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WORD FROM THE EDITOR

by François Laroche
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emophilia Today would not be what it is today 
had it not been for Paul Rosenbaum, who 
transformed the publication from a more 
homegrown newsletter design to a magazine 

style. He was the magazine’s graphic designer from the mid-
1980s until illness forced him to stop working in 2016. Paul 
passed away in 2018, leaving behind not only a beautiful 
magazine appreciated by so many, but also a vast catalogue 
of educational material. He was the graphic designer 
for most of the publications produced by the Canadian 
Hemophilia Society for three decades. Paul, who spoke of 
"us" when mentioning the CHS, left an indelible mark on our 
organization.

I would like to express my gratitude to all my 
predecessors at the helm of Hemophilia Today, notably 
Barry Issac, whom I succeeded in 2002. A huge thank you 
must also be extended to all my collaborators, columnists 
or occasional writers. Thank you also to Debbie Hum for 
editing the English content. In addition, I take my hat off 
to our production coordinator, Chantal Raymond, who has 
worked countless hours behind the scenes to make the 
magazine an interesting and attractive communication tool.

Finally, thank you, dear readers, who, through your comments, encouragement and constructive criticism, have helped us, over all 
these years, offer a magazine designed to meet your information needs.

As for me, I will remain involved as the editor, and, along with many current collaborators to Hemophilia Today, will continue to work 
very hard to provide quality information on subjects that interest you. 

See you soon! 

H

It is with a heavy heart that I confirm what you saw on the front page. This is the last Hemophilia 
Today issue in both paper and electronic versions. It will be replaced with an online information 
platform providing news stories and headlines on a more continuous basis. The design of this new 
platform has yet to be determined.

After 55 years, the curtain has fallen on a publication that evolved in both design and content as 
it followed events, good and bad, that have marked the 66-year history of our organization. You 
can see this in the review on pages 6 and 7 of various covers from issues of previous decades, 
The Bulletin, which appeared in 1956, the first issue of Hemophilia Today, published in 1964, and 
through to the current decade. Things have changed. What remains the same is the determination 
of each person who contributes to the magazine to offer you accurate and relevant information 
on topics of interest to the bleeding disorder community.

Paul Rosenbaum



4

MESSAGE FROM THE PRESIDENT

by Paul Wilton

ood governance and leadership development are 
critical for the Canadian Hemophilia Society (CHS) and 
its chapters. Although governance may seem mundane 
to some, the quality of our governance influences the 

success of all our efforts to advance care and treatment, research, 
education and support. The quality of the decisions we make is 
guided by the quality of the processes by which we make decisions, 
otherwise known as governance. Our ability to carry out our 
work until our mission is achieved depends upon our leadership 
development efforts.

The world has changed and the pressures on not-for-profit 
organizations are different than 25 years ago. To respond, we need 
to evolve our approach to governance and leadership development 
in four areas: volunteer recruitment, development, assessment, 
and term limits.

We cannot just draw on volunteers from among people 
we know. The people we know are usually people like us. This 
approach limits the diversity of our volunteers. We know that 
diversity, whether it be in terms of demographics, skills or 
perspectives, improves collaborative decision-making. We should 
connect with our partners, such as health care providers, for 
suggestions of people who may be good candidates. We should 
advertise for volunteers externally. Most of our key leaders should 
be people who are affected by bleeding disorders, but there are 
immensely skilled people outside our community who are eager 
to help. External candidates should be sought out and welcomed! 
Outsiders bring valuable external experience, fresh perspectives 
and impartiality. Green-fielding is a technique of recruiting new 
volunteers for committees and identifying their commitment and 
strengths before potentially developing them into leadership roles. 
When recommending board members, nomination committees 
should use an open and rigorous recruitment and selection process 
including requesting resumés and conducting interviews. A skills, 
personal attribute and diversity matrix should be used.

Our organizations should ensure that each new volunteer 
receives orientation and mentoring. Funds should be dedicated to 
volunteer development, so that promising future leaders can have 
opportunities to develop their expertise in bleeding disorder issues 
and skills in governance of not-for-profit organizations. We should 
have a national youth development program that identifies youth 
with dedication, skills and follow-through, and intentionally build 

their skills in advocacy for care and treatment, research, education 
and support, and good governance.

Board member evaluation can be a controversial topic. On one 
hand, if all our volunteers are benevolently giving their time, why 
subject them to assessment? On the other, if volunteers invest their 
efforts in our organization, don’t we owe them some feedback and 
help in identifying areas for growth? Assessment processes should 
be focused on development. It is much easier and more productive 
to give feedback through regular, inclusive and objective processes 
than to intervene individually when things go south. In fact, a reason 
performance may get off course is because regular feedback is not 
given.

Finally, term limits are critical. Most Canadian not-for-profits 
have a director term limit of between six and nine consecutive 
years. When board members stay too long, they tend to lose 
their independence; they become tied to decisions of the past 
and develop too close relationships with staff to provide objective 
oversight. The governance literature tells us when board members 
stay too long, they make less effective decisions. Incumbents are 
well known in the community and have a clear advantage in board 
elections. Therefore, they prevent new leaders from emerging and 
prevent new ideas and perspectives from being included. Worst of 
all, leaders staying too long may make the organization dependent 
on an indispensable volunteer(s). Term limits create an impetus to 
focus on recruitment and development. Term limits help create a 
regular rotation of leaders, making our community stronger. There 
is a time to lead and a time to allow others to lead. Those who have 
served the CHS well will always have a place at the CHS, albeit in 
different roles. What more selfless way to give back than to create 
space for others to lead and then to train, mentor and support 
them? To impose term limits, board members must be selfless.

When it comes to boards, we want boards that are diverse 
enough to reflect the populations we serve, and diverse enough 
in viewpoints to engage in rigorous discussion of issues and 
evaluation of options before making decisions. Good governance 
and leadership development will ensure we have volunteers who 
can carry on our work until our mission is accomplished.

I want to extend my sincere thanks to François Laroche, the editorial committee, contributors and CHS staff for their dedication 
to Hemophilia Today. Their countless hours of time and high standards have made this a publication of quality that our community 
can depend on to learn about each other and the latest developments in inherited bleeding disorder care. Our commitment to 
providing quality content will continue as we respond to member input on their preferred communication methods. Hemophilia 
Today will take on a new format in the new year and we look forward to hearing your feedback as these changes are rolled out. 

G
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CHS board members weigh in 
on decision to go “paperless”
by Kristen Walsh, member of the CHS Board of Directors

hen asked about the advantages of this change, there 
was no disagreement. This change is convenient, time 
and cost efficient and seems to be on par with other 
organizations. One board member shared that his 

provincial chapter has already moved to a digital format.
"This new digital format has made our communication officer's job 

easier and it has become cheaper to produce such mass quantity. It 
is also easier to share on social media platforms. I would assume this 
would be the same for the national level."

Though the advantages seemed clear cut, it also came with a 
degree of concern; especially for those who do not have regular 

access to the internet or the technological know-how to navigate 
online. There are also the issues of personal preference and the 
validity of preferring paper-based communications for a host of 
reasons, including not being able to read well from electronic screens. 
There's also the potential for an interested audience to completely 
miss it because they aren't online or are over-saturated online.

"We tend to be saturated with e-mails and messages, it may get lost 
or overlooked more often," another board member shared.

When asked about the impact in their specific regions, despite 
the concerns, they all agreed it will likely be a welcome change. This 
change is something we are collectively getting used to as the many 

organizations we participate in move in this direction 
(e.g. banking, workplaces, etc.). When asked about how 
we can best support our members and writers through 
this change, they expressed that it is important to keep 
our members engaged. This could mean promoting and 
sharing access to our information platform over social 
media or by e-mail. One member suggested hosting group 
events and readings to chat about new content on the 
online information platform. There is, of course, the option 
to print select sections of the online version which might be 
a good option for those who have difficulty reading online.

Thank you to our board members who have 
provided feedback on this important change. We are 
always receptive to hearing your ideas. If you have any 
thoughts or recommendations, please contact the CHS at  
chs@hemophilia.ca. 

W

COMMUNITY NEWS

CHAPTER SPOTLIGHT 

The CHS has announced that it will move into a digital era and transform its current magazine, 
Hemophilia Today, to an online information platform as of January 2020. Going “paperless” has 
become a priority for many organizations across the globe, and with good reason. From an 
operational perspective, it allows us to reduce waste and costs associated with print production: 
paper, printers, copiers, ink and toner cartridges, and postage. Because every issue is archived 
digitally, they are all easily located on the CHS website when needed. On a broader scale, it is an 
environmentally sound choice. But do those benefits translate to our members? We asked three 
board members to weigh in on this decision, and here is what they had to say.
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For decades, Hemophilia Today has provided crucial 
information on care and treatment, coverage of ups and 
downs for the bleeding disorder community, inspiring 
personal stories, news from all provincial chapters and much 
more. Hemophilia Today has been privileged to be a witness 
to our history, to your history.

Here are some of the magazine's covers over the years. – C.R.

THE 1950s

THE 1960s THE 1980sTHE 1970s
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THE 2000sTHE 1990s THE 2010s
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JAMES KREPPNER  
MEMORIAL SCHOLARSHIP AND  

BURSARY PROGRAM

n an effort to bring young volunteers into the CHS, and in recognition that a 
sound education is of utmost importance particularly for those who might not 
be able to succeed in a vocation requiring strenuous physical labour, the CHS 
offers the opportunity for those who qualify to receive a scholarship (based 

on academic merit) or bursary (based on financial need or for mature students over 
30 years of age) in the amount of $5,000 each to attend a post-secondary institution 
of their choice.

The CHS James Kreppner Memorial Scholarship and Bursary Program is an ongoing 
tribute to honour James Kreppner, a longtime past volunteer and member of the 
CHS Board of Directors, for his dedication, intelligence and commitment to the CHS 
and community service.

In 2019, the CHS was pleased to award $5,000 scholarships and bursaries to three 
outstanding recipients.

Additional information including the criteria and application forms for the CHS James 
Kreppner Memorial Scholarship and Bursary Program is available on the website at 
www.hemophilia.ca/james-kreppner-scholarship-and-memorial-program. The 
deadline to submit applications for next year is April 30, 2020. – J.A.

The CHS would like to acknowledge Pfizer for their generous support of the 2019 CHS 
James Kreppner Memorial Scholarship and Bursary Program.

I
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2019 ACADEMIC SCHOLARSHIP RECIPIENT
Michel Khoury
Ottawa, Ontario

still remember receiving the life-altering diagnosis at a young age, upon which hemophilia 
became intimately intertwined with my identity. The lessons and sense of community that I 
have acquired far outweigh the restrictive impact on my daily life activities. Having volunteered 
with my provincial chapter, spoken about my experiences to future physicians, and stayed an 

active advocate for my community, I have gained a sense of fulfillment and belonging. Being in the medical 
system from a young age and having been looked after by my incredible hematology team encouraged 
me to pursue a career in health. I began medical school in 2017 at the University of Ottawa. There, I quickly 
learned that my chronic disorder has given me an advantage over my classmates; I have the patient’s 
perspective. This chronic condition has in fact made me a better health care professional, allowing me to 
easily empathize with patients on every level. I am grateful for the Canadian Hemophilia Society, which 
perpetually invokes a fostered sense of community. It is precisely this collaborative and united approach 
that nurtures research, support, and a sense of unity that will bring us a step closer to finding a cure.

2019 BURSARY RECIPIENTS
Alec Mather-Shapiro
Calgary, Alberta

hile my wife was pregnant with our son, she was diagnosed with hemophilia B – and shortly 
after he was born, it was confirmed that he had it as well. After that, our lives changed. I 
discovered how incredible the hemophilia community is and it altered the direction of my life. I 
went back to school to further my education so I could help both my family and the community.

I am working towards my Bachelor of Management degree and then will move on to an MBA to start my 
own business. I want to provide cybersecurity solutions to companies, including charities close to my heart.

I am honoured to receive the James Kreppner Memorial Bursary this year. This will allow me to continue 
working towards my goal while giving me some breathing room to spend time with my young family. 
Thank you.

Gordon Rhys Watson
Whitehorse, Yukon

eing diagnosed with hemophilia when I was born, I was forced to face adversity from the 
very start. That didn’t hold me back though. Being a hemophiliac, I wanted to show other 
hemophiliacs that we should embrace our differences and push ourselves to achieve more. 
From the beginning, I started to forge my own path. I began volunteering for organizations such 

as the CHS. I was recognized and received the Nova Scotia Provincial Volunteer Award at 14 and each Duke 
of Edinburgh Awards up to the gold level. When I was older, I wanted to become a pilot, but was denied 
for being a hemophiliac. With this door closed, another one opened. I marked my resolve to become a 
doctor and began studying to achieve that goal. After graduating high school with honours, I went to 
Mount Allison University to start studying for a Bachelor of Science (Honours) in Biochemistry. I want to do 
my thesis on hemophilia, specifically experimenting to find new information and whether prions could be 
used to reshape the factor VIII protein to work properly in hemophiliacs. I thank everyone involved in the 
James Kreppner scholarship and bursary selection process as this bursary will help me so much in achieving my goals. 

B

W

I
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A family of connected apps to help you 
manage your hemophilia care

Now connected to MyCBDR!
Record infusions in MyCBDR and view 
your factor level in real time on myWAPPS!

Visit www.mywapps.org  
for more information.

myWAPPS is financially supported by an 
unrestricted educational grant from Bayer

Login to MyPROBE using your MyCBDR credentials and 
complete the quality of life questionnaire on-the-go!

Get MyPROBE to enhance the direct  
patient voice!
STEP 1: Download MyPROBE from the App Store  

or Google Play Store.

STEP 2: Login using your MyCBDR username  
and password.

STEP 3: Complete the questionnaire.

STEP 1:  Contact your HTC. Your doctor will 
activate myWAPPS for you using 
your pharmacokinetic (PK) study on 
WAPPS-Hemo.

STEP 2:  Once activated, you will receive an 
e-mail to connect myWAPPS to your 
MyCBDR account.

STEP 3:  Download myWAPPS from the App 
Store or Google Play Store.

STEP 4:  Select Link to Your Hemophilia 
App and login using your MyCBDR 
credentials.

STEP 5:  Record infusions in MyCBDR -- they 
will sync to myWAPPS automatically!

A secure app for people with bleeding disorders or parents/
caregivers to record home treatments.

Get on MyCBDR!
STEP 1: On your computer, register for MyCBDR account  

at www.mycbdr.ca/MyCBDR/Account/Register.

STEP 2: Wait for approval from your HTC.

STEP 3: Download MyCBDR (English) or MonRCTC  
(French) from the App Store or Google Play Store.

STEP 4: Login and record your treatments.



THE LARGEST
INTERNATIONAL
MEETING FOR
THE GLOBAL
 BLEEDING DISORDERS

COMMUNITY
wfh.org/congress

Hosted by Organized by

WFH MSKCongressProgram2019-F.indd   58 2019-05-01   11:33 AM
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Betty Ann Paradis: 50+ years in nursing,  
40 years in hemophilia care
Interview conducted by McKenzie Quevillon, BScN, MN (in progress),  
Clinical Nurse Coordinator HTC Program, St. Michael’s Hospital

Interview recorded by Susan Turner, Hemophilia Ontario

ow did your career in hemophilia 
begin?

In the late 1970s, the Canadian 
Hemophilia Society (CHS) realized 

that hemophilia treatment centres (HTCs) 
had to be established across Canada. At that 
time there were only six HTCs in Canada and 
none in Northern Ontario. Helen Gibson, the 
mother of a child with severe hemophilia A 
with an inhibitor, felt it was very important for 
a treatment centre to open in Sudbury. There 
were three hospitals in Sudbury at the time 
and the Laurentian Hospital agreed to host 
the HTC in the Ambulatory Care Unit (ACU), 
where I was a nurse. In late 1979, the decision 
was made to host the first hemophilia clinic 
in Northern Ontario. All nurses in the ACU 
were given the opportunity to work in the 
clinic. No other nurse wanted this responsibility. I said I would do it 
and, if I didn’t like it, I would drop it. That was 40 years ago!

Did you have special training?
There was no training to be had. Initially I knew very little 

about hemophilia and other bleeding disorders. The CHS was 
instrumental in helping to establish the HTCs and facilitating 
networking opportunities amongst the existing ones. That was the 
training that I received. I got my feet wet and never looked back!

What did hemophilia care look like at that time?
In the 1970s, there were no recombinant products – our factor IX 

deficient patients were getting fresh frozen plasma, our factor VIII 
deficient patients were receiving cryoprecipitate. Most treatments 
had to be done in a hospital setting. Eventually, we were able to 
put a few of our patients on home care with cryoprecipitate, but it 
had to be kept in a freezer at home, and there were some special 
particularities that went along with it. As care evolved through the 
years, the changes came.

What has been the biggest change?
The biggest change has been the plasma-derived factor 

concentrates followed by recombinant products, as we could have 
more patients doing prophylaxis at home. The fact that prophylaxis 
didn’t happen in the earlier years resulted in many of our patients 
having serious joint issues causing significant pain and mobility 
challenges. The younger boys and girls who are on prophylaxis 
today don’t experience that same joint damage.

What is your relationship with Hemophilia 
Ontario and the CHS?

There has always been a very good 
working relationship between the Society 
and the HTC. The CHS and Hemophilia 
Ontario helped to facilitate meetings with 
families and HTC caregivers. They have 
always worked hard to maintain a very good 
relationship. I don’t know of any other patient 
organization that has the relationships 
Hemophilia Ontario and the CHS have with 
their members and caregivers.

How has this relationship benefited the patients 
and the society?

Patients have become very good at 
advocating for themselves. The CHS has 
certainly helped the patients become 

independent thinkers and they are really engaging in their care. 
They can teach us health care professionals how to work together 
for the best results.

How did you become involved internationally?
I suppose I have always been interested in improving care for 

people in general. I had an opportunity to become a member of 
the World Federation of Hemophilia Nurses Committee. I was the 
representative for North America for four years and then served as 
chair of the committee for the following four years. We were invited 
to do nursing programs in developing countries and that tugged 
at my heart. I strongly believe that, if I have knowledge and I can 
share that knowledge with other people, this is my responsibility 
as a health care professional. One of the things I always did when 
doing training sessions, I would leave behind whatever materials 
I brought so the nurses could use those presentations and teach 
others. I wanted to provide them with the tools to share knowledge 
and utilize the tools to continue teaching.

What are some of the issues you have dealt with and some of your most 
rewarding moments?

The biggest issue was the tainted blood tragedy. We saw so 
many of our brilliant young men succumb to HIV because there 
was no medication for them. It really devastated patients, families 
and health care professionals alike.

At that point, the CHS held workshops for the caregivers on how 
to help our families deal with the tragedy. We did get through that 
painful time.

H

THE NURSES’ STATION

Betty Ann in the early years of her career.
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An open letter to our colleagues new to bleeding 
disorder treatment centres across Canada

My most rewarding moments are the hugs and kisses from 
my patients—this is at the top of the list. Because I’ve been in this 
community for so long, I’ve been invited to weddings, baptisms and 
graduations! I also delighted in going to talk to children in schools if 
there was a classmate with a bleeding disorder; those are rewarding 
moments. What I have truly enjoyed is working at the kids’ summer 
camp. When we were looking for a camp to send our boys with 
hemophilia, YMCA Camp Wanakita was the only camp in Ontario that 
agreed to take children who were HIV positive. That was almost 30 
years ago!

I also had the opportunity to work at the Maritime Adventure 
Camp for one week every summer for 10 years! My involvement in 
summer camps is a very rewarding time for me.

What advice would you give someone new in the role?
I would advise a nurse new in the role caring for patients with 

bleeding disorders to be compassionate. Learn from your patients 
and your families. Collaborate with the CHS for the betterment of 

the patients. Be yourself and be the nurse that you always wanted 
to be, and it will come naturally.

What do you see as the future in hemophilia care?
We now have Hemlibra, a subcutaneous injection treatment 

which can be taken once a week or even once a month for patients 
with severe hemophilia A and inhibitors. Gene therapy is also on the 
horizon. This will be a big change for those living with hemophilia. 
Even with these new and emerging therapies, I do believe we are 
always going to need our factor products.

On a daily basis what do you find are the challenges working in this role?
One of the biggest challenges in this role today is the fact that 

you aren’t given enough time and resources to do the work the way 
it should be done. Budgets affect how much you can do for your 
patients. You have to be resourceful, and it does involve a lot of 
volunteering as well.

What do you believe are the main components of the HTC team that are 
imperative to give good patient-centred care?

When HTCs were established, the core team members were 
identified as the hematologist, the nurse, the physiotherapist, the 
social worker and, if you were lucky enough, you could have some 
administrative support. With a large treatment centre, it is imperative 
to have all of those people. In a smaller centre, like in Sudbury in 
Northern Ontario, we have adapted and make do with what we have. 
As health care budgets tighten and core team member roles become 
threatened, HTCs and the CHS will need to work even harder to 
advocate to maintain the 26 treatment centres across Canada.

Thank you, Betty Ann! 

ear new hematologists, nurses, physiotherapists, social workers and administrative assistants,
Welcome! The bleeding disorder treatment centres (HTCs) could not function without each and every one of you.
For the past five years, we have noticed a significant number of staff changes in many HTCs. Some senior staff have retired 

and newer staff seem to be finding other opportunities in the health care system. Stability within a health care team is very 
important to patients and we need to make every effort to provide this stability.

The bleeding disorder community is special in many ways, for instance, the close working relationship between the patient organization 
(CHS) and the health care provider groups, the Association of Hemophilia Clinic Directors of Canada (AHCDC), the Canadian Association 
of Nurses in Hemophilia Care (CANHC), the Canadian Physiotherapists in Hemophilia Care (CPHC) and the Canadian Social Workers in 
Hemophilia Care (CSWHC). An example of this is the New Team Workshop, organized every three years to provide an educational opportunity 
for new HTC members. Another example is Rendez-vous, a medical/scientific symposium that is unique in bringing together patients, 
caregivers and health care providers.

In parallel, our partners from the pharmaceutical industry financially support mentoring programs between mentor and mentee in 
specific disciplines.

Additionally, we must remember that the HTC team members also have a responsibility in educating the new health care providers.
With everyone working together, we can continue to provide exemplary care to all Canadians with inherited bleeding disorders!
Here’s to the next 40 years!

Betty Ann Paradis, RN, Primary Care Nurse,  
The HAVEN/Hemophilia Program, Health Sciences North, Sudbury, Ontario 

D

Betty Ann Paradis
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Bleeding disorders and sexual 
health: Let’s lift the taboos
by Sarah Watson, Licensed Professional Counselor and Certified Sex Therapist

eing a woman with a bleeding disorder can be 
challenging for many reasons. One reason that we 
often do not discuss is sexual health. In recent years, the 
National Hemophilia Foundation and the Hemophilia 

Federation of America (both in the United States) have been 
interested in tackling the topic to some extent. Let’s discuss how 
you can work on being comfortable with your bleeding disorder 
and sexual health.

Having a bleeding disorder may or may not impact you every 
day. You may struggle with joint bleeds, heavy periods and/or 
significant menstrual pain, lack the proper health care team or have 
to care for a significant other or family member with a bleeding 
disorder. When it comes to sexual health, your bleeding disorder 
most likely impacts you in some way.

First let’s define sex: People define "sex" in different ways. Some 
people believe that it only counts as sex if a penis goes into a vagina, 
but this isn't true for everybody. There are lots of different ideas 
about what sex can be: vaginal sex (penis-in-vagina intercourse), oral 
sex (mouth-to-genital contact), anal sex (penis-in-anus intercourse), 
dry humping or genital rubbing, fingering or hand jobs (hand-to-
genital contact), masturbation. (www.plannedparenthood.org/
teens/sex/whats-sex#sthash.SOoKZ3db.dpuf).

Women with bleeding disorders often share that they experience 
bleeding during or after vaginal penetration, pain during sex due 
to joint issues, and apprehension about disclosing their bleeding 
disorder when they get involved in a significant relationship. Having 
to discuss your bleeding disorder can be challenging and emotional. 
We didn’t choose to inherit this disorder. Many women have had 
significant traumatic experiences with their bleeding disorder that 
can lead to having a difficult time talking to others about it. I often 
have experienced being in a room with many women with bleeding 
disorders, with many of them lacking all the information about their 

own disorder. But what we can often forget is that we are our own 
experts on our own bodies. Sharing your stories and feelings will 
bring you closer to others. Ask for help. Write about your journey 
with your bleeding disorder so far. What have you learned, what 
have you experienced?

As a licensed professional counselor, I would highly recommend 
that before you jump into the conversation, self-reflect first. Think 
about how you feel about your bleeding disorder, what questions 
you have about it, how you can answer any questions your significant 
other might have, and the best place and time to discuss your 
questions with each other. Then after you have taken some time 
to think about it, schedule a time to discuss it with your significant 
other. If your partner has more questions it might be helpful to bring 
them to your next appointment. Bleeding disorders are complicated 
and to have a trusted medical provider offer education to your 
partner is a wonderful resource. Remember to stay curious and not 
defensive when sharing your perspective. I would also encourage 
weekly check-ins with your partner about what is going well and 
what could be adjusted. It’s okay for things to change and to create 
flexibility within your relationship or partnership.

When it comes to practice tips, always ask your medical provider 
and then ask others. One tip that I have heard over and over is to 
be honest about your pain; share it with your partner, discuss what 
your physical and emotional limits are, and what you would like to 
try. Some other tips: Use dark sheets or towels if you experience 
significant bleeding. Read about sexual health. Know you are not 
alone. Know that you can discuss this and much more with your 
partner. Intimacy is key to any healthy relationship. This requires 
vulnerability with each other. It’s okay to say that you don’t have all 
the answers but that you are willing to try and explore to find out. 
If anything above all, sexual intimacy should be pleasurable, fun, 
playful and connecting. Continued communication is key. 

THE FEMALE FACTOR

Sarah is a woman with mild hemophilia A. She is a wife and mom. She owns a private practice in Troy, 
Michigan (U.S.A.), where she works with couples and individuals who struggle with sexual health issues. 

Helpful resources can be found at:
www.ccpa-accp.ca/find-a-canadian-certified-counsellor  •  http://talkingcanhelp.ca

B
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FUNDRAISING

CORPORATE PHILANTHROPY PROGRAM

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

We would also like to thank our numerous additional donors – individuals, corporations and foundations 
– who each year express their confidence in us by making substantial supporting donations.

Working together with individuals and the corporate sector in Canada helps the CHS accomplish its 
mission and vision by extending our reach and reinforcing our messages. – J.A. 

THANK YOU!
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Bayer | Roche | Takeda

SILVER
Novo Nordisk

BRONZE
Alexander Fund at Calgary Foundation | Bioverativ – A Sanofi Company  

CSL Behring | Leon’s | Octapharma
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Jivi, a new PEGylated rFVIII
Interview conducted by David Page, CHS National Director of Health Policy, on behalf of Hemophilia Today.

David Page (DP): Dr. Mahdi, what is the history of Jivi?

Dr. Mohammed Mahdi: In the late 1990s and early 2000s, there 
was a focus at Bayer in Berkeley, California, to improve the half-life 
of factor VIII (FVIII) using PEG (polyethylene glycol). The scientists 
decided to use site-specific PEGylation of a B-domain-deleted rFVIII 
molecule. This next generation of FVIII therapeutics was called 
Kogenate Next or KGN for short. The early product was called  
BAY-94. The brand name given was Jivi.

DP: Where is it approved?

Dr. Mahdi: Jivi is approved in Canada, the U.S., Japan, the European 
Union, and non-EU countries such as Liechtenstein, Switzerland, 
Iceland and Norway.

DP: How is Jivi similar or different from other Bayer products 
like Kogenate FS and Kovaltry?

Dr. Mahdi: Like Kogenate FS and Kovaltry, Jivi offers excellent 
safety and efficacy profiles. Kogenate FS is a full-length rFVIII and 
has the same amino acid sequence as Kovaltry, but Kovaltry has 
an enhanced manufacturing process that leads to a slightly longer 
half-life than Kogenate. Jivi, on the other hand, is a B-domain 
deleted rFVIII molecule that is site-specifically PEGylated with 
a 60-kiloDalton PEG, which is branched – that is, made of two 
30-kiloDalton PEG branches. This allows the molecule to circulate 
longer in the body. Like Kovaltry, Jivi is also produced without the 
addition of any exogenous human proteins during the cell culture, 
production, PEGylation or in the final formulation. All three of the 
products are produced using the Baby Hamster Kidney cell line 
culture.

DP: What are Jivi’s approved indications in Canada?

Dr. Mahdi: Jivi is indicated for previously treated patients, both 
adolescents and adults, over 12 years of age for routine prophylaxis, 
to control episodic bleeding, and for use in surgery.

DP: Jivi is not approved for children less than 12 years of age. 
Why is this?

Dr. Mahdi: This is because of an increased risk of hypersensitivity 
reactions to PEG in patients less than six years of age. In the clinical 
studies, we looked at 73 pediatric patients under the age of 12, 
including 44 under six years. Of those 44, 10 had an immunological 
response to PEG. All of these reactions occurred in the first four 
exposure days to Jivi. There’s something about the immune system 
in very young children that reacts to PEG. It’s likely that as people 
are exposed to PEG in many everyday products, for example, 
toothpaste, icing, artificial sweeteners and ice cream, amongst 
other things, the body becomes accustomed. Older children don’t 
react the same way. We didn’t see any reactions in children over 
six. None of the 73 patients developed any inhibitors to FVIII. Bayer, 
however, decided to exclude not only the under six-year-olds, 
but also the 6-to-12 age range as a precautionary measure. The 
indication may eventually be extended to this age range, although 
there are no plans for this at the present time.

DP: Dr. Steele, how does PEGylation compare with other 
strategies to extend half-life in other FVIII products?

Dr. MacGregor Steele: The two main technologies used are 
PEGylation (Jivi, Adynovate) and FcFusion (Eloctate). From a clinical 
point of view, it’s difficult to say if one is superior to the other. So 
far, half-life extension is limited by the pharmacokinetics of FVIII, so 
they all roughly extend the half-life about 1.5 times.

DP: Jivi could potentially be used routinely over many years. This 
has raised concerns among some physicians and patients alike 
about the potential toxicity of PEG, especially in younger children 
whose brains are still forming. What has Bayer done to study this 
risk in preclinical trials with animals and in human trials?

Dr. Mahdi: Bayer studied this at length. A key question was, “Does 
PEG cross the blood-brain barrier?” In a preclinical study, we 

In August, Hemophilia Today interviewed Dr. Mohammed Mahdi, Senior 
Manager, Medical Scientific Advisor – Hematology at Bayer Inc., and 
Dr.  MacGregor Steele, pediatric hematologist and centre director of the 
Southern Alberta Pediatric Bleeding Disorder Program at the Alberta 
Children’s Hospital in Calgary, and an investigator in the Jivi clinical trial.

Dr. Mohammed Mahdi Dr. MacGregor Steele

We would like to thank Bayer for their commitment  
at the Champion Level of the CHS BeneFACTORs Club.
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injected a single dose of Jivi equivalent to a lifetime dose in humans 
into a rodent model. The goal was to look at any irreversible 
binding of PEG and account for PEG excretion. We saw no signs of 
any crossing through the blood-brain barrier. Radio-labelled PEG 
was also studied to see what percentage was excreted through the 
kidneys (urine) and liver (feces), and if any PEG was left over. We 
were able to account for nearly all the PEG. Moreover, vacuolation 
of PEG in the body, particularly in the choroid plexus in the brain, 
was one of the areas of interest. It was concluded that at a clinical 
dose of Jivi, there were no PEG-related effects. In fact, the PEG-
related cellular vacuolation only occurred at weekly PEG doses that 
were thousands of logs higher than what was used clinically on a 
mg/kg/week basis.

The European Medicines Agency’s (EMA) Committee for Human Use 
of Medicinal Products (CHMP) also reviewed repeat-dose toxicity 
studies, conducted for PEGylated drug products already approved 
or under pediatric development. The CHMP concluded that PEG 
vacuolation within choroid plexus ependymal cells has only been 
observed when the administered dose gave rise to at least a 
monthly PEG exposure of 0.4 μmol/kg/month. The monthly dose 
with Jivi is 750 times lower than the EMA threshold for a monthly 
dose set by the EMA for cellular changes, which is the formation of 
vacuoles within cells. We now have extensive clinical evidence over 
six years showing no accumulation of PEG in human plasma.

DP: As a pediatrician, what do you say to families about the 
risks and benefits of using a product like Jivi with its extended 
half-life and ongoing questions about PEG?

Dr. Steele: I always approach these questions from a patient-
centred point of view. I understand families want the best product 
for their child. The benefit of an extended half-life product is reduced 
frequency of infusion and perhaps an increased trough level to help 
protect against breakthrough bleeding. With respect to the PEG 
question, I feel this has been very well studied both preclinically 
in animals and clinically in people. I’m comforted by some of the 
preclinical information. There’s nothing, so far, to suggest that PEG 
exposure has any physiological effects that interferes with organ 
function. In our centre, the two patients in the trial did very well. One 
has continued into the extension study. I can tell you the monitoring 
required by Bayer is quite rigorous. At the end of the day, it is up to 
families to choose what kind of product they’d like to use, looking at 
the advantages and disadvantages of each. Unfortunately, in life we 
are never able to remove 100% of all uncertainty.

DP: Inhibitors are a common complication with factor VIII 
therapy, mainly in previously untreated patients receiving FVIII 
for the first time. Have inhibitors developed in previously treated 
patients using Jivi?

Dr. Mahdi: We have seen no de novo inhibitors in previously 
treated patients in the trials or in post-marketing monitoring over 
six years.

DP: The extended half-life of Jivi is described as 1.4 to 1.5 times 
that of Kogenate FS. How does this change the prophylaxis 
regimen for patients on prophylaxis?

Dr. Steele: In our centre, we mention the availability of extended 
half-life products and families take advantage of them for different 
reasons. For example, if a patient/family is considering increasing 

infusion frequency from twice a week to three times a week to 
better prevent bleeding, that’s a good time to discuss extended 
half-life products. They’d perhaps be able to stay at twice a week 
and reach the same goal in bleed prevention. Or if a patient/family 
is concerned about low trough levels, another great way to use 
these products is by maintaining a higher trough and getting better 
protection. Another reason could be that a patient has a persistent 
issue with a particular joint. Most of my patients using extended 
half-life FVIII products are on a twice-a-week schedule or even every 
five days.

Dr. Mahdi: The Canadian product monograph recommends  
30-40 IUs/kg twice a week or, depending on the bleeding tendency, 
45-60 IUs/kg every five days. In our studies we looked less at 
pharmacokinetics (PK) and more at phenotypic bleeding. This 
reflects a real-life clinical approach where you adjust the dosing 
regimen to optimize bleed prevention for the individual patient.

Dr. Steele: This makes sense. With a standard half-life product, to 
stay above a minimum 1% trough level with kids, you have to infuse 
three times a week or even every 48 hours. That’s hard.

DP: We’ve been talking a lot about children. What about adults?

Dr. Mahdi: In the clinical trial, all 110 adults on prophylaxis started 
at two times per week. At this frequency, 88% of these patients 
had no bleeds. We moved 43 of these patients to every five days 
at 45-60 IUs/kg. All were able to stay at the every-five-day interval. 
Another 43 went to every seven days at 60 IUs/kg. Of these patients, 
75% were able to stay at once weekly dosing, while the other 25% 
moved back to every five days or twice a week.

DP: What have been the results with Jivi in surgery?

Dr. Mahdi: During the trials, we had 20 major surgeries in 
17 patients, for example, cardiac and orthopedic surgeries; as well 
as 34 minor surgeries in 19 subjects, mainly dental procedures. No 
bleeding complications were reported. Hemostasis was judged to 
be good or excellent in all cases.

DP: Who would benefit the most from using a product like Jivi?

Dr. Steele: I’d say adolescents, because they are active and have 
healthy joints, so it’s important to have a more convenient infusion 
schedule to maintain higher factor levels that protect joints. A 
schedule of twice a week is much easier for this age group. And 
for active people, young adults and those with existing joint issues, 
maintaining a 3-5% trough level or higher may be desirable. That’s 
much easier to do with an extended half-life, using individual PK 
and tailored schedules.

DP: What are the plans for the introduction of Jivi in Canada?

Dr. Mahdi: Jivi received approval from Health Canada in 
October  2018. Our intent is to market both Kovaltry and Jivi; 
Kovaltry for the entire lifespan, and Jivi for those 12 and older. 
Kovaltry is currently available under the current CBS tender until 
March 31, 2021. And we would submit a bid to include Jivi in the 
next contract cycle, starting April 1, 2021. 

Jivi Patient Medication Information: www.bayer.ca/omr/online/jivi-
pm-pt3-en.pdf

Jivi Product Monograph: https://pdf.hres.ca/dpd_pm/00047833.PDF
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THE BLOOD FACT  R

by David Page, CHS National Director of Health Policy

Montreal, September 22, 2019 – At its September meeting, the 
CHS Board of Directors adopted a position reaffirming the need 
for Canadian Blood Services and Héma-Québec to continue to 
distribute and pay for coagulation products for the treatment of 
bleeding disorders. The position states:

“Given the current regulations and legislation, it is the position of 
the Canadian Hemophilia Society that novel coagulation products such 
as emicizumab, and other replacement products that are eventually 
approved for use, and gene therapy, should be procured and supplied 
by Canadian Blood Services and Héma-Québec, listed on their 
respective formularies and their cost reimbursed similarly to other 
blood products and their substitutes.”

The board reaffirmed its position at a time when provincial 
and territorial governments are re-examining how novel blood 
products and their substitutes are evaluated and by what means 
their costs are reimbursed to manufacturers. Moreover, the federal 
government is again exploring options for universal pharmacare. 
Currently, clotting factor concentrates and novel coagulation 
products such as emicizumab are reimbursed through CBS’ and 
Héma-Québec’s stable blood products formulary. This means that 
they are available at no direct charge to Canadian patients.

The full position statement is available at www.hemophilia.ca/
safe-secure-blood-supply.

Ottawa, August 2, 2019 – Canadian Blood Services announced that it would begin distribution of Hemlibra (emicizumab) for the 
treatment of patients with hemophilia A and an inhibitor via a “named patient” program.

Emicizumab is a novel monoclonal antibody that mimics the action of factor VIII. It is injected subcutaneously every 1, 2 or 4 weeks. In clinical 
trials and extensive post-marketing use, it has proven extremely effective in preventing bleeding in this vulnerable population.

The CBS Products Request Form for Hemlibra, to be completed by the treating physician, stipulates two conditions:
1. Congenital hemophilia A (factor VIII deficiency) with inhibitor (antibodies) to factor VIII (> 0.6 Bethesda Units/mL) confirmed on 

more than one occasion by an appropriate assay.
2. Prescribed by a physician associated with a Hemophilia Treatment Centre.

Héma-Québec began distribution of Hemlibra in May.
International experience with emicizumab indicates that most, if not all, inhibitor patients will switch from their current treatments to 

emicizumab in the coming months.
The full CBS Customer Letter is available at https://blood.ca/sites/default/files/2019-08/CL%202019-17%20Launch%20of%20

Hemlibra%20%28emicizumab%20injection%29.pdf.

Montreal, October 2, 2019 – Decisions on whether or not 
emicizumab will be reimbursed for people with hemophilia A 
without inhibitors are advancing at different rates in Quebec and 
the rest of Canada.

In Quebec, the Institut national d’excellence en santé et en 
services sociaux (INESSS), which is responsible for evaluating novel 
therapies, has completed its evaluation and submitted its report 
to the Ministry of Health. A decision is expected by December 1. 
In August, the CHS made a submission to l’INESSS, based on input 
received from people with hemophilia A and their caregivers, and 
physicians. It said, “the CHS recommends that Hemlibra® be made 
available to all patients with severe hemophilia, and those rare cases 
of people with mild and moderate disease who have a severe bleeding 
phenotype. Access to this therapy for those with less severe disease 
should await more research.”

In the rest of Canada, the evaluation process is delayed. The 
provincial and territorial (P/T) governments (except Quebec) have 
ordered a review of the process by which novel blood products 
and their substitutes are evaluated. That reformed process, 
involving the Canadian Agency for Drugs and Technologies 
in Health (CADTH) has yet to be approved by the P/T Deputy 
Ministers; the evaluation of emicizumab cannot begin until it is. 
Once the evaluation begins, it is expected that it will take six to 
twelve months for the CADTH study and the final decision by the 
P/Ts. As a result, it is extremely unlikely that emicizumab will be 
available for this population until well into 2020.

Meanwhile, on August 21, the National Health Service in 
the United Kingdom announced that it would cover the cost of 
emicizumab for the 2,000 patients living with severe hemophilia 
without inhibitors.

 CHS reaffirms position on reimbursement of coagulation products

 Hemlibra now available for all patients with hemophilia A and 
an inhibitor

 Emicizumab for non-inhibitors: two solitudes
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Montreal, October 2, 2019 – A survey of people living with 
hemophilia A and their caregivers, conducted by the CHS in 
June 2019, showed significant burden of disease and a clear desire 
for improved treatments. Detailed responses were received from 
52 people over a two-week period.
Most frequently reported impacts of hemophilia A
 Limits to normal activities
 Worry about breakthrough bleeds
 Stress, anxiety, depression
 Frequent bleeds despite prophylaxis
 Difficulty accessing veins
 Time needed for infusions
 Damage to joints
 Pain
Most frequently reported issues with current care
 Difficulty accessing veins

 Long distance to clinic for treatment or to pick up factor supplies
 Time lost from work for patient/caregiver
 Damaged veins
 Short half-life of factor
 Breakthrough joint bleeding
 Need for a Port-a-Cath or PICC line
Most frequently reported desires for improved treatment
 Longer lasting treatment (half-life), less frequent administration
 Better protection from bleeding (higher trough level)
 No need for venous access
 Easier mode of delivery

A similar survey of people living with hemophilia B and their 
caregivers was conducted. The full results of both surveys will be 
submitted for publication.

Thank you to all those who took the time to answer the survey 
and contribute to improved care for people with hemophilia!

Montreal, October 2, 2019 – The bad news is that UniQure is no 
longer enrolling patients in its Phase 3 gene therapy trial of AMT-061, 
called HOPE-B, in hemophilia B. Several Canadian centres had been 
approved to participate in the research. Now, however, enrollment 
of new patients has stopped, and no Canadians will be able to 
participate, at least in this phase of the development of the therapy.

The good news is that Freeline is finalizing arrangements with 
several Canadian centres to enrol patients in its Phase 3 study of 
FLT180a, also in hemophilia B. It uses an AAV3S vector and the 
Padua gene, and aims at normalizing FIX levels. Watch the CHS 
website and social media, or contact your treatment centre for 
details as they become known.

Melbourne, July 8, 2019 – Biomarin announced that it will submit 
an application for marketing authorization in both the United 
States and the European Union in late 2019. This could mean that 
hemophilia A gene therapy could be commercially available some 
time in 2020 or 2021.

Biomarin has since announced that it will limit its Phase 3 
study of valoctocogene roxaparvovec (valrox), previously called  
BMN 270-201, to the highest dose. Though there has been a steady 
reduction in factor levels over the three years post-treatment, 
levels remain effective in preventing bleeding.

Toronto, July 12, 2019 – Novo Nordisk announced that Health 
Canada has approved Esperoct (Antihemophilic Factor VIII, 
Recombinant, B-Domain Truncated, PEGylated) for use in adults 
and children with hemophilia A for:
 routine prophylaxis to prevent or reduce the frequency of 

bleeding episodes
 on-demand treatment and control of bleeding episodes
 perioperative management of bleeding.

In clinical trials, Esperoct was shown to maintain a low median 
annual bleed rate (ABR) of 1.18 when dosed at 50 IU/kg every 

3-4 days in adults and adolescents and a median ABR of 1.95 
in children under 12 years of age when dosed twice weekly at  
60 IU/kg (50-75 IU/kg).

The half-life, using the chromogenic assay, was calculated to 
range on average from 13 hours in small children to 20 hours in 
adults.

Across the clinical trials and age groups, Esperoct was well 
tolerated and no safety concerns were identified. The safety profile 
of Esperoct is said to be similar to what has been reported for other 
extended half-life FVIII products.

Brussels, October 2, 2019 – The European Haemophilia 
Consortium has released its second edition in 2019 of its New 
Products Newsletter. You can access it at bit.ly/2ox2ziS.

This very comprehensive newsletter, published twice a year, 
contains the latest information and research on …

 clotting factor concentrates
 non-factor-replacement therapies
 gene therapy
 novel therapies for inhibitors
 novel therapies for VWD
 novel therapies for rare bleeding disorders. 

 CHS survey of hemophilia A shows significant burden of disease

 Access to gene therapy trials in Canada: good and bad news

 Biomarin to submit application for approval of its  
hemophilia A gene therapy

 Another PEGylated FVIII product approved by Health Canada

 Latest edition of EHC newsletter on novel products
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A GLOBAL PERSPECTIVE

Successful twinning between  
Toronto’s SickKids and St. Michael’s 
Hospitals and the Queen Elizabeth 
Hospital in Bridgetown, Barbados
by Georgina Floros, BScN, RN, International Case Coordinator, International Patient Program, The Hospital for Sick Children

rior to our inaugural visit to Barbados, 
members of all three HTCs conducted 
numerous hours of e-mail communication, 
teleconferences, and in-person meetings 

in order to understand the needs of the staff at 
QEH and to identify current gaps in patient care. 
Out of these meetings, three main areas of focus 
were identified: laboratory testing, musculoskeletal 
assessment and nursing knowledge. Improvement 
strategies for these areas shaped the objectives of 
our first twinning visit in late April 2018.

The first key area identified was the need to have 
timely access to accurate laboratory testing for people 
with hemophilia A and B. Despite having a committed 
core laboratory team at the QEH, they were unable 
to implement basic testing due to budget constraints 
imposed by the government. All of the required 
testing was sent off island, a process that was costly 
and inefficient. In order to assist the QEH achieve 
this outcome, Hina Chaudhry, senior laboratory 
technologist at St. Michael’s, worked diligently to 
secure the laboratory reagents and consumables 
necessary to set up testing locally. Hina and the local 
team worked tirelessly to ensure that by the end of 
our first twinning visit, the QEH lab had the ability 

P

In 2018, the bleeding disorder treatment centres (HTCs) at the Hospital for Sick Children (SickKids) 
and St. Michael’s Hospital in Toronto began their World Federation of Hemophilia (WFH) twinning 
commitment with the Queen Elizabeth Hospital (QEH) in Bridgetown, Barbados. As with all WFH medical 
twinning programs, the main mandate was to build capacity, share knowledge and provide expertise so 
that the local health care team members have the ability to maintain high standards of care for their 
patients after the four-year medical twinning partnership ends.

From left to right: Mark Archer, Hina Chaudhry, Tara Louis, Kathyann Sargeant, Adrian 
Howard in the Special Coagulation Laboratory, Queen Elizabeth Hospital, Bridgetown.
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to run tests for fibrinogen, D-dimer, thrombin 
time, PT and aPTT including 50:50 mixing studies, 
factor  VIII activity, factor  IX activity, FVIII and FIX 
inhibitors (Bethesda assay), VWF antigen, and VWF 
activity. The capacity to have these tests processed 
in-house will greatly improve the ability to quickly 
and reliably diagnose patients and monitor their 
response to treatment.

The second key area identified focused on 
physical assessment in hemophilia. This included 
identifying two physiotherapists in Barbados 
who would become experts in musculoskeletal 
assessment of people with hemophilia and 
champions for hemophilia care within their 
community. Additionally, the purpose was to 
educate and share expertise, specific to physical 
assessment and rehabilitation of patients with 
hemophilia, with these key physiotherapists. 
Laurence Boma-Fischer, physiotherapist at 
St.  Michael’s, conducted didactic and practical 
tutorials with rehabilitation specialists at 
QEH, including eight physiotherapists, four 
physiotherapist assistants and one physiatrist. The primary goal  
of these tutorials was to establish a capacity for the physical 
assessment of people with hemophilia in Barbados. The curriculum 
was developed to educate the QEH team to use two outcome 
measures that are used in clinics around the world to evaluate 
joint/muscle abnormalities and physical function, specifically 
the Hemophilia Joint Health Score (HJHS) and the Functional 
Independence Score for Hemophilia (FISH). Recognition of 
acute joint and muscle bleeds, chronic inflammation (synovitis) 
and arthropathy allows health care professionals to develop 
comprehensive management plans for these acute and chronic 
conditions.

The final key objective identified was to improve nursing 
knowledge of hemophilia and to build a partnership between the 
core nurses working in Barbados and those in the HTCs in Toronto. 
Over the course of the first visit, I conducted a half-day general 
nurse’s symposium to cover basic hemophilia knowledge, which 
was attended by a large group of nurses and nursing directors from 
multiple areas of the hospital. I also organized a day-long workshop 
for 12 key nurse champions on more specific topics pertinent to 
nurses caring for people with hemophilia throughout the hospital; 
and a more focused nursing transfer of knowledge session with 
four key nurses working in the hematology clinic. This included a 
joint session with Laurence Boma-Fischer to develop knowledge of 
bleed assessment and triage.

Throughout all aspects of the twinning visit, but especially for 
the opening day interprofessional seminar and the half-day nursing 
symposium, there was tireless support, guidance and expertise 
provided by the medical directors, Dr. Victor Blanchette (SickKids), 
Dr. Jerry Teitel (St. Michael’s) and Dr. Cheryl Alexis (QEH).

The best thing about participating in an experience such as this 
are the amazing people you meet along the way. The patients who 

shared their stories reminded us of why we must always strive 
to do better; the amazing Erica Worrell who bravely started the 
Barbados Haemophilia Association to bring awareness and support 
to the community; invested team members such as nurse Virginia 
Leandre-Broome, laboratory technologists Mark Archer, Adrian 
Howard and Kathyann Sargeant, and rehabilitation specialists 
Trudy Bullins, Lynn Morris and Gerry Warner, whose thirst for 
knowledge and determination for positive change was admirable; 
and the incredibly strong, passionate and dedicated Dr. Cheryl 
Alexis, whose commitment to providing exemplary hemophilia care 
in Barbados despite so many challenges was apparent from the 
first telephone planning meeting and has remained unwavering.

Though we have a lot of work still to do and many goals to 
accomplish, this first visit as part of the WFH twinning project 
was very successful. Thanks to the many committed individuals 
involved, hemophilia care in Barbados is continuing to improve. 

Physiotherapists practicing joint assessment and performing  
Hemophilia Joint Health Score (HJHS) at Queen Elizabeth Hospital in Bridgetown.

MEMBERS OF THE HTC CANADA-BARBADOS  
TWINNING TEAM:

Queen Elizabeth Hospital, Bridgetown, Barbados:  
Dr. Cheryl Alexis, Mark Archer, Trudy Bullins, Adrian 
Howard, Virginia Leandre-Broome, Lynn Morris, 
Kathyann Sargeant, Gerry Warren

St. Michael’s Hospital, Toronto:  
Laurence Boma-Fischer, Hina Chaudhry, Georgina Floros,  
Dr. Jerry Teitel

The Hospital for Sick Children, Toronto:  
Dr. Victor Blanchette
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You know, it’s funny, lately at CHS events, introductions usually include a statement like: “Tell us 
how long you’ve been involved with the CHS.” As the conversation makes its way around the room, 
a variety of stories are told: “I found out a year ago ...” “Our son was born five years ago ...” And 
then it comes to me ... My story begins 45 years ago ...

Our Stories

Part of the family
by Christine Malcomson, Edmonton, Alberta

Hemophilia Today  November 2019
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was born in 1974, into a family with an already long 
history of participation and advocacy in the Canadian 
Hemophilia Society. I am proud of my family’s legacy 
within the CHS. My grandparents, Dick and Janet Rudd, 

started the British Columbia Chapter in 1959-60; my father, Bill 
Rudd, served as CHS president from 1982-84; and my cousin, Rick 
Waines, continues to be a powerhouse advocate. My aunt, mom 
and sister have all been involved at various times through the years 
as well. The CHS is part of my family.

My childhood memories of the CHS, in typical adolescent 
fashion, involve mostly fun times, such as when my sister and I 
used my dad’s IV pole as a jungle gym. We would also anticipate the 
boxes of giant fundraising colouring books that showed up near 
Christmas. Of course, this usually devolved into quarrelling with my 
brother and sister over who got to colour what page and heaven 
forbid someone wanted to colour the same page or the picture on 
the back.

Other memories include our  family trip to the AGM in Saskatoon 
in 1982, the year my father became CHS president and the year our 
basement became goodie bag stuffing central for a meeting that was 
happening in Vancouver. Later, I would look after the kids attending 
the BC Chapter AGM and education day at the Mary Pack Arthritis 
Centre in Vancouver. We would colour, play games, swim 
in the therapy pools, and then sneak back upstairs to see 
if the cookies had been put out for lunch and hope that 
Lois didn’t catch us trying to sneak one.

As my generation progressed into the 1990s, ties 
to the community were lost as people passed away. I 
wasn’t at an age when thinking about having children 
was high on my list of priorities and carrier/women’s 
issues were not yet a focus. After my father passed in 
1991, my priorities became school and my own medical 
battle with rheumatoid arthritis.

As I became older, I learned more about what being 
a carrier meant and realized that being involved with 
the CHS would have a positive impact on my future. I 
participated in a few events locally (education sessions 
and the 2006 Hemophilia World Congress in Vancouver) 
but, not having hemophilia myself, felt I was limited in 
what I could do.

In 2009, my husband and I were living in another 
country when our first son was born, and then diagnosed 
with hemophilia. During our education session at the 
HTC we were handed a sheet of paper listing all the 
factor replacement options and told to “choose one.” I 
was terrified of doing something wrong for our child but 
was able to call on my hemo family to guide us through. 
Everyone I contacted helped us out. From factor and 
insurance questions to just reassuring us that all was 
good.

We moved back to BC with two severe hemophilia A 
boys under three. We had relationships already in place 

that helped ease the transition. Some of those relationships were 
rekindled from 15 to 20 years before. We became involved in the 
community, including a few trips to Rendez-vous, and I spent a couple 
of years on the BC Chapter Board of Directors.

Our recent move to Alberta has opened even more 
opportunities. Being involved in the CHS these days means camp 
for the boys where they gain some much-needed independence 
and friendships, camp for the family, education sessions, and so 
many new friendships.

The CHS is family to me. Though we may not have spoken in 
years, I can walk into a room and have a conversation with someone 
as though we’ve known each other forever. People who know my 
biological family welcome me with open arms.

I hope that as my boys grow, they will get involved and serve 
the community that is helping to shape their lives. That they 
have the opportunity to continue the work started by their great-
grandparents. 

Editor’s note: You may read letters to Christine’s sons written 
by her cousin, Rick Waines, in previous issues of Hemophilia Today: 
March 2016 (Vol. 51, No. 1) and March 2018 (Vol. 53, No. 1).

I

Christine with her sons, Rory and Quinn.
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The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision. To 
recognize an exceptional group of donors we have created the BeneFACTORs Club, the CHS’ highest philanthropic 
recognition, which symbolizes the critical bond between our organization, the donor and every person we serve with 
an inherited bleeding disorder. Corporations that make annual gifts of $10,000 or more to support our organization 
and its core programming needs are recognized as members of the BeneFACTORs Club.


