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RemaRkable fiRsts at the  
Wfh 2014 WoRld CongRess!

• first vial of factor Viii for Project Recovery!

• first long-acting products on the market  
or soon to be!

• first e-novella featuring bleeding disorders          
 100,000 readers so far!
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espite the long voyage this represented for most people 
– for us Canadians, at least – this country and continent 
with undeniable tourist attractions succeeded in bringing 

together just over 4,000 delegates including people from 128 national 
member organizations. attendance was lower than the 2012 Congress 
in Paris but still satisfactory since this time it was held Down under. 
after all, doesn’t everyone want, some day, to see kangaroos living 
freely in their natural habitat, caress koalas… and blow a didgeridoo!

the main sessions that interested me this year dealt with the 
medical, musculoskeletal and multidisciplinary aspects of inherited 
bleeding disorders care.

I really appreciated the session on pain management, which presented 
points of view from two physiotherapists, a nurse, and a psychologist. 
there was discussion on how pain is an unpleasant sensory and emotional 
experience, and also subjective, which means that everyone responds to 
pain in different ways. However, when pain becomes chronic, it affects 
the sufferer’s energy, mood and quality of life. What can they do to 
feel better and function properly? some people with chronic pain take 
analgesic pain medications, sometimes excessively, or even opiod drugs 
which can cause numerous side effects and often addiction that is 
difficult to break later on. an approach that combines the use of pain 
medication (which may include opiods prescribed for a short period 

in cases of acute pain), physiotherapy, individualized exercises and 
complementary treatments can provide good results. In any case, the 
panelists said it is important to be well informed about the type of pain 
one is experiencing in order to better understand and control it; and if 
chronic pain cannot be resolved completely, there are pharmacological 
and non-pharmacological interventions that can improve well-being.

In addition, there was one session I made sure not to miss – the 
plenary session on new products for bleeding disorders and the new 
prophylaxis regimens to come. Dr. Johannes oldenburg, director of the 
hemophilia centre at the university Clinic in Bonn, germany, gave a 
comprehensive presentation on factor vIIa, vIII, IX and X concentrates 
under development, particularly the longer-acting products that will 
soon be on the market. He explained the different techniques used to 
extend the half-life of these factor proteins. In closing he emphasized 
that with several of the new products, depending on the test used 
(one-stage or chromogenic assay) to determine potency, circulating 
factor level in a person following infusion, be it a product with normal 
or extended half-life, the results can vary considerably. It is therefore 
necessary to continue to work on more trustworthy tests that would 
more closely reflect the pharmacodynamic reality of these products.

Dr. manuel Carcao, co-director of the pediatric comprehensive 
care hemophilia program at the Hospital for sick Children in toronto, 
described the progress made in the treatment of bleeding disorders in 
recent years. He highlighted the fact that there has been no real change in 
the pharmacokinetics of coagulation products (cryoprecipitate, plasma-
derived factor concentrates, and recombinant factor concentrates) in the 
past 40 years. the advent of prophylactic treatment though has reduced 
the number of hospitalizations and invasive surgeries and improved 
quality of life for people with bleeding disorders. However, prophylaxis 
presents certain challenges, such as cost of treatment, venous access, 
and adherence to treatment; missed doses are a problem – in fact, the 
adherence rate for prophylaxis varies from 60 to 80%, according to 
studies. Dr. Carcao suggested that the longer-acting products could lead 
to higher adherence to treatment, which would lead to better long-term 
clinical outcomes. Furthermore, with these products it may be possible 
to reduce the frequency of infusions or to maintain higher factor trough 
levels, or both, to provide improved protection against bleeds. this will 
require a more individualized treatment approach, he added. Dr. Carcao 
raised an important issue as to the per unit cost of these new products. 
He pondered the reasons that would drive health care regulators/payers 
to reimburse more expensive treatment products. He was skeptical that 
convenience for patients actually works as a powerful argument. If it is 
shown, however, that quality of life would be improved, regulators/payers  

D

I had the opportunity to attend the 31st Congress of the World Federation of 
Hemophilia, which took place in melbourne, australia, may 11-15, 2014. 
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may allow themselves to be convinced. In conclusion, Dr. Carcao underlined 
that the new products are in the early stages and close post-marketing 
surveillance is essential.

In general, there appears to be a consensus forming among hemostasis 
specialists: current recombinant products are considered similar in terms 
of composition, efficacy, and safety and, for all practical purposes, are 
interchangeable.

the longer-acting products consist of molecules that are very 
different from current recombinant factors because the factor protein 
(truncated or whole) is combined with something else (polyethylene 
glycol/Peg, albumin, Fc receptor, etc.), using diverse techniques (fusion, 
single chain, amino acid sequence modification, etc.). the extended 
half-life molecule is a lot larger and, due to the new techniques, 
presents a greater potential risk of immunogenicity, that is, it can 
induce an immune reaction and the development of inhibitors.

In summary, the extended half-life factor vIII products, which have 
a 1.5-fold increased half-life, may be particularly significant for children 
with hemophilia a with difficult venous access since these products 
can reduce the frequency of infusions. the extended half-life factor IX 
products, which have a 3- to 6-fold increase, may be used in a large 
number of people with hemophilia B with the goal of reducing the 

frequency of infusions or raising trough factor levels, or even both at the 
same time, depending on the prophylaxis regimen used. nevertheless the 
advice of specialists studying the half-life of these different coagulation 
proteins must be considered in the development of a treatment plan for 
patients using these new molecules. again, as mentioned, close post-
marketing surveillance will be of paramount importance to ensure that 
the benefits of these new therapies outweigh possible disadvantages 
related to their use.

***

at the WFH awards Ceremony on may 15 in melbourne, CHs executive 
Director David Page was recognized, along with Irish Haemophilia 

society Chief executive Brian o’mahony, with the International Frank 
schnabel volunteer award. this award, given every two years, is the most 
prestigious award bestowed by the WFH. It is awarded to a person with 
hemophilia or other inherited bleeding disorder (in this case two people) 
or a family member, who has contributed significantly to advancing the 
WFH’s mission and goals.

Both good and close friends, I found it very apropos to give this 
award to David and Brian in the same year, a truly well-deserved 
honour which they accepted with emotion.

Congratulations to both! 

t the Canadian Hemophilia society annual general 
meeting, held in mississauga on June 8, the three classes 
of members – regular members, associate members and 

honorary life members – unanimously approved a special Resolution 
to apply for a continuance of the Corporation under the new Canada 
not-for-Profit Corporations act (CnCa).

By-law no. 1 was also unanimously approved. the major 
change to the previous by-law is that the members of the CHs 
will be its ten chapters, not individuals. this clarifies the federal 
structure of the CHs as being made up of ten chapters and 
reflects the way the organization has in fact been operating 
for many years. Individuals are members by virtue of becoming 
members of their chapters. other changes to the by-law bring 
it into line with the new CnCa.

one small change from the proposed text distributed to 
members in may was unanimously approved by those present. 
the process to remove a member, that is, a chapter, was revised 
to make it a two-step process. In addition to a motion from 
the board, a members’ meeting must be held at which any 
resolution to remove a member must be approved by 75 per 
cent of those members voting. In both steps of the process, 
there is opportunity for the member to be heard. the key 
documents are posted at www.hemophilia.ca/en/about-the-
chs/governance/by-laws.

the special Resolution referring to the revised articles of 
Continuance and By-law no. 1 will be submitted to Industry 
Canada before the deadline of october 17 and will take effect 
soon thereafter. 

CHS membership unanimously 
approves by-laws

A
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Community news
C h a p t e r  s p o t l i g h t

British Columbia Chapter
For World Hemophilia Day, British Columbia Chapter member 

Danielle allen set up an information booth at the downtown 
library in victoria and Board member marla gibbs (pictured 
here with her sons) set one up at a mall in her community of 
Chilliwack, B.C. many flyers, Stop the Bleeding bandage dispensers 
and magnets were handed out with information about bleeding 
disorders. the BC Chapter is looking for more members to help 
spread awareness next april. If you are interested in helping out, 
please contact the chapter at chsbc@shaw.ca. 

the BC Chapter also held a well-attended bowling event 
earlier in the year. People of all ages came to share laughs, 
cheer others on and exchange information. Families met or got 
reacquainted over a game of bowling. the BC Chapter is aiming 
to change up the activity each year to accommodate the broad 
range of ages, preferences and abilities. Please contact us with 
ideas – your chapter really wants to hear from you!

South Western Ontario Region (SWOR)
For World Hepatitis Day on July 28, in collaboration with the Regional HIv/aIDs Connection (an aIDs service organization in london serving 

the region), we promoted testing at the london Central Public library. there was an art component using chalk and a regional toolkit was provided 
to service organizations in the region. 

Prelude to Pinecrest was held June 13-15. our volunteer staff were onsite at Camp menesetung for staff training in preparation for Pinecrest 
adventure Camp in august. this was also an opportunity for potential new campers to stay at camp with their families and find out for themselves 
what camp will be like. special thanks to our camp director Ryan, the Hazelwoods—the mentor family—and all the other volunteers.
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Toronto and Central Ontario Region (TCOR)
the tCoR Regional general meeting took place on march 1st. tCoR members networked over lunch and learned about what Hemophilia ontario 

has been up to this past year, including upcoming events and twinning, and there was also a fabulous presentation by John schmitke from manitoba.
on march 23, nearly 40 tCoR members braved the cold and came out to the annual Polar Bear Dip. Woodbine Beach was full of superheroes, 

with 10 of them plunging into the cold waters of lake ontario! a great warm-up was led by lolë ambassador angela Donovan Jackson, and 
there was music, food and socializing. over $9,500 was raised for research and tCoR programs and events!

For World Hemophilia Day, tCoR was at both sickKids and st. michael’s Hospital to spread the word about bleeding disorders. the booths 
were popular attractions!

on may 4, the 2nd annual Ageing with a Bleeding Disorder event was held. like last year’s very popular inaugural event, this year’s event once 
again drew out a crowd. a fabulous lunch was accompanied by four amazing speakers: hematologist Dr. michelle scholzberg, physiotherapist 
laurence Boma-Fisher, naturopath Dr. Jean-Jacques Dugoua and tCoR regional service coordinator sarah Wood, who spoke about accessing 
home care.

on may 25, the annual Men’s Event took place. several guys came together to have lunch, play pool, and talk about their bleeding disorders 
as a group. social worker Jordan lewis was onsite to help lead the discussion. 

and the winners are…

the 2014 Pfizer Take a Happy Break, hosted on the CHs Facebook page, made many people very happy indeed. In first place was laura 
Young and her entry titled Always Young. laura won $3,000 for a personal improvement project and matched funds for the alberta 
Chapter. Finishing in second place was Jenny Jacobs and her entry titled Caleb Taking a Break. Jenny won $1,000 for a personal 
improvement project and matched funds for the newfoundland and labrador Chapter. the contest generated nearly 6,500 votes. It 
also helped us increase the number of likes for the CHs Facebook pages, with now more than 1,700 likes for both the english and 
French pages. – C.R. 

n may 2014, the CHs launched A Negative, a first-of-its-kind awareness 
initiative targeted at young women ages 16-24. this campaign leverages 
social media and the online story sharing platform Wattpad, to develop 

and launch an e-novella about a woman with an undiagnosed bleeding 
disorder. only one month after its launch, A Negative had reached an audience 
of 96,000 readers and has now been read by more than 100,000 people! 
the awareness efforts surrounding the e-novella continue to be developed 
and implemented. Don’t be shy… please read it and invite your social media 
network to do the same. to read A Negative by author l.D. Crichton, please go 
to www.wattpad.com/story/16049004-a-negative. – C.R. 

A Negative,  
greatest awareness 
outreach ever for 
the CHS!

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

I
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Canadian Hemophilia Society
 October 2-5, 2014 – the 2014 CHS Youth Workshop will take place at the me to We leadership Centre in Bethany, ontario. 
only 25 candidates will be able to take advantage of this opportunity. make sure to be one of them!

 the workshop will provide you with the tips you need to improve your communication skills. You will better understand the 
reality of people living with a bleeding disorder in emerging countries. You will learn the smart choices to make about sports,  
the importance of taking ownership of your bleeding disorder and much more.

 For more information or to request a registration form, please contact Hélène Bourgaize at 1-800-668-2686 or by e-mail at 
hbourgaize@hemophilia.ca.

Alberta Chapter
 September 12-14, 2014 – goldeye Family Camp and agm in nordegg, alberta.
 October 2014 – girls’ sleepover in edmonton and Calgary. Date and location to be announced. Watch Web site for details  
(www.hemophilia.ca/en/provincial-chapters/alberta/events).

 October 18, 2014 – Zombie Evasion Run at edmonton laurier Park. volunteers need to sign up at  
www.volunteerspot.com/login/entry/634107926057.

Hemophilia Ontario
 September 19-21, 2014 – save the date! the 13th annual Just the Guys weekend is happening at YmCa Camp Ki-Wa-Y in  
st. Clements. the Just the Guys weekend is a residential camp for boys ages 4-17 who are affected by an inherited bleeding 
disorder and their accompanying father/male role model ages 19 and above. For more information or to register please contact 
alex mcgillivray at 905-522-2545 or amcgillivray@hemophilia.on.ca.

 October 3-5, 2014 – this year we will be once again running our biannual Community Camp at Camp Wanakita in Haliburton! 
this residential camping experience is for individuals, adults or children living with a bleeding disorder and their support persons. 
For more information or to register please contact susan turner at 416-972-0641 ext. 21 or sturner@hemophilia.on.ca.

Toronto and Central Ontario Region (TCOR)
 September 12, 2014 – tCoR golf tournament will be held once again at the beautiful nobleton lakes golf Club in nobleton. 
take a day off work and come enjoy great company, food and golfing, all for a good cause! Please contact susan turner at 
sturner@hemophilia.on.ca or 1-888-838-8846 ext. 21 for more information or to register.

 September 18, 2014 – Dr. Paula James will once again be hosting the annual vWD Webinar. this year’s Webinar will  
focus on women with inherited bleeding disorders and iron loss. to participate, make sure to contact laura tomkins at 
ltomkins@hemophilia.on.ca or 416-972-0641 ext.14 for login info!

 October 2014 – the biannual Women in Touch event again invites carriers, mothers, spouses, women with bleeding disorders, 
and all other affected women to come and share their experiences. Please contact laura tomkins at ltomkins@hemophilia.on.ca 
or 416-972-0641 ext.14 for more information.

 November 9, 2014 – this year’s Commemorative event for tCoR will be held on november 9. Please contact laura tomkins at 
ltomkins@hemophilia.on.ca or 416-972-0641 ext.14 if you have any ideas you would like to share for this event or to register.

South Western Ontario Region (SWOR)
 August 21-24, 2014 – Pinecrest adventures Camp, Camp menesetung goderich, ontario. this five-day residential camping 
experience for children with bleeding disorders and their siblings (ages 5-15) offers knowledgeable and specially trained 
volunteer staff (health care professionals, camp co-directors and counsellors) onsite 24 hours per day.

 September 27, 2014 – 7th annual golf tournament for Hemophilia and Inherited Bleeding Disorders, Ingersoll golf Club, 
Ingersoll, ontario. to qualify for early Bird prices, register by July 28 at www.sworgolftournament.com.

 October 2014 – speakers Bureau, Telling Your Story Your Way. Date and location to be confirmed.
 November 2014 – Ageing with a Bleeding Disorder workshop. Date and location to be confirmed.
 November 28, 2014 – Delivery of Festive Wreaths, swags and Pots throughout sWoR.

Quebec Chapter (CHSQ)
 August 10-17, 2014 – 44th summer Camp for young boys with hemophilia, ages 5-15. new this year: Joint camp for children 
with or without inhibitors.

 October, 2014 – Just the Guys weekend. Date and location to be confirmed.
 November 15, 2014 – 8th Dance for Life benefit show at the Corona theatre. once again, be charmed by captivating and 
talented professional and semi-professional dancers. For more information, visit the event’s Web site at www.dansezpourlavie.ca 
or contact the CHsQ office at 1-877-870-0666.

Nova Scotia Chapter
 August 2014 – maritime adventures Camp.
 September 2014 – Family Weekend and agm.
 October 2014 – annual Pumpkin Regatta. 
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a global Perspective

Hemophilia Ontario twins with Tanzania
Candace Terpstra, Stratford, Ontario 
with the collaboration of Terri-Lee Higgins, Hemophilia Ontario executive director

Mission accomplished in Nicaragua
Geneviève Beauregard, CHSQ operation and program manager

n september 2013, Hemophilia ontario representatives travelled 
to east africa to meet with the Hemophilia society of tanzania in 
order to assess the possibility of an organizational twinning. our 

flight took us to Dar es salaam, a city of over three million people, the 
largest city in tanzania and its unofficial capital. the country’s population 
of 45 million is spread over a large expanse of land where many are reliant 
on a subsistence agricultural economy. Known for its political stability, 
this african country is able to attract both aid and investment in its 
natural resources.

on the first day, we met with two hematologists, hematology nurses, 
laboratory personnel and a trained physiotherapist at the muhimbili 
national Referral Hospital. to date only 29 people with hemophilia 
have been diagnosed and 40 additional blood samples are waiting in 
storage to be analyzed. Diagnostic capacity is limited by the lack of 
funds required for the purchase of reagents and service contracts to 
operate and maintain the specialized laboratory equipment.

treatment is also a major issue in that the hospital relies on fresh 
frozen plasma to treat all patients with inherited bleeding disorders 
except when small amounts of nearly expired factor become available 
through the WFH Humanitarian aid Program.

We were also able to tour the national Blood transfusion service 
facility. this facility is part of a relatively new infrastructure for blood 
collection and processing. operators report that they have been able 
to increase the number of voluntary donors every year over the past 
five years. each unit of blood is screened for HIv, hepatitis B and C, 
and syphilis. the institution of an external quality control system is 
currently underway.

With ministry of Health and social Welfare officials, the discussion 
was broad, including such issues as the limited diagnostic capacity, 
the lack of treatment, the number of deaths, the need for awareness 
among medical personnel in rural regions, and the treatment guidelines 
which await government approval. the discussion around the possible 
production of cryoprecipitate, purchase of necessary equipment and 

training of laboratory personnel was encouraging as was the plan to 
augment hemophilia care and treatment at muhimbili Hospital.

a meeting with patients and families provided a powerful overview of 
the harsh reality faced by people with hemophilia and inherited bleeding 
disorders in tanzania. treatment is lacking and it can be costly for families 
if they are not able to obtain the waivers needed to avoid paying medical 
fees. transportation is also a serious undertaking for those living at any 
distance from a hospital. most challenging and heartbreaking was that 
many relatives present described the loss of loved ones. a young woman 
reported that she had lost two baby brothers as a result of bleeding due 
to circumcision; an older woman reported losing two brothers; two teens 
had reportedly died in the two months prior to our visit.

I can’t help but think of the early days of the CHs and how families 
came together to bring awareness, to fundraise, to see what could be 
done, but also to comfort each other in times of loss. In my family, I 
never had the chance to meet my husband’s brother who died at the 
early age of 17 as a result of gastrointestinal bleeding. We are so very 
fortunate here in Canada that times have changed and that hemophilia 
care and treatment have so dramatically improved as a result of 
medical advances but also as a result of the society’s advocacy efforts 
over the years. and we are confident and hopeful that hemophilia care 
and treatment will change for the better in tanzania. 

In may, representatives from Hemophilia ontario had the chance 
to meet with tanzania volunteers at World Congress to map out this 
year’s activities. Zach adams (ontario) and Dominic seye (tanzania), 
both strong youth leaders, had the opportunity to talk and better 
understand the unique challenges youth leaders face. this inspired 
Dominic to hold his first youth group meetings upon his return.

the Hemophilia society of tanzania and Hemophilia ontario were 
officially recognized as twinning partners in october and the action 
plan is now in place. We are excited with the doors opening on both 
sides of the ocean this year through sharing governance knowledge 
and working together to build a stronger future.

ast april, the second visit by a Quebec Chapter delegation to nicaragua took place. the action plan for this year consisted specifically of 
offering the nicaraguan association's Board of Directors suggestions to help improve their lobbying skills with government ministries. We 
also offered management tools for planning activities, information about the creation of a patient registry as well as holding a strategic 

planning exercise.
on a more social note, we were able to meet many members and partners of the organization at an event to inaugurate their new office.
We can say “mission accomplished!” the nicaraguan association now has a clear mission, a vision, and well-established values, as well as 

practical tools to move forward and grow stronger! 

I

L
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W F H  2 0 1 4  W O r L D  C O N G r E S S

world hemophilia congress brings together over 4,000 people 
from over 125 countries every two years to share, network, get 
informed on the latest developments in care and research, and 

learn about the different challenges encountered by the global bleeding 
disorder community. an estimated 6.9 million people worldwide have 
bleeding disorders. three-quarters of them have not been diagnosed or 
receive inadequate care, or have no access to care at all.

organizing a world congress is an enormous task. over the course 
of four years, different committees made up of representatives from 
the World Federation of Hemophilia (WFH), the host country and the 
medical community work to put everything in motion. to meet the 
needs of everyone, the program consists of two tracks, multidisciplinary 
and medical, and counts on more than 200 speakers in 60 different 
sessions presented over four days.

In addition to the sessions, more than 250 posters by health care 
providers and volunteers are exhibited throughout the week. these 
posters summarize research projects and programs offered by different 
bleeding disorder organizations and treatment centres. the posters 
address topics such as the different types of hemophilia, women 
with bleeding disorders, clinical trials underway, factor concentrates, 
inhibitors, von Willebrand disease, prophylactic therapies, ageing, youth 
leadership, and many other topics of interest to the bleeding disorder 
community. the posters in the exhibition hall allow participants to 
learn more about topics of common interest. 

Participants can also benefit from the opportunity to visit dozens 
of onsite information booths set up by pharmaceutical companies and 
patient organizations such as the Canadian Hemophilia society. the 
strong representation of the pharmaceutical industry gives participants 
access to a wealth of documents and information on treatment products 
and the treatment of their bleeding disorder. the CHs booth allows us 

to share with the global community the educational materials that we 
produce to meet the needs of our community. many organizations in 
different countries reproduce our publications in their own languages. 

social activities are also held throughout the week to foster 
connections among participants. Whether it’s the opening ceremonies, 
a cultural event or the closing banquet, there are many occasions to 
meet, interact and network.

to ensure a smooth-running congress, more than 80 volunteers work 
hard from dawn to dusk to meet the different needs of participants. From 
the nurses in the treatment Room, physiotherapists in the physiotherapy 
room, volunteers who give directions onsite and distribute and gather 
evaluation forms, and those who drive buggies or push wheelchairs 
for people with reduced mobility, all these initiatives are supported by 
dedicated volunteers who are an essential component to ensuring the 
success of such a congress. 

Helping organize a world congress is a unique and unforgettable 
experience. I encourage readers of Hemophilia Today  to take the opportunity 
presented by the next WFH Congress, which will be held in north america, 
in orlando, Florida, in July 2016, to attend in large numbers. 

The ABC’s of a hemophilia world congress
Hélène Bourgaize, CHS national director of chapter relations and human resources

A

From May 11-15, the WFH 2014 World Congress took place in Melbourne, Australia. 
The following pages will feature the perspectives of some Canadians who attended 
this largest meeting for the global bleeding disorder community. A chance for them 
to share with you their impressions on an amazing experience. – C.r.

Hélène Bourgaize and Milena Pirnat from Manitoba, manning the CHS booth.

Posters presented by health care providers and volunteers at Congress.

Dedicated volunteer at Congress.
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hen I was notified that I would be attending the 2014 WFH 
World Congress in melbourne, I was a little caught off guard 
and in disbelief. that was back in november of last year. 

Fast forward to may 5. on the trip over I had a lot of anxiety, being 
away from my family for two weeks. How would my son do without 
me administering his factor? Who would rush the kids around? that all 
disappeared when I stepped off the bus that brought us to Creswick, 
australia, for the national member organization (nmo) training.

every two years before its World Congress, the WFH holds a three-
day global nmo training that includes a variety of information-sharing 
sessions and capacity-building workshops. each nmo is invited to send 
one participant and the WFH makes 16 youth fellowships available. 

stepping off the bus was so overwhelming; all I kept thinking was 
“I’m in australia.” I was ready to open up my mind to the experience. nmo 
training was a great way to spend an intimate time with over 100 people. 
During these days we attended interactive workshops by international 
experts on the topics of psychosocial support, pharmaceutical funding, 
data and the economics of bleeding disorder care, and youth leadership 
training. Plenaries highlighted best practices by nmos, women with 
bleeding disorders, and clinical research in hemophilia.

I was fortunate enough to have been chosen as one of eight people to 
share best practices and, although extremely nervous, I was happy to share 
a little insight into my abilities to fundraise. after my brief 20 minutes, I 
spent roughly two hours helping several countries look at ways they could 
utilize my ideas. I was able to speak to each of the participants through this 
special part of the plenary session. By gathering details on how they run 
their associations, engage with their communities and also how they deal 
with the ongoing issues with hemophilia, I came to the realization that in 
Canada there is really great care for our community. It made me think of all 
the things I take for granted like having factor at my fingertips.

after the time spent at the nmo training, we headed off to Congress 
itself. It hit us all that we had experienced a unique part of the conference 
and that we had forged relationships and networks that many would not 
have the chance to do. Congress was a life-changer for me; it made me 
step out of my comfort zone and understand a different way of life with 
hemophilia through the eyes of people from different nationalities.

When asked to write about my experience at Congress, I had planned 
to write about the sessions, the education, and these were great ideas. 
However, the experience was complete in my mind because of all the 
people I met. I came to the realization that hemophilia touches many 
lives and even though there is a world of education to learn from all 
of these seminars, taking time to make friendships and connections is 
just as important. I feel so blessed that I was given the opportunity to 
attend World Congress so I could embrace all that it had to offer. 

NMO training at World Congress:  
A fabulous experience
Jennifer Ruklic, Airdrie, Alberta

had been invited by the WFH to attend the 2014 World Congress 
in melbourne, australia, as a speaker in a session titled We 
should talk: Sharing information with carriers and those who 

care for them, held on may 12.
the objective of this session was to share new information and 

science about issues related to carriers; to identify potential resources 
in the bleeding disorder community for carriers; to increase recognition 
of possible signs and symptoms of trouble for carriers; and to stimulate 
discussion amongst health care providers and carriers.

there were approximately 150 people attending the session to 
hear our presentations (a four-member panel and chair Pam Wilton 
from ontario). It was very warmly received and I was extremely proud 

about how I presented. It was very rewarding.
my presentation talked about the  ambassadors being 

the key to the success of , the training elements, and 
the importance of ongoing support to the ambassadors. Included in 
the talk was a full list of the events held across Canada. I ended the 
presentation with the e-novella launch (see page 7).

the Congress gave me an opportunity to share and learn from 
others around the world and participate in a wide range of networking 
opportunities with peers. It also gave me a chance to meet with many 
women from numerous countries and discuss  and possible 
implementation in other countries.

thank you to the WFH and the CHs for this unique opportunity. 

Presenting  at World Congress
Shelley Mountain, Cornwall, Prince Edward Island
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f these 128 countries, the majority of people worldwide (75%) 
do not have access to treatment and, unfortunately, in many 
countries being diagnosed with a bleeding disorder has very 

poor outcomes. It was absolutely heartbreaking to hear that the oldest 
hemophiliac in one country is nine years old. Due to lack of technology, 
medication and resources, in many countries those affected with a 
bleeding disorder succumb to a major bleed early in life.

as Canadians with inherited bleeding disorders, we are lucky to 
receive the treatment that we have. However, even though we have 
access to treatment, are there ways to improve 
our care? the answer is yes, but it is not just 
about receiving care, it is also about going forth 
and taking charge for ourselves. the best way 
to control a bleed is to not have one in the first 
place. Building strong muscles and staying flexible 
is a very good treatment approach for those of us 
affected with a bleeding disorder. there are many 
ways to accomplish this, but the best way is to 
find out what you like to do in terms of exercise 
and talk to your health care team about building 
a regimen that will work for you. It is also very 
important to keep up-to-date records and medical 
information, and stay in touch with the medical 
care team as this gives important data necessary 
to further care and treatment of your bleeding 
disorder. the World Congress is embraced by the 
bleeding disorder community because it gives 
hope to the countries in need, and guidance for 
the more fortunate countries.

Congress, for those who attend, means 
much more than just a week full of educational 
sessions and social events. For me, meeting 
participants in australia did not feel like meeting strangers. there 
was an immediate connection and the usual uncomfortable zone 
that people have when meeting new people did not exist. It might 

be the fact that even though we are all from different parts of the 
world, we all share similar stories in our upbringing dealing with our 
bleeding disorder.

there were those at Congress who felt isolated most of their lives. 
For many, by the end of Congress, they no longer felt this way because 
they were now connected to a community greater than themselves. 
many farewell hugs were exchanged on the final day of Congress, but 
they were more than just hugs; they were powerful embraces that made 
the distances across the world obsolete because, in that week, in that 

moment, we had made connections that would stay with us forever. We 
embraced the knowledge that Congress had to offer and furthermore, 
we embraced ourselves, each other, and the days to come. 

Global embrace: Powerful connections  
at Hemophilia World Congress
Justin Smrz, North Vancouver, British Columbia
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the World Federation of Hemophilia Congress, as advertised, is a venue to bring 
patients, physicians, researchers, volunteers, caregivers, and loved ones of the 
inherited bleeding disorder community together from around the world. this year, 
over 128 countries were represented at Congress. topics ranged from new ideas 
to deal with chronic pain, fine-tuning physical exercise as a preventative measure 
against bleeds, through to gene therapy advancements for the future.

eDItoR’s note: Justin was this year’s recipient of the Karttik shah Youth Fellowship. He is co-chair of the CHs national Youth Committee and the contributor of the YoutH 
FIle for Hemophilia Today.

Justin Smrz and John Schmitke, both co-chairs of the CHS National Youth Committee (respectively second from right 
and first from left), surrounded by youth from around the world at Congress.

O
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t was such a great privilege to attend the WFH 2014 World 
Congress in melbourne and have incredible and inspiring 
learning experiences with hemophiliacs from around the world. 

I would never have imagined travelling so far away from home but I 
am so humbled and grateful for this opportunity of a lifetime.

my first day started with a cup of melbourne’s famous coffee, then 
browsing the exhibition Hall booths and presentations, and chatting 
with the national CHs team. I encountered many incredible people and 
stories, such as one hemophiliac who overcame his physical disability 
with bravery and resilience and coped with his central blindness (caused 
by cerebral hematoma during delivery) through musical education. He 
and his family made a powerful impression on me.

During the conference, most of my time was spent attending 
psychosocial and multidisciplinary research sessions, and particularly 
sessions regarding women and bleeding disorders. to name a few: 
Embracing women’s sexuality, Ageing gracefully with hemophilia, 
Education and employment issues living with a bleeding disorder, and 
Strengthening multidisciplinary teams to provide inter-professional care.

I learned about many approaches and strategies used in different 
countries but one presentation struck a chord with me: What will I be 
when I grow up? by Frederica Cassis, psychologist at a hemophilia centre 
in são Paulo, Brazil. as the mother of a hemophiliac son, I was impressed 
with how much it resonated with my own experiences and beliefs about 
the need for reliable, long-term psychosocial support for families living 

with hemophilia. It showed how with a strong and dedicated care team 
to guide and nurture them through developmental changes, children 
can learn to be resilient and thrive with their chronic condition, 
and parents gradually overcome negative emotions associated with 
hemophilia and gain acceptance. the presentation focused on parents: 
common reactions and needs at the time of a child’s diagnosis, the 
initial psychosocial assessment, psychosocial strategies and support, 
and the benefits of ongoing psychosocial assessment and intervention 
to identify and address parent needs throughout a child’s stages of 
development. Dr. Cassis’ knowledge and understanding were impressively 
holistic. after the presentation, I introduced myself and thanked her for 
her insight. to my surprise, she hugged and kissed me and said it meant 
the world to her that a mother of a hemophiliac showed appreciation 
for her efforts to improve the lives of families affected by hemophilia.

In the halls of the congress I met many new friends from all 
over the world: India, Bangladesh, the Philippines and mongolia. We 
talked about the lack of treatment all over the world and about the 
conditions in some countries. a remarkable feature of the congress was 
the treatment Room next to the exhibition Hall, where participants 
with bleeding disorders were able to access free treatment onsite. 
specialized physicians and nurses were available to assess emergency 
and semi-urgent situations and to provide infusions. I met a young 
man from the Philippines who was thankful just for the possibility to 
be treated with the optimal dosage every day. It breaks my heart that 
many patients don’t get adequate treatment in their home countries 
and I left this congress with the realization that more work must be 
done to make treatment available for all.

the conference was also an exciting opportunity for me to meet up 
and chat with many of the friends and advocates I have met through 
the Facebook group, Hemophilia Mother, which I created as a space 
for mothers affected by hemophilia and other inherited bleeding 
disorders to share information and support each other. there are over 
1,500 members and it was an overwhelming privilege to experience the 
group’s truly international connection in person. I was also privileged to 
have the opportunity to meet up with Cheryl nineff D’ambrosio (usa), 
founder of MyGirlsBlood, a group dedicated to supporting women with 
bleeding disorders; marelle Hart (luxembourg), an advocate for access 
to affordable treatment in developing countries; and hemophilia society 
leader megan adediran (nigeria), who gave an incredible introductory 
speech at the Congress. I was excited to meet with the Bangladesh–CHs 
twinning Committee and have the opportunity to spend some time 
meeting the mongolian delegation in order to make twinning with the 
CHs manitoba Chapter a reality. the meetings were productive and the 
CHs manitoba Chapter twinning Committee and the WFH are organizing 
an assessment visit to mongolia for this summer.

It is hard to put into words the enthusiasm, friendship and knowledge 
that was gained through this conference but I hope I was able to give 
you a small glimpse. 

Lasting knowledge, impressions  
and connections from Congress
Milena Pirnat, mD, msc,  ambassador for Manitoba, founder of Hemophilia mother Facebook group, Winnipeg, Manitoba

W F H  2 0 1 4  W O r L D  C O N G r E S S

I

Dr. Frederica Cassis



14 |  hemophilia today  August 2014

nspiration, passion, commitment and excitement. these four 
words are the only way I can begin to describe the sentiment and 
atmosphere exuded by all participants during the 2014 World 

Federation of Hemophilia World Congress. gratefully having been selected 
to represent Hemophilia ontario in melbourne, australia, the host city for 
this year’s WFH World Congress, I was privileged enough to be among the 
over 4,000 participants.

as kangaroos were bounding through the australian outback, 
researchers and health care professionals were showing us how they 
are now bounding into a new era for the care and treatment of 
bleeding disorders around the world. the opening ceremony gave us 
the opportunity to hear stories of multiple individuals from around 
the globe who have been affected by the WFH and its initiatives. For 
example, megan adediran, a mother of two boys with hemophilia and 
the founder and president of the Hemophilia Foundation of nigeria, 
gave an inspiring talk on her involvement with the Cornerstone 
Initiative. this program provides much needed assistance and essential 
education that will help to identify those with bleeding disorders who 
have yet to be discovered, thus continuing the momentum towards 
the goal of Treatment for All, the vision of the WFH. 

the week continued with a multitude of both plenary and 
concurrent sessions, which covered both medical and multidisciplinary 
aspects of bleeding disorders. It was very exciting to see such a large 
contingent of speakers from Canada, who led talks during numerous 
sessions and provided insight into their novel research and the current 
understanding. Dr. David lillicrap, from Kingston general Hospital, 
spoke during a session on rare bleeding disorders and discussed the 
process of next generation sequencing and how it will begin to play a 
significant role in the molecular diagnosis of von Willebrand disease 
and rare bleeding disorders.

Furthermore, Kathy mulder, physiotherapist from Winnipeg’s Health 
sciences Centre, put aside, for a moment, her strong beliefs regarding 
the many positive benefits of exercise and rehabilitation to engage the 
audience in an animated and often humourous crossfire session that 
attempted to consider reasons why individuals with bleeding disorders 
might avoid engaging in exercise and rehabilitation.

also, Dr. alfonso Iorio, from mcmaster university, discussed issues 
surrounding adherence and non-adherence, and the effect it can have 
on treatment efficacy.

these are just a few of the many Canadian speakers who were able 
to share their research and insights with the worldwide bleeding disorder 
community. It is truly inspiring to see how Canadians have taken a leading 
role into continually striving to 
improve the care and treatment 
for those with bleeding disorders 
in Canada and around the world.

Finally, the World Congress 
allowed me to speak with 
individuals from across the 
globe and gain insight into 
the large differences in care and 
treatment. our meeting with two 
individuals from the Hemophilia 
society of tanzania, involved in the current twinning with Hemophilia 
ontario, offered optimism and hope that projects such as these are the 
key to one day ensuring treatment for all.

I would like to thank Hemophilia ontario for providing me with 
this incredible opportunity, as well as all of the individuals who spent 
countless hours organizing and volunteering throughout the week to 
provide a wonderful World Congress. 

Inspiration, passion, commitment, excitement
Zach Adams, Pickering, Ontario
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Hannah Higgins and Zachary Adams from 
Hemophilia Ontario with their new friend,  
Dominic Seye from Tanzania.

Megan Adediran
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y name is John schmitke and I’m currently vice president 
of the CHs manitoba Chapter and chair of our provincial 
Youth Committee. as a young man living with hemophilia, I 

recently participated in a program that gave me the opportunity to be 
a Hemophilia Champion. 

one of the most exciting parts of the program was that I was to 
represent Canada at the World Hemophilia Congress in melbourne, 
australia. once in melbourne, I touched base with my friend Justin 
(smrz), who is co-chair of the CHs national Youth Committee with 
me. He was already at the Convention Centre and had managed to find 
an organized youth event.

this is where I initially met a lot of the people with whom I would 
form the strongest relationships. one of the things that I looked forward 
to the most was to meet people from around the world with the same 
but different challenges. Health care in Canada is among the top tier 
systems in the world, which means that there is a lot to be learned from 
my peers in the tiers below the one that I have been privy to.

When people meet me they would never think that I have a disorder 
of any kind, never mind one that typically manifests in physical 
symptoms. this was not the case for everyone I met at Congress. 
I should say that I have always tried to be acutely aware of what 
hemophilia is like for the majority of people suffering from it globally, 
but that awareness is much different when those people surround you.

at this youth event there were people with arms that could not 
straighten, with knee replacements, in wheelchairs, suffering from 
inhibitors, and just living with daily reminders of what it is we have.

there were also others like me, people who have been lucky in their 
lives. People with no outward symptoms of having a bleeding disorder. 
I use the word luck, because luck it would seem is a big part of it. 
We have also become very good at managing our bleeding disorders. 
either consciously or in some cases instinctively, finding a way to 
minimize the effects by staying ahead of them.

andrew, Chris and adam were the three people I met who had the 
greatest impact on me and made lasting impressions.

andrew is living with an inhibitor. He also struggled with target 
joints. as a result he had a complete knee replacement and had both 
of his ankles fused. like me, he is in his twenties. He has the exact same 
type of hemophilia as I but has had an inarguably much more difficult 
set of challenges. andrew went through a lot of his life accepting his 
limitations, but at some point, he stopped accepting things for what 
they were and decided to make them what he wanted. He lost a lot of 
weight, began fitness training, and now lives his life the way he wants 
to live it. 

the next inspiring person I would meet was Chris. Chris is currently 
in better shape than I am. I know that sounds conceited, but this 
level of physical ability is not something that is seen in people with 
severe hemophilia. I was surprised, and I admired Chris for what he has 
achieved, knowing the dedication it takes to achieve it. I never had 
the experience of having another hemophiliac come near my physical 
ability, never mind surpass it. the experience was both humbling and 
immensely satisfying.

adam is a young man who relies on a wheelchair to get around 
because he is paralyzed from the waist down. this is a result of a 
bleed near his spine caused by an epidural, shortly after he was born. 
He doesn’t want sympathy; no one with a mental fortitude as strong 
as his does. He is as accomplished as anyone else. It is people who are 
this remarkable that inspire the most. they are the true role models 
among us. to go through life with a severe bleeding disorder and being 
unable to walk, yet accomplishing as much or more than most people, 
he shows that with effort and the willingness to adapt, these things 
are no handicap.

People with bleeding disorders from the 128 countries represented at 
this conference embodied the best knowledge to be gained. there were 
all kinds of sessions on treatment methods, medications, complications, 
challenges, etc. But it’s witnessing the culmination of life experiences 
that make up the “patient population” that you gain the most.

I went to melbourne because some people see me as someone that has 
experience worth sharing. While I understand this, it is the experiences of 
others that drive me to continue living in an exemplary way. 

Building on the experiences of others
John Schmitke, Morris, Manitoba
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John with a wallaby.
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he highlight of World Congress in melbourne for me was seeing 
the effectiveness of several programs of the World Federation of 
Hemophilia (WFH) embodied in one courageous young man.

In 2003, I had the opportunity to participate in a WFH twinning 
project between the Jordanian Hemophilia society and Hemophilia 
ontario’s toronto Central ontario Region. at one of the musculoskeletal 
workshops, I met abdulaziz al-sharif… and his knee!

Dr. Jerome Weidel (orthopedic surgeon from Denver, Colorado, 
usa) and I knew that this knee required a surgical synovectomy, as 
soon as possible.

Fast forward to 2006: at another WFH-sponsored workshop 
in amman, I met abdulaziz again. this time with Dr. adolfo llinás 
(orthopedic surgeon from Bogotá, Colombia). For many reasons that 

Canadians would find difficult to understand but are common in other 
parts of the hemophilia world, the surgery had not been possible and 
the knee was now destroyed. abdulaziz was unable to walk without 
crutches and was in constant, considerable pain.

Imagine my delight during the opening ceremonies of WFH Congress 
in melbourne when abdulaziz WalKeD onto the stage – without 
crutches – to describe how the WFH Humanitarian aid Program had 
provided the factor required to allow him to undergo knee replacement 
surgery! and then to have the chance to talk to him later in the week and 
hear about how Dr. llinás had coached the Jordanian surgeons from a 
distance, and how several sectors of the Jordanian health system (which 
did not communicate with one another in 2003) had collaborated to 
ensure a successful outcome.

abdulaziz has grown from a shy teenager to a successful high school 
teacher. this is a great example of how the WFH has made a huge 
difference and I am so proud to be involved in this organization. 

Abdulaziz’s journey:  
WFH’s phenomenal impact in the world
Kathy Mulder, physiotherapist, Health Sciences Centre, Winnipeg, Manitoba
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Kathy, Abdulaziz and Dr. Llinás meet again at the 2014 World Congress.
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R e P o R t  F R o m  t H e  C H a I R

he Hemophilia Research grants Review Committee, under the chairmanship of Dr. nancy a. Dower, met earlier this year 
and announced the 2014 grant recipients for the CHS Dream of a Cure Research Program. summaries of the projects 
can be found on pages 19 and 20. these grants total $236,926 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 million in support of hemophilia research in Canada since 1991. this has made such a difference in the quality 
of life of people living with an inherited bleeding disorder.

It has been 30 years since Ken Poyser, a person with severe hemophilia who passed away in 2010, had a dream. He dreamed 
of an endowment of at least $1,000,000 to provide funding for inherited bleeding disorder research in Canada. In 1984, with 
the help of Richard o’shaunessey, ed Kubin and many other committed people in the hemophilia community, his dream was 
brought into reality with the creation of the Hemophilia Research million Dollar Club (HRmDC). In less than six years, the HRmDC 
reached that goal! In 2000, Frank Bott, the father of two sons who had hemophilia, also had a vision. His dream was to increase 
the endowment of the Club to $1,600,000 and he spearheaded an ambitious fundraising campaign to which the Club will be 
forever grateful. thanks to his efforts and the support of the CHs, its chapters and regions, and individuals, this goal was reached 
at the end of 2004. today the fund stands at over $2,000,000!

We have always depended on our hemophilia community – the chapters and regions, individuals, families and groups –  
which has provided financial support since the Club’s inception in 1984. and each year this caring and committed community 
understands that supporting the million Dollar Club is the most effective way in which they can support bleeding disorder 
research in Canada. In 2013, the chapters and members collectively raised over $96,926 to increase the capital of the endowment 
fund. an additional $77,507 (including a $50,000 matching gift from the CHs) was directed towards current research.

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 below and on the next page. We express our heartfelt 
thanks to all of you for your generosity!

If you would like to support and/or receive our information brochure, please contact Joyce argall at the CHs national office 
(1-800-668-2686 | jargall@hemophilia.ca) or visit the to suPPoRt us section of our Web site.

We would like to thank all those who made donations:

In honour of David auld, Rashpal Bhogal, manny Bryar, marjorie Calderwood, Dan Doran, alexander mark ernst, Dr. Ron george, Benjamin gray, nathan gray, Phyllis gray, David gray, Darryl 
gray, Joan Kinniburgh, murray Kinniburgh, victoria Kinniburgh, Carrie Ku, mary macleod, alden mueller, Carter Ruklic, John schmitke.

In memory of Ray abate, norman Babinec, martin Bott, george Forbes-Bentley, marjorie Calderwood, michael Conliffe, shawn Duford, Carole evans, John Futlon, Jacqueline Hébert, 
marilyn Hewson, Reverend stephen Hill, Dr. Barry Isaac, Colleen Kiberd, James Kreppner, William lindner, Brian lucas, Hazel macDonald, michele muench, Bill nette, art olson, leah o’neil, 
sylvia ozubko, Douglas Page, Clayton Petrick, John Plater, Ken Poyser, 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.

T

Norman Locke
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators
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I N G RAT iTuDe  AND C OMMeMORAT iON |  1984-2013

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

NON-VOTING MEMBERSHIPS
Dr. S. K. Ali
Montreuil Family
Mr. 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
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
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Frank Bott and Family
Canadian Hemophilia Society
British Columbia Chapter
Southern Alberta Region
Northern Alberta Region
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Nova Scotia Chapter
Prince Edward Island Chapter
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Hemophilia Saskatchewan
Hemophilia Ontario
Hemophilia Ontario

On behalf of the Maynard Family
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Ottawa and Eastern Ontario Region
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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 Kerr Van Dusen
Dr. Irwin Walker
Barbara Webster
Glen Webster
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more detailed descriptions of all the funded research projects are available at  
www.hemophilia.ca/en/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 2014.

DREAM OF A CURE

Characterization of common inherited platelet function disorders

Dr. Catherine Hayward
mcmaster university – Hamilton, ontario

this research will involve testing of samples from people in families with increased bleeding due to platelet 
disorders. the goals are to better understand what causes these disorders, develop better tests and improve 
patient care.

DREAM OF A CURE

Understanding angiodysplasia in von Willebrand disease:  
Studies using BOEC (Blood Outgrowth Endothelial Cells)

Dr. Paula James
Queens university – Kingston, ontario

this study aims to better understand the causes of angiodysplasia, small vascular malformations like varicose 
veins on the inside of the bowel, a common cause of gastro-intestinal bleeding in von Willebrand disease. It 
will also study the available treatments including concentrates of von Willebrand factor, estrogen, thalidomide 
and atorvastatin.

DREAM OF A CURE

Incorporation of rFVIII into platelets as a potential therapy in patients 
with inhibitory antibodies to factor VIII

Dr. Walter Kahr
the Hospital for sick Children – toronto, ontario

the goal of the project is to improve methods for making rFvIII-loaded platelets and to demonstrate their 
potential for use in hemophilia patients with inhibitors. the rFvIII in these platelets would be longer lasting and 
limit the effects of inhibitors.

F O C U S  O N  r E S E A r C H
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DREAM OF A CURE

What are the short-term effects of physical activity on the cartilage  
of hemophilic and age-matched boys? Functional imaging perspective

Humayun Ahmed
Hospital for sick Children – toronto, ontario

this research will apply a short-term exercise protocol (knee squats) to hemophilic and age-matched healthy boys  
to determine whether a change in the organization of collagen fibers can be detected in their maturing cartilage 
pre- and post-exercise. this information is critical for the development of future guidelines on safety and 
effectiveness of physical activity for people with hemophilia.

DREAM OF A CURE

Effects of FEIBA on FXa generation in factor VIII and factor IX 
deficient plasma

Alice Kun Yi
mcmaster university – Hamilton, ontario

this research will use a lab assay to compare the differences in plasma from people both with and without 
hemophilia. the results will provide important information regarding how FeIBa (Factor eight Inhibitor Bypassing 
activity) functions so that its use can be optimized in various clinical settings.
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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 2014

CARE UNTIL CURE

HR-pQCT: a novel imaging technology detects microarchitectural 
skeletal pathology in hemophilia patients

Dr. Adrienne Lee
university of Calgary – Calgary, alberta

several studies have shown that people with hemophilia develop osteoporosis at an early age. the goal of this 
project is to utilize new imaging technology called HR-pQCt (high resolution peripheral quantitative computed 
tomography) to visualize the bone structure in 3D so as to identify individuals at higher risk of bone fracture. 

CARE UNTIL CURE

Living with and managing hemophilia from diagnosis and through key 
care transitions: the journey for families of children with hemophilia

Dr. Roberta Woodgate
university of manitoba – Winnipeg, manitoba

this study will improve understanding of the experiences and needs of families of children with hemophilia. 
Children and their parents play an active role in defining issues, considering solutions and identifying priorities. 
Results will inform and improve existing services and programs.
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the Chs/ahCdC/Csl behring hemostasis fellowship Program
the Hemostasis Fellowship Program, a fellowship in congenital and acquired bleeding disorders, was established in the fall of 2001. since 2010, the 
Fellowship has been made possible thanks to the generous financial support of Csl Behring Canada.

the goal of this ongoing annual research program that encompasses a one-year fellowship appointment is to provide fellows in hematology or other relevant 
fields the opportunity to acquire clinical or research skills necessary to improve the care, treatment and quality of the life of patients with hemophilia and 
other congenital or acquired bleeding disorders.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2014.

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 2014.

HEMOSTASIS FELLOWSHIP PROGRAM

Mechanisms associated with hyper-responsive platelet GPIbα cause 
alterations in platelet activation and function leading to a bleeding 
phenotype

Dr. Harmanpreet Kaur
Queen’s university – Kingston, ontario

this research will look at various aspects of platelet activation and clot formation using a mouse model for 
platelet-type von Willebrand disease (Pt-vWD). It will also study the effect on bleeding of inhibiting hyper-
response gPIbα, a protein present on the membrane of platelets. this study seeks to better understand this rare 
disease and to develop strategies to treat bleeding in Pt-vWD patients.

PSYCHOSOCIAL RESEARCH PROGRAM

How is quality of life impacted by vocational experiences and 
opportunities among males (≥16) with moderate and severe 
hemophilia throughout the lifecycle?

Claude Bartholomew, RsW
st-Paul’s Hospital – vancouver, British Columbia

this research seeks to answer the above question using questionnaires and focus groups with people with 
hemophilia in centres in four provinces: British Columbia, manitoba, ontario and saskatchewan.
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Chs/baxter Canada inherited bleeding disorders fellowship 
Program for nurses and allied health Care Professionals
the Canadian Hemophilia society - Baxter Canada Inherited Bleeding Disorders Fellowship Program for nurses and allied Health Care Professionals was 
created to engage hemophilia program professionals/graduate students from the disciplines of nursing, physiotherapy, social work and other related allied 
health disciplines in research focused on improving services and quality of life for people and families whose lives are affected by bleeding disorders.

the fellowship is made possible thanks to the generous financial support from Baxter Canada, and the CHs is proud to be in a partnership with Baxter in 
order to offer this important fellowship program.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2014.

INHERITED BLEEDING DISORDERS FELLOWSHIP PROGRAM

Implementation, utilization and effectiveness of an electronic 
application developed specifically for young men with mild hemophilia

JoAnn Nilson, Pt
university of saskatchewan – saskatoon, saskatchewan

this study will spread the use of a smartPhone app, called HIRt? throughout Canada and test its effectiveness 
over a period of 12 months in helping young men with mild hemophilia better assess musculoskeletal injuries.  
the goal is to contribute to earlier treatment decisions by these young men and better communication with  
the health care workers.

INHERITED BLEEDING DISORDERS FELLOWSHIP PROGRAM

After 12 months of individualized treatment plans, what is the 
long-term impact on physical activity and quality of life in a single 
treatment centre?

Sandra Squire, BscPt
st-Paul’s Hospital – vancouver, British Columbia

this research will look at the long term impact on patients of an individualized prophylaxis plan, developed based 
on motivational interviewing philosophy. over the 12 months, the study will measure how physical activity, 
quality of life and bleeds/infusions are influenced by the individualized plan.



24 |  hemophilia today  August 2014

medical news
Social Workers Face-to-Face

Pride and inspiration at World Congress
Claude Bartholomew, msW, Hemophilia Program – Adult Division, St. Paul’s Hospital, Vancouver, British Columbia

f there was a pinnacle in hemophilia-related conferences for me, 
it would be the 2014 WFH World Congress, held in melbourne 
last may. the WFH had invited me to be a speaker within a 

multidisciplinary session on Education and employment. I was thrilled 
and nervous but prior work completed with michelle sims from 
saskatoon shaped the basis for much of my presentation. I found the 
Congress to have an immediate international flavour with acquaintances 
and newfound connections from europe, africa, north america, asia, 
australia, new Zealand, and other places.

at this time I must thank and honour Frederica Cassis, psychologist 
from Brazil, for guiding and gently encouraging me and the other 
professionals on the panel (Werner Kalnins from germany, Haluk 
Zulfikar from turkey). We all salute you! the Wednesday session in 
which I spoke on Rights, duties, challenges, and tips for employable 
people with hemophilia, was well attended by colleagues, international 
youth, and professionals from the other disciplines who formulate and 
deliver interdisciplinary comprehensive care.

some highlights from our session included the need for more 
research on vocations and bleeding disorders, for example, the 
generally higher levels of education among people with bleeding 
disorders do not translate to higher income levels. Why not? What are 

women’s experiences in the workplace? What are the effects of limited 
interdisciplinary comprehensive care teams globally? What is the role 
of social work in guiding disclosure to employers? What are the roles of 
ngos (outreach, education, advocacy, etc.) locally and internationally?

I attended many sessions on the latest research in hemophilia. 
each of these sessions was core to patients, family members and 
practitioners, and attempted to push forward the science, psychosocial, 
and general practice areas.

***
Michelle Sims, sW, Saskatchewan Bleeding Disorders Program (SBDP), 
Saskatoon

Psychosocial issues had many venues at the 2014 Congress. I had a 
poster presentation titled Pain management: Do we offer appropriate 
care for men with pain due to hemophilic arthropathy? which was 
based on the first of a series of focus groups on men and pain that are 
being held at the sBDP.

the work of the CHs and the care system provided by the Canadian 
network of HtCs were referenced in many of the presentations I 
attended. I was proud and grateful to be Canadian, and delighted to 
hear the excellent work being recognized. Congress is always a source 
of reflection, inspiration and new learnings. 

I

Request to include survivor benefits for all spouses and dependents of MPTAP claimants under study
n 1993, the multi-Provincial and territorial assistance Program (mPtaP) was created in order to address the needs of individuals infected 
with HIv as a result of contamination of the Canadian blood supply. at the time, it was not foreseen that many of the claimants might 
survive decades, get married and perhaps even have children. the provisions for survivor benefits were therefore limited with a deadline 

of september 15, 1993, for the inclusion of a spouse or dependents.
some claimants subsequently married or entered into common-law relationships after september 15, 1993, and some also had children. 

these spouses and children, who became part of the claimants’ lives after the timeframe for applying and being accepted under the plan, are 
not entitled to survivor benefits. With a view to correct this mistake, the CHs decided to approach the provincial and territorial Health ministers 
with a request to extend survivors benefits to ALL spouses and children of directly infected claimants covered by the mPtaP. We have recently 
been told that our request is being considered and that Canadian Blood services and the Province of British Columbia are currently leading a 
legal review of the impact of an adjustment to the agreement, with a decision expected by the fall of 2014. – m.l. 

I

HCV treatment support for 1986-1990 claimants
f you are a patient who received tainted blood or blood products and a registered claimant of the Hepatitis C (HCv) 1986-1990 Class 
actions settlement (www.hepc8690.ca), now is a good time to speak to your doctor about new treatments for HCv. treatment has 
progressed significantly, and now may be the right time for you to seek a cure.

Recently, new therapies have been approved by Health Canada that shorten the duration of treatment, achieve a cure rate of more 
than 90%, minimize side effects compared to past treatments, and are interferon free for HCv genotypes 2 and 3. to complement your 
commitment to treatment, there is a new resource in Canada that can help you start your journey. the momentum support Program, which 
is gilead sciences Canada’s patient support program, puts you in touch with a case manager who can support you to access therapy, help 
you seek financial assistance to pay for treatment, and provide education and support throughout the treatment. upfront payments for 
these high-cost treatments while waiting for a reimbursement from the 1986-1990 plan are among the assistance options offered to those 
eligible. In Canada, momentum can be reached at 1-855-447-7977.

Whether or not you are a claimant, the CHs advises you to speak to your specialist about the current evolution in hepatitis C therapy. – m.l. 

I
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 Introduction of innovative factor products  
may be delayed

alprolix™, an innovative factor IX concentrate with extended half-
life manufactured by Biogen Idec (see next page), received its notice 
of Compliance from Health Canada in march 2014. eloctate™, a factor vIII 
product also with extended half-life manufactured by Biogen Idec, 
was approved by the FDa in June 2014 and a Canadian license is 
expected this summer. Introduction of these products to the Canadian 
market, however, may be delayed several months or longer.

In the past, in the provinces and territories 
served by Canadian Blood services (CBs), newly 
approved factor concentrates were evaluated 
by an expert CBs committee. Recommendations 
were approved by CBs management. the process 
was quick and efficient. the patient organization 
perspective was taken into account. With these new 
products, the Provincial/territorial Blood liaison 
Committee (P/tBlC), representing the ministers 
of Health on CBs budget and policy issues, wants 
the Canadian agency for Drugs and technologies 
in Health (CaDtH) to manage the review and make 
recommendations. CaDtH is known to be under-
resourced, well behind in its review of other new 
drugs, and has little or no experience with blood 
products and their alternatives. In the only two 
evaluations it has conducted of blood products – 
solvent detergent treated plasma and subcutaneous 
immune globulin – CaDtH took between 18 and 
29 months to make its recommendations to the 
provinces and territories. What’s more, their track 
record of including patient input has been criticized.

as of this writing, CBs, CaDtH and the P/tBlC 
have not been able to even agree on a process for 
evaluating these promising therapies.

the portrait is more encouraging in Quebec where the review process 
remains unchanged. the province’s advisory committee on transfusion 
medicine (Comité consultatif national en médecine transfusionnelle) 
has completed its evaluation of alprolix and made a recommendation to 
the Deputy minister of Health. a decision is expected shortly. this could 
lead to a situation where the product is available in Quebec while the 
rest of the country has yet to agree on a review process.

In early 2014, the association of Hemophilia Clinic Directors of 
Canada recommended to both CBs and Héma-Québec that extended 
half-life factor vIII and IX products be introduced in Canada as soon as 
possible after regulatory approval. the Canadian Hemophilia society 
has taken a similar position.

the CHs Blood safety and supply Committee is following 
developments closely and is in regular contact with the key players. 
Watch the CHs Web site for upcoming news.

 Project Recovery launched at WFH Congress

World Federation of Hemophilia President alain Weill launched 
Project Recovery by holding up the first vial of factor vIII made 
from surplus Canadian cryoprecipitate during his plenary address 
on Day 1 of the melbourne Congress. this success comes after more 
than a dozen years of effort. 

the vial of Haemoctin® was manufactured by Biotest from Canadian 
Blood services (CBs) plasma fractionated by grifols. CBs donated the 
FvIII to the WFH for distribution through its Humanitarian aid Program. 

It is estimated that approximately five million Ius will be donated in 
year one of the program and provided free of charge to hemophilia 
treatment centres in developing countries. an additional 10 million Ius 
will be distributed by Biotest to its developing world markets at very 
low prices. these quantities could increase in future years as Canadian 
plasma supply increases and domestic cryoprecipitate use decreases.

In human terms, 15 million Ius of FvIII can treat up to 30,000 acute 
joint bleeds in children. at an annual bleed rate of 30 per year, this new 
source of FvIII could treat up to 1,000 children who otherwise would 
have no access to therapy. alternatively, the products could be used for 
low-dose prophylaxis or to provide coverage for surgeries long delayed 
by a lack of coagulation factors.

the Canadian success is inspiring others. several countries with large 
surpluses of cryoprecipitate are now exploring how they may develop 
their own versions of Project Recovery. 
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Hemophilia Today: Dr. Pierce, can you tell us about Biogen’s 
history, especially as regards biological therapies?
Dr. Pierce: Biogen Idec has been manufacturing recombinant 
therapeutics for more than 30 years. It has developed an extensive 
portfolio in multiple sclerosis as well as in other autoimmune 
diseases. We have facilities in Cambridge, massachusetts, in 
Research triangle Park, north Carolina, and in Hillerød, Denmark. 
Biogen has a very large production capability, one of the largest in 
the pharmaceutical industry.

HT: Could you describe the Fc fusion technology behind 
Alprolix?
Dr. Pierce: Fc fusion is the same technology that other companies 
have used to develop long-lasting versions of other drugs over the 
past 15 to 20 years. the Fc-receptor system, which has evolved in 
mammals over a period of many hundreds of millions of years, is 
responsible for keeping immunoglobulins in the bloodstream for a 
prolonged period of time. this is done by recycling immunoglobulins, 
taking them out from the intracellular compartments where they 
would be destroyed, and putting them back into the circulation.

By attaching the back end of an immunoglobulin molecule to 
factor IX, one can take advantage of the recycling pathway. Instead 
of the protein getting destroyed, much of it comes back out of the 
cell and gets recycled. 

HT: Dr. Pierce, is this modified, larger molecule equally 
efficacious in stopping bleeding?
Dr. Pierce: We needed to make sure the factor IX molecule with 
an Fc was as effective in functioning as native factor IX. We did 
this in the laboratory with a variety 
of clotting factor assays as well as in 
factor IX-deficient animals. In these 
preclinical studies, we demonstrated 
that the factor IX Fc, or alprolix, could 
stop bleeding equally well compared 
to BeneFIX®. and we showed that it 
lasted two to three times longer.

HT: That leads to the key question 
with extended half-life factor IX: 
how much is it extended over 
current products?
Dr. Pierce: For alprolix, we’ve been able 
to achieve a half-life of about 82 hours, 
or about three and a half days.

Alprolix, a longer half-life factor IX, 
approved by Health Canada

Alprolix™, a recombinant factor IX concentrate 
manufactured by Biogen Idec, was approved 
by Health Canada March 21, 2014, and by the 
U.S. FDA a week later. It is indicated in adults 
and children (≥12 years) with hemophilia B for 
routine prophylactic treatment to prevent or 
reduce the frequency of bleeding episodes and 
for control of bleeding episodes. 

Alprolix is the first in a new class of extended 
half-life coagulation products for hemophilia. 
Half-life is defined as the time it takes for half the 
clotting factor to be eliminated from circulation. 
Alprolix is currently being reviewed by health 
authorities in the provinces and territories. 
Decisions are expected soon as to when it will 
be approved for distribution by Canadian Blood 
Services and Héma-Québec. Hemophilia today 
(Ht) interviewed two physicians who were closely 
involved with the development and clinical trials 
of Alprolix. − D.P.

Dr. Glenn Pierce is the senior vice-president for global 
medical affairs and the chief medical officer for 
hemophilia at Biogen Idec, a biotechnology company 
based in Cambridge, massachusetts.

Dr. Jerry Powell is professor of medicine at the university 
of California and since 1990 has been centre director of 
the hemophilia treatment centre at the Davis medical 
Center. He was involved in the Phase I/II and III clinical 
trials of Biogen Idec’s longer half-life factors vIII and IX 
and was lead author of the Phase 3 Study of Recombinant 
Factor IX Fc Fusion Protein in Hemophilia B1.

Dr. Glenn Pierce
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HT: This is a little confusing. In the Phase III studies, 
as you’ve just said, you report a half-life of 82 hours 
compared to 33 hours for BeneFIX while Pfizer’s own 
package insert claims 19 hours as the BeneFIX half-life. 
Do you have different ways of measuring?
Dr. Pierce: We do. one needs to go out a certain amount of 
time, based on that protein’s half-life, in order to get an accurate 
measurement. BeneFIX measurements go out 48 hours. that’s 
not a sufficient time. When one measures BeneFIX over a more 
scientifically appropriate time period, such as 96 hours, the half-
life is 33 hours. When we do the same with alprolix, its half-life is 
82 hours.

HT: But half-life is not a straight line; it’s a curve with a 
quick drop in factor IX activity in the first few hours and 
days and a slower drop as the days go by. Isn’t the first 
50% loss in activity much quicker than 82 hours?
Dr. Pierce: Yes. In the first six to nine hours, the factor IX activity 
is lost much more quickly. so if you don’t measure far enough out 
in time, you won’t get an accurate measurement of half-life. We’ve 
measured alprolix over 14 days and, if you average it out, there’s 
one half-life decrease every three and a half days.

HT: Another way to think about this is to look at time to 
1% or time to 3% factor level. Would that give a better 
idea on the frequency of infusions needed?
Dr. Pierce: If you give a dose of 50 Ius per kilogram, after seven 
days, models predict about 95% of patients will be above 1% with 
alprolix. that contrasts with 31% of those treated with BeneFIX. If 
you receive 100 Ius per kilogram of alprolix every 14 days, about 
53% of patients will end the period at 1% or higher, compared to 
1.5% of patients treated with BeneFIX.

Dr. Powell: From a patient’s perspective, what he really wants to 
know is how long it will take before he is at risk of bleeding again. 
this depends on his activity level. If a person is going to be engaged 
in activities that have a higher risk of bleeding, he clearly needs a 
higher factor IX level. If he’s at a desk job or going to school, he 
doesn’t have to worry so much about maintaining a high factor IX 
level. In the study, it looked like a number of patients could go 12 
or 14 days between doses and maintain a factor IX level of above 
1% and have no breakthrough bleeds.

HT: Dr. Powell, could you describe the clinical trial and the 
key results?
Dr. Powell: this Phase III clinical trial was international with over 
100 patients enrolled at multiple sites. a first group of patients was 
followed using on-demand therapy. a second group was followed 
on a once-a-week regimen and a third group of patients had 
variable intervals between doses of 100 Ius with the objective to 
maintain the factor IX level above 1%. there was a fourth arm for 
surgery with over 10 patients. the efficacy was equal compared to 
the standard factor IX products in stopping bleeding and reducing 
pain from a bleed.

HT: How did you measure this?
Dr. Powell: In two ways. one was to define efficacy by the factor IX 
level. But, more importantly, patients reported that alprolix stopped 
the pain from an acute bleed as quickly as any of the other factor IX 
products they had used. that was important. the efficacy in stopping 
bleeding with alprolix was as expected.

HT: Were there any adverse reactions?
Dr. Powell: Both those on on-demand therapy and those on 
prophylaxis were studied for over 50 exposure days or one year or 
more, and there is an extension study in addition to the Phase III study. 
there were no inhibitors. and there were no unexpected problems. 
all of the medical problems that we 
saw in the study population were 
problems we would expect to see in a 
hemophilia population. that, too, was 
very reassuring.

HT: What do you see as the 
principal benefits of Alprolix 
compared to the current factor IX 
preparations?
Dr. Powell: I see two benefits. the 
first is the decreased burden of 
dosing. We have all moved into the 
era where we try to keep the factor IX 
level above 1%. most patients require 
infusions every three or four days to 
achieve that. With this longer half-
life product, at a dose of 50 to 100 Ius per kilogram, they should be 
able to achieve that with less frequent infusions. Clearly, infusions 
once a week kept their levels much higher than 1%. and some of 
the patients got by with infusions every 10 or 14 days.

the second is a little more subtle. the major problem with hemophilia 
is that patients bleed into joints and there is joint damage. But the 
more important problem is internal bleeding, such as a retroperitoneal 
bleed with organ damage or an intracranial bleed with neurological 
damage. the prediction is that with this longer-acting drug we’ll see 
many fewer of those devastating bleeds.

However, after all my enthusiasm, I have to say the proof is in the 
pudding. this was a Phase III study with a little over 100 patients. 
We need to see what happens over the next few years with a couple 
of thousand patients with many thousands of infusions. I don’t 
expect any problems but we always have to be vigilant and follow 
up with good post-marketing surveillance. 

1 Jerry S. Powell et al, Phase 3 Study of Recombinant Factor IX Fc Fusion Protein in 
Hemophilia B. n engl J med. 2013; 369(24):2313-2323. DOI: 10.1056/NEJMoa1305074

To read the unabridged version of the interviews, see the 
CHS Web site at www.hemophilia.ca/en/bleeding-disorders/
clotting-factor-concentrates.

Dr. Jerry Powell
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Period survival for not so beginners -  
Part 2 of our discussion on menstruation
the response to november’s Female Factor article Period survival guide for beginners was fantastic! thank 
you all for your feedback. I was asked by several women to continue with a Not so beginners guide and 
expand on a few topics surrounding menstruation and bleeding disorders.

will begin by encouraging all women to be in close contact 
with your bleeding disorder treatment centre team, especially 
if you are having issues with your period or bleeding disorder. 

You may be embarrassed, think you are alone, or think because other 
relatives have not sought out treatment that you should not either. I 
want you to know there is a whole team who wants to help you to 
find the correct course of action to ensure that your bleeding disorder 
is managed in an appropriate way.

a favorite quip of bleeders is how they should own stocks in 
Procter & gamble, one of the largest companies producing tampons 
and pads, because of how many products they buy! While buying 
up stocks might not be the answer, there are many alternatives on 
the market such as luna Pads and the Diva Cup. these products are 
reusable and promote being earth and budget friendly, with the added 
benefit that you will never have an emergency shortage of supplies. 
these products are now widely available in drug and health food 
stores. Be sure to research any products before buying and pay close 
attention to cleaning and sterilizing while in use.

I was quite impressed to hear about a new service in the united 
states called helloflo.com which mails, directly to your door, monthly 
care packages filled with supplies for your period, and includes candy 
of course! While a service like this may be impractical for a woman 
who has trouble with menorrhagia (heavy and prolonged periods), 
it does show how companies and the market are changing to make 
products more available and better suited to women’s needs.

low iron and anemia is something that every woman with menstrual 
trouble needs to have closely monitored. Hemoglobin, ferritin and iron 
study levels are all base level tests that can determine if you are anemic 
or have low iron. Fatigue, shortness of breath, dizziness, headaches, 
coldness in your hands and feet, pale skin, chest pain, weakness or 
restless legs can all be symptoms of low iron and anemia. Be especially 
mindful if you are breastfeeding and are having menorrhagia issues, as 
your body will be more prone to becoming anemic. there is treatment 
that can drastically improve your health, but it does require close 
monitoring by your physician.

endometrial ablation is quickly becoming the most popular 
choice for many women who suffer from menorrhagia. this one-day 

procedure performed at a hospital has a very quick recovery time 
and does not have many of the complications or complexity of a 
hysterectomy. the procedure destroys the endometrial lining which 
will then scar. this scarring will usually reduce or prevent uterine 
bleeding. It should be noted that this procedure is only an option for 
women who are finished with child bearing, it cannot be reversed, and 
it is not a form of birth control.

Being your own health advocate is the best weapon in your 
arsenal to keep your bleeding disorder in check. the CHs Passport 
to well-being program includes an informative session on how to 
navigate the emergency department. this program has some wonderful 
tips on being your own advocate, which can be adapted to outside the 
emergency department. this program is accessible on the CHs Web site at 
www.hemophilia.ca/en/support-and-education/passport-to-well-being/
navigating-the-emergency-department.

Why not plan a women’s morning out for your chapter and 
review this session? talking with your health care team, researching 
products and treatments, and asking for help from other women in 
our community are all positive ways to move toward gaining relief 
from menorrhagia.  

eDItoR's note: A Negative, our e-novella featured on the cover and on page 7 

mentions a fictional Web site similar to helloflo.com. at the time of printing, 

HelloFlo indicated they will feature A Negative on their blog! to read their blog and 

learn more about HelloFlo, please visit: http://helloflo.com/blog.

I


