 
pulled and strained muscles, none of which we could ever be sure 
was or wasn’t a muscle bleed. My gums always bled from flossing 
and I would bleed substantially when losing my baby teeth. I first 
received factor IX concentrate at age 5 when I had my front teeth 
surgically removed, again around age 7 to have a tumour removed 
from my ear, and again at age 8 to have the ear surgery repeated. At 
age 12 I started my period and I was placed on oral contraceptives 
to combat the heavy and painful bleeding symptoms that would 
keep me home from school. I also began iron supplements. 
At age 13 I  received factor IX concentrates to have my wisdom 
teeth removed and I experienced significant bruising of my face. 
I received factor IX at age 23 when I broke my wrist playing soccer, 
and again that same year when I had a mole removed.

Daily life: I would say my bleeding disorder has an impact on my 
daily life in some overt ways as well as discreet ways. The discreet 
ways are the pain that I experience in my knee, wrist, and during 
menstruation that only I can feel; as well as recently I have made the 
decision to switch to a contraceptive method that allows me not to 
experience a period at all. Similar to my sister, I love to travel and I have 
become increasingly anxious about travelling abroad and receiving 
emergency treatment if needed. In the last few years I have started 
travelling with a supply of tranexamic acid, and last year I took the 
time to locate and find the nearest HTCs of the countries and places I 
would be visiting. However, I did experience a very minor head injury 
while in Indonesia and although I knew where the nearest HTC was 
located I would not have been able to make it there in sufficient time 
for treatment if the injury had been serious, a terrifying thought. I 
try not to let my bleeding disorder affect my daily life in negative 
ways but I still experience thoughts of anxiety surrounding travel 
or if I were to be in an accident and be unresponsive, and I often 
worry about the quality of care I receive. The more overt ways my 
bleeding disorder impacts my daily life is that I have made a point 
to share with and educate my co-workers about my hemophilia and 
inform them that I carry a FactorFirst card in my wallet that would 
explain my treatment needs in case of an emergency. I am currently 
awaiting my new medical alert. I have always found a medical alert 
an interesting point of contact with others and a chance to provide 
people with information about hemophilia. Additionally, being the 
youth representative for the Nova Scotia Chapter, I am often thinking 
about and planning the next youth event or working with other 
members of the Board of Directors on hemophilia-related projects.

Sports: As mentioned previously, as a youth I had a desire to 
try all the sports I could. I chalk this up to reverse psychology and 
being told that I should be careful and limit myself to only certain 
sports – so naturally out of defiance, I decided to try them all. I played 
volleyball, basketball, lacrosse, softball, and fell in love with soccer. 

Emileigh
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Soccer has always been my passion and as a youth it was something 
I dedicated a lot of time to playing competitively. I was always curious 
about rugby but my parents were firm about me not trying this 
sport. As I get older I continue to remain physically active and play 
soccer recreationally, however, something that I have noticed is that 
when I hurt a muscle or a joint it takes me significantly longer than 
other women on my team to heal and come back from an injury. I 
broke my wrist at 23 during a soccer game and my wrist hasn’t felt 
the same since. I believe this is mostly due to the fact I was delayed 
in receiving treatment for it because the hematologist on call in the 
emergency department didn’t deem my bleeding disorder serious 
enough to require immediate treatment. I live with chronic pain in 
my right knee and it is easily aggravated from minor exercise. I can’t 
help but wonder if my slow recovery time and recurring injuries are 
related to untreated bleeds or my lack of normal factor IX levels.

Accessing care (standard and emergency): I have always been 
followed and well supported by my HTC at both the children and adult 
hospitals. Any bleeding issues or needs such as treatment before 
procedures have been dealt with by my teams professionally and 
responsibly. However, I have had some undesirable and inequitable 
treatment experiences in my health care when accessing services 
outside of my HTC team. An experience that stands out to me is 
when I arrived at the ER with a broken wrist and I was advised by my 
HTC nurse, with whom I spoke on the phone, that I should not leave 
the hospital that evening without an infusion of factor IX. However, 
the hematologist on call in the ER reviewed my file and deemed 
my bleeding disorder not significant enough to require immediate 
treatment and I was told to come back the next day. In that moment 
my first thought was that if I was a male with hemophilia and a 
broken wrist, my condition would have been taken more seriously 
and I would have received the treatment I required. When identifying 
myself as a woman with hemophilia I am often met with skepticism 
and my diagnosis is looked upon as irrelevant because of the “carrier 
status” and the historical belief of men being the only ones to express 
bleeding symptoms. Additionally, my concerns and the seriousness 
of my bleeding disorder have been dismissed by other health care 
professionals and I have been told “you’re just a carrier.” This label of 
being “just a carrier” has resulted in health professionals delaying my 
treatment, advising me to forego treatment before procedures, not 
listening to my concerns when I have voiced them and causing me to 
experience prolonged bleeding and pain.

Disclosure to friends and partners: As discussed previously, as 
a youth I purposely chose not to disclose to people that I lived with 
hemophilia for a magnitude of reasons but the primary one being 
the fear of being different. My family had always been very open and 
honest about my father having hemophilia and being a tainted blood 
victim with us as children, so I became well versed in explaining to my 
close friends that my dad lived with hemophilia which is a bleeding 
disorder that runs in our family. In my younger years I would often 
describe hemophilia as something that affected my father and 
potentially my future children, rather than acknowledging that 
it could impact my own life. As I have gotten older I am very open 
about my hemophilia and I share information and education about 
bleeding disorders with anyone who asks. I have been involved in 
a nursing student’s project where I voiced what my experience of 
living with hemophilia has been like and what I hope future nurses 

remember about working with people with bleeding disorders. 
Through my volunteer work with the Nova Scotia Chapter and the 
CHS, almost all of my family, friends and co-workers are aware that 
I live with hemophilia and that I am an active volunteer in these 
communities. Disclosing my diagnosis of hemophilia to my partner 
was something that came naturally as we have known each other 
for almost a decade and he was aware that hemophilia was a part of 
my life. Even though my partner was aware of my hemophilia I still 
felt some anxiety about explaining how hemophilia could potentially 
impact our future children if we decide to have kids one day. My 
fear was around the idea that my partner might want our children 
to be able to do things that their bleeding disorder might not allow 
them to do (sports- or career-wise) or that he would decide that he 
did not want to have children that might have a bleeding disorder. 
Yet, all of these fears were for nothing as my partner has embraced 
my hemophilia and the potential of having children with hemophilia 
with an open mind.

Words describing my bleeding disorder: I choose to identify as 
a woman living with mild hemophilia B because I feel it is important to 
highlight that women living with the gene for hemophilia experience 
bleeding symptoms too and are more than “just carriers” of the 
disorder. Also, due to the fact that my factor IX levels are 34 per cent, 
I feel the term “mild hemophilia” better encompasses my treatment 
needs rather than identifying as a “symptomatic carrier.” My hope 
for the future is that one day in the medical community we come 
to a place of understanding where a woman can identify as having 
hemophilia, whatever the severity, and she receives equitable and 
proper care for her bleeding disorder. We have lots of work to do 
but I think it starts with experiences like this, with sharing our stories, 
getting our voices out there, and demanding better care for women 
living with bleeding disorders. Thank you for the opportunity for my 
sister and I to share our stories with you and how hemophilia has 
affected our lives. 

Neil Van Dusen in 2000.
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Medical diagnosis: My father was a hemophiliac and therefore 
I was born an obligate carrier. I grew up with an understanding 
of my status as a carrier and with the belief that I was clinically 
unaffected by hemophilia. I believed that my carrier status didn’t 
affect my personal health but I knew it would be a major factor to 
consider when deciding whether or not to have children of my own. 
I was under the belief that the only way my status as a carrier would 
truly affect my life would be if I gave birth to a male baby. I thought 
my factor levels were in the high-normal ranges and I didn’t process 
the idea that I could potentially give birth to a baby girl with bleeding 
issues. It wasn’t until recent years when I started attending clinic 
and had my factor IX levels tested that I realized I was below 50 per 
cent. I then began to think of my medical diagnosis as a little more 
than “just a carrier.”

Symptoms: As long as I can remember I have bruised very 
easily. My legs, arms and stomach were often black and blue as 
a young child. I have two older brothers and I always thought 
my bruising was linked to roughhousing or road hockey with my 
siblings. I started playing soccer when I was 12 and I continued to 
always be bruised. Sometimes I could remember how I got a bruise 
and other times I had no idea. I also started my period when I was 
12 years old. It was awful. I had very heavy and irregular periods 
with cramping, pain, and blood clots. It wasn’t long after expressing 
this to my mother that I was placed on oral contraceptives, which 
helped regulate my periods and reduce the amount of bleeding.

Treatment: I haven’t required much treatment to date. 
Fortunately, I haven’t had any serious accidents, trauma or surgeries. 
Oral contraceptives have helped reduce the impact of my heavy 
periods. My iron is low and it was suggested by my hematologist 
that I begin taking iron supplements. I started having my bloodwork 
taken every three months and the supplements weren’t making 
a significant difference. I requested to start iron infusions. I was 
recently advised by my family doctor to skip my periods altogether 
by taking continuous oral contraceptives.

Daily life: I don’t necessarily think about my bleeding disorder 
on a daily basis. However, I am very aware of my bleeding disorder 
while I am on my period or if I am participating in an activity that 
might put me at risk for injury. I am becoming increasingly anxious 
about travelling and accessing care abroad. I have ordered a medical 
alert bracelet and I am excited to have this extra precaution to help 
communicate about my bleeding disorder.

Sports: I play soccer, softball, hike, snowboard, and practice yoga. 
I haven’t had any serious injuries to date. I have found the worst 
outcome from sports, particularly soccer, is bruising. I sprained my 
medial collateral ligament playing soccer and it took about a month 
and half to heal. I have not felt restricted or limited in regards to 
sports because of my bleeding disorder.

Accessing care (standard and emergency): I have been 
visiting my hematology clinic on a yearly basis since I moved back 
to Nova Scotia. I want to stay connected with the clinic for several 
reasons. Firstly, I want to get my iron levels increased. I respect and 
trust the medical team at our hemophilia treatment centre but I 
worry about a situation arising in which I need to access emergency 
care. I am confident in the ability of my hematologist and nurse 
coordinator to properly support me through an emergency but 
this doesn’t stop me from being anxious about certain situations. 
For example, my partner and I have been seriously talking about 
starting a family. I have hesitations and worries about my health 
and my future babies’ health.

Disclosure to friends and partners: I am very open about the 
history of hemophilia in my family and how it affects my life. My 
disclosure to friends began very early in life because my father was 
a victim of the tainted blood tragedy. He was sick with hepatitis C 
so I would explain this to my friends by first explaining he was a 
hemophiliac and then that he contracted a blood-borne virus 
through no fault of his own. I have progressed to explaining how 
hemophilia affects me personally, and how it has the potential to 
affect my future children, either male or female. I believe being 
involved in my local chapter of the Canadian Hemophilia Society 
and more recently at a national level has helped me become more 
communicative about my bleeding disorder.

Words describing my bleeding disorder: I would describe 
myself as a carrier of hemophilia or a symptomatic carrier of 
hemophilia. I would explain that I am affected by hemophilia and 
that just because I am a carrier doesn’t mean I am not clinically 
affected by this disorder. I do not feel comfortable calling myself 
a mild hemophiliac because I have not been medically diagnosed 
as such and through my own inquiries I have found conflicting 
information regarding factor levels and severity that deem a person 
a “mild hemophiliac.” I will continue to label myself as a carrier of 
hemophilia, but this might change in the future. 

Erin
My name is Erin Van Dusen and I am a 
carrier of hemophilia B. I am a special 
education teacher in Nova Scotia. I 
currently sit on the Board of Directors for 
the Nova Scotia Chapter of the Canadian 
Hemophilia Society.
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BELIEVERS

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision. To 
recognize an exceptional 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.


