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On the set of Unspeakable, Bill Mindell, a long-time CHS 

volunteer, together with his wife Carolyn, educating the  

writers on the real thing. From right to left: Robert Cooper,  

Carl Binder and Adriana Capozzi.
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WORD FROM THE EDITOR

by François Laroche

Hemophilia Today  November 2018

any of us in the bleeding disorder community have high 
hopes for emicizumab. This new and innovative product, 
now approved in Canada under the brand name Hemlibra, 
has the potential to dramatically improve the lives of 

hemophilia A patients with inhibitors. What remains to be seen now 
are the intentions of health care decision-makers – Quebec’s Ministry 
of Health and Social Services and the Institut national d’excellence 
en santé et en services sociaux, and Canadian Blood Services (CBS) 
and the Canadian Agency for Drugs and Technologies in Health in 
the rest of Canada – in order for us to take an informed position 
on the availability of this novel therapy in Canada. Hopefully, this 
will be resolved by the end of the year. While Hemlibra is currently 
only approved for hemophilia A patients with inhibitors, it could 
also become a very interesting option for hemophilia A patients 
without inhibitors pending approval by Health Canada; a decision in 
this regard is expected in the second quarter of 2019. For more on 
Hemlibra, see David Page’s conversation with Dr. Gallia Levy, Global 
Development Lead for Hemlibra at Roche, and Dr. Jayson Stoffman,  
Association of Hemophilia Clinic Directors of Canada, on pages 11-13.

The tainted blood tragedy in the 1980s and 1990s – the worst 
medical scandal in Canada’s history – will be forever etched in 
our minds. In an upcoming CBC miniseries entitled Unspeakable, 
Canadian filmmaker Rob Cooper, a hemophilia patient infected 
with hepatitis C through contaminated blood products, takes us back 
to the key facts and events in this crisis. For a behind-the-scenes look 
at the making of this miniseries, which will air in January 2019, see 
the article by Rick Waines on pages 8-9. Unspeakable was inspired by 
the testimonies of people who lived through this devastating period, 
the Krever commission report on the Canadian blood system, and 
books such as Bad Blood: The Tragedy of the Canadian Tainted Blood 
Scandal by Vic Parsons, originally published in 1995. Vic Parsons is 
highlighted in this issue’s Our Stories section, and I encourage you to 
read his story to learn about his remarkable journey.

Happy reading! 

M

On the set of Unspeakable.
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MESSAGE FROM THE PRESIDENT

by Paul Wilton

new product, Hemlibra, called emicizumab during clinical 
trials and ACE-910 before that, is now licensed in Canada for 
patients with hemophilia A and inhibitors. With currently 
available therapies (FVIII, rFVIIa and aPCC), bleeding in 

individuals with hemophilia A and inhibitors is not easily controlled, 
and treatment is extremely burdensome. Most importantly, joint 
damage is serious and often occurs very young; the risk of death is 
increased. Hemlibra, shown to be effective at preventing bleeds, is 
administered subcutaneously, once a week or less.

The current Canadian Blood Services (CBS) process to add a new 
therapy to its formulary (and provide funding for it) includes more 
than 30 different steps and is designed to take between 12 and  
24  months after approval by Health Canada. Under the current 
process, this potentially life-changing therapy would only be available 
to patients in late 2019 or early 2020. This is unacceptable.

On behalf of the approximately 100 individuals with hemophilia A 
and inhibitors, the CHS has encouraged CBS, the Canadian Agency 
for Drugs in Technology and Health (CADTH), the Institut national 
d’excellence en santé et en services sociaux (INESSS) in Quebec and 
the provincial and territorial ministers to rise to our challenge to 
have this therapy available by the end of 2018. CBS has committed 

to expedite the process as much as possible, but has to rely on 
other players in the system. The CHS will be watching and working 
to help find solutions to ensure this product is made available 
quickly for patients in need. Indeed, the CHS has already proposed 
potential solutions to health authorities.

Not all decisions need to be fast-tracked, but this one does. If 
health authorities cannot move quickly in a case like this where 
the evidence is clear, when can they? In the CHS’ view, expedited 
approval offers a rare win/win/win scenario (health benefit, quality-
of-life improvement, budget savings). Every month that approval of 
reimbursement is delayed puts limbs and lives at risk and wastes 
hundreds of thousands of dollars.

If progress has not been made in a timely manner, the CHS will 
expand its reach to provincial and territorial deputy ministers to 
express again that this delay is unacceptable. The CHS will continue 
to monitor progress on this front and, if necessary, may reach out 
to our community to support the efforts in demanding a rapid 
review and early reimbursement decision. 

The CHS is doing all that it can to meet what is the greatest unmet need in our community – 
treatment for patients with inhibitors, a serious complication in which the body’s immune system 
rejects the usual therapy, factor VIII.

A

Hemophilia Today  November 2018



Hemophilia Today  November 2018 5

CHS chapters and social media
by Chantal Raymond, CHS national communications manager

ike it or not, social media has become essential, for 
individuals, small and large businesses, and non-profit 
organizations. With communication by mail becoming 
practically as obsolete as the rotary telephone and rabbit 

ear antennae, organizations such as the Canadian Hemophilia 
Society  (CHS) have had to jump on the social media bandwagon 
moving the world at lightning speed.

The CHS created its national Facebook page in 2010 and 
joined Twitter in 2011, but became really active in 2016; we’ve had 
an Instagram account since last year but have yet to explore its 
usefulness and full potential.

What about the CHS’ provincial chapters? Does social media 
drive chapter communications with their members? What are 
the pros and cons? The CHS sent a short questionnaire on social 
networking to its chapters. The results presented here are based 
on the seven chapters that submitted responses. First, all seven 
use social media. All use Facebook, while four also use Twitter and 
two also use Instagram. In chapters with paid staff, employees are 
responsible for maintaining the organization’s presence on social 
networks; in one case, the task is shared between a staff member 
and chapter volunteers. When social networking responsibilities 
fall to volunteers, the average time spent generally does not exceed 
45 minutes weekly. However, when employees are in charge of an 
organization’s social networks, a little over eight hours per week, 
on average, are spent on social media – one full workday per week!

One of the assumptions for achieving a certain degree of success 
on social media is having a regular presence, posting several times 
a week. Obviously, a level of involvement of 10-12 hours per week 
cannot be expected of volunteers. Therefore, it is up to each chapter 
to clearly define their objectives and target audience, while keeping 
in mind the resources available to them.

Chapters share many common reasons for using social media 
including to: promote events, programs, services and fundraising 
activities; announce job postings and volunteer opportunities; share 
general information or news; foster connections with and among 
chapter members; share inspiring personal stories; raise public 
awareness and develop media relations; encourage participation 
in research projects and market studies; recognize volunteers and 
partners; and generate website traffic.

Having established the motivations, the question is whether the 
results meet the expectations. Based on survey responses, overall 
the use of social media is deemed beneficial. There is undeniably a 
greater sense of community among members and chapters. Social 
networks enable a “closeness” leading to higher participation by 
members as they feel more engaged.

Having a presence on social networks also helps increase an 
organization’s visibility and credibility, as well as ability to attract new 
members. A key benefit of social media is that it is a highly effective 
means of reaching younger demographics; but by the same token, 
social media may be less effective with a demographic that prefers 
more conventional means of communication, such as e-mails. 
Therefore, it is essential to adapt the means of communication to 
the target audience according to the specific topic or activity.

Furthermore, sometimes it can be too early in the use of social 
media to measure effectiveness; there may be increased traffic on 
Facebook or Twitter, but the correlation between traffic and actual 
participation in activities, for example, has yet to be demonstrated.

Another clear benefit for some chapters is the ability to network 
with other non-profit organizations and potential financial partners 
outside the pharmaceutical industry.

While we can no longer ignore the ubiquity of social media in 
our lives, we can certainly learn how to make the best use of these 
networking tools. Learning the right fit (not a “one size fits all” model), 
analyzing needs and goals and adapting to your audience means that 
social media can be an effective tool for chapters across the country. 

L

COMMUNITY NEWS

CHAPTER SPOTLIGHT – SOCIAL MEDIA
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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 a 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 long-time volunteer and member of the CHS 
Board of Directors, for his dedication, intelligence and commitment to the CHS and 
community service.

In 2018, the CHS was pleased to award $5,000 scholarships/bursaries to three 
outstanding applicants.

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, 2019. – J.A.

The CHS would like to acknowledge Pfizer for its generous support of the 2018 CHS 
James Kreppner Memorial Scholarship and Bursary Program.

I
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2018 ACADEMIC SCHOLARSHIP RECIPIENT
Kelan Wu
Montreal, Quebec

was diagnosed with hemophilia A at the age of seven, shortly after my family arrived in Canada. 
While this news was a difficult challenge for a young boy who wanted to practice a lot of sports, this 
obstacle turned into a strength, with the help of the CHS Quebec Chapter (CHSQ). From a very young 
age, hemophilia has made me more resilient, altruistic and mature. This medical condition, that I 

now consider an integral part of my identity, continually pushes me to reach for my goals. In recent years, I have 
had the honour of receiving the Lieutenant Governor’s Youth Medal, taking on numerous executive positions 
in my diverse projects, as well as participating in multiple leadership and academic scholarship programs.

I hope to share my experiences and be a role model to younger generations of hemophiliacs while volunteering 
with the CHSQ. It will also allow me to learn more about this medical condition and the quality of life that is 
constantly evolving and improving. The James Kreppner Scholarship will permit me to embark on my medical studies at McGill University 
and it is with gratitude that I walk this path. I am extremely honoured to receive the support of the CHS as I endeavour to promote 
awareness around rare diseases and foster more youth engagement and leadership within the hemophilia community.

2018 BURSARY RECIPIENT
Christopher Silver
Fort Frances, Ontario

hen I was born, I was diagnosed with moderate hemophilia A. From a young age, I was unable to 
participate in popular sports and activities alongside my friends until I found, and fell in love with, 
the sport of curling. Since then, I have poured my heart and soul into the sport which has resulted 
in nine provincial championship appearances, four podium finishes, and a gold medal at the 2018 

High School Provincial Curling Championships of the Ontario Federation of School Athletic Associations.

I have also taken academics seriously over the years. I recently completed grade 12 with a 97% average in 
university level classes. I am continuing my education at Lakehead University in Thunder Bay, Ont., studying 
software engineering. Although I live four hours away from my provincial chapter (the Manitoba Chapter), I 
have been a summer camp mentor, participated in fundraising events and Just the Guys weekends, and have 
been involved in the Manitoba Chapter Education Day as a panel speaker.

I am honoured and grateful to receive the bursary this year. It will allow me to continue my academics while alleviating financial pressures, 
which will grant me more time to give back to the CHS. Thank you so much to everyone involved in the process!

2018 MATURE STUDENT BURSARY RECIPIENT
Brittany Lee-Acton
Saskatoon, Saskatchewan

eing a mother to a two-year-old boy with severe hemophilia A certainly keeps me on my toes and 
has changed my life in a way that I never could have imagined. After my son Vaughn was diagnosed 
at birth, I embarked on a career change to work towards a healthier society. I am a full-time student 
at Athabasca University, recently completing a certificate in Women’s Counselling, and I am currently 

working towards a Bachelor’s in Sociology with a focus on indigenous issues in Canada. I am a frontline worker 
in Saskatoon’s inner-city community, doing program coordination and outreach work with populations dealing 
with homelessness, food insecurity, HIV/HCV, and substance use. I am so thankful for this bursary as it will 
allow me to educate myself further on these issues and work towards bettering my community while balancing 
my family life. 

B

W

I
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The road to Campbell River from Victoria, B.C., passes over the Mallahat, a notorious stretch of 
highway here on the South Island; this seems appropriate. It is 6 a.m. and I am on my way to 
spend the day on the set of the upcoming CBC miniseries Unspeakable. 

Unspeakable:  
Hard to watch, but necessary
by Rick Waines, Victoria, British Columbia

nspeakable tells the story of the tainted blood crisis in 
Canada in the 1980s and 1990s and it was written by one 
of our own, Rob Cooper. Rob and I first met at clinic. I was 
having a hard time with an ankle and he was talking up 

his own ankle fusion. A year or two later, as he was researching his 
miniseries, we spoke a bit. I knew right away that our story was in 
good hands.

No one story will be totally complete. No one telling will represent 
everyone’s experience. But what I can say is, if you are connected 
in a real way to a story, and you do your homework, you might be 
able to tell a story that is compelling, fair and honest. I haven’t seen 
Unspeakable yet–I will be going to a screening in a couple of weeks 
in Vancouver so I might have a better sense then–but if what I have 
experienced so far is any indication, Unspeakable will be hard to 
watch, for all the right reasons.

I pulled into the parking lot of the hospital in Campbell River 
where the filming was taking place. Portions of the hospital have 
been closed due to cuts in health care spending; they rent this 

space to movie companies. Close to 9 a.m., I found my way to 
the set escorted first by a parking lot attendant who handed me 
off to a guy with a walkie talkie, who then passed me off to a gal 
with a walkie talkie, and finally another guy with a walkie talkie. 
As we passed through the abandoned hospital toward the nest of 
computer monitors and chairs occupied by directors and writers, 
I was reminded of all the long departed loved ones from our 
community who won’t see the show’s premiere in January. The 
empty deserted hallways, as if natural disaster had forced everyone 
to leave town and then they just never came back, seemed like a 
visual metaphor for the loss our community suffered due to the 
tainted blood tragedy.

U

Actor Matt Craven as Justice Horace Krever



The hours I spent watching actors playing the roles of people 
I knew and people who were amalgams of the many we lost 
were emotional. As a guest, there was a distance between me 
and the drama on set as I watched the live takes on TV monitors 
down the hall, listening to the dialogue on wireless headsets. 
This created its own kind of distance, but there was no way to 
avoid altogether the importance of the work.

There is no way to forget what was lost all those years ago. 
We all lost so much. Unspeakable isn’t going to make that loss go 
away, but for me at least, it will be a record of what we endured. 
A different kind of record than the Krever commission which 
produced the first official document that allowed us to say, you 
see? You see what happened? Unspeakable will reach new people, 
in a new way. It has already reached me.

Unspeakable
Series description: Eight-hour drama miniseries beginning 
January 9, 2019, on CBC.

Short synopsis
Unspeakable is based on the Canadian tainted blood 
tragedy, the biggest public health disaster in our country’s 
history. The miniseries chronicles the decades-long saga 
of two families, each with hemophiliac sons, as they 
struggle to cope with the impact of AIDS and hepatitis 
C contracted through contaminated blood. It is inspired 
by emotionally charged personal accounts as well as the 
books Bad Blood: The Unspeakable Truth by Vic Parsons 
(see pages 18-19 for the personal story of Vic Parsons) 
and The Gift of Death: Confronting Canada’s Tainted Blood 
Tragedy by André Picard and the Royal Commission of 
Inquiry on the Blood System in Canada led by Justice 
Horace Krever. – Rob Cooper 

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

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

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

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

FOR MORE INFORMATION  
David Page  

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

dpage@hemophilia.ca

The MyCBDR/
iCHIP Challenge

REPORT YOUR BLEEDS AND INFUSIONS
IMPROVE MANAGEMENT OF YOUR CARE

AND …

BE ELIGIBLE TO WIN A TRIP 
TO RENDEZ-VOUS 2019 

IN MONTREAL!

Rob Cooper and André Picard
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Let’s Talk Period
by Julie Grabell, CCRP, Clinical Research Assistant to Dr. Paula James, Department of Medicine, Queen’s University,  

Kingston, Ontario

ndiagnosed bleeding disorders can pose significant health 
risks, and can affect quality of life, especially for women 
who often struggle with heavy and prolonged periods 
and bleeding during and after childbirth. Classification of 

bleeding symptoms as normal or abnormal is a challenge for both 
patients and physicians, but is critical in the diagnosis of an inherited 
bleeding disorder. Lack of understanding regarding the difference 
between normal and abnormal bleeding, particularly menstrual 
bleeding, and potential discomfort surrounding discussion of this 
topic may be barriers to diagnosis.

Social media provides new opportunities for physicians seeking 
to provide credible medical information to the public and to 
engage populations of knowledge seekers. Letstalkperiod.ca is an 
informational website (with aligned social media posts) designed 
with the aim of clearly presenting key messages around menstrual 
bleeding. It was developed by Dr. Paula James and her team in 
Kingston, Ontario, in consultation with focus groups of women. 
It includes an online Self-Administered Bleeding Assessment Tool 
(Self-BAT), available in both English and French, which is freely 
accessible and assesses past and present bleeding symptoms by 
generating a quantitative Bleeding Score (BS). Upon completion of 
the online Self-BAT, the result is displayed to the user along with a 
recommendation to seek medical attention if the score is abnormal.

Since the launch of Let’s Talk Period in May 2016, there have been 
36,759 page views from 132 countries. A total of 3,676 individuals 
have completed the online Self-BAT, with 55 per cent of these having 
abnormal bleeding scores. The corresponding social media page 
on Facebook has a reach of 287,420 people with 1,588 followers. 
The corresponding Instagram page has 220 followers.

Let’s Talk Period is an ideal platform for spreading the message 
about abnormal bleeding and undiagnosed inherited bleeding 
disorders. Several pilot studies have been implemented to continue 
to build upon the interest generated by the information it provides. 
One of these includes our high school outreach program.

The goal of our high school outreach program was to develop 
and implement an educational and interactive program for Grade 9 
girls health classes in local high schools to raise awareness and 
stimulate conversations about abnormal bleeding symptoms, 
particularly in menstrual bleeding, using the Let’s Talk Period platform 

as the mode of presentation. Lisa Thibeault, nurse coordinator at 
the South Eastern Ontario Inherited Bleeding Disorders Program, 
and Lubnaa Hossenbaccus, a Queen’s University undergraduate 
student volunteering with the Let’s Talk Period project, developed 
the presentation tools for the project and co-presented. In a 
typical session, which lasts approximately one hour, Lisa leads 
the discussion about the menstrual cycle, methods to monitor 
menstruation, strategies to decrease menstrual blood loss, and 
symptoms of iron deficiency. She also gives a demonstration of 
different sanitary protection products, showing visually what is 
considered excessive menstrual bleeding. Lubnaa focuses on the 
types and symptoms of more common inherited bleeding disorders, 
particularly von Willebrand disease. She has students complete 
an anonymous online quiz pre- and post-presentation that is very 
popular, and the data collected has shown an increase in knowledge 
about topics covered in the classroom teaching sessions. To date 
about 100 students have been involved and requests from the 
schools have been made to have this presentation repeated in future 
classes. Plans are underway to develop an online presentation of this 
material that could be taught by teachers in health classes outside 
of our local area.

Given the success of the website and the high school outreach 
program to date, it seems Let’s Talk Period is an effective tool for 
raising awareness and helping identify individuals with abnormal 
bleeding. Other ways to continue to build on the Let’s Talk Period 
initiative are being explored. 

U

THE FEMALE FACTOR
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THE BLOOD FACT  R
by David Page, CHS National Director of Health Policy

David Page (DP): When and where was Hemlibra first 
approved for use?

Dr. Gallia Levy: The U.S. Food and Drug Administration (FDA) 
first approved Hemlibra for use in patients with hemophilia A and 
FVIII inhibitors in November 2017. The European Medicines Agency 
approved it in February 2018. World-wide, it has been approved in 
more than 40 countries, including Canada this past summer. And 
then just recently in early October, the FDA approved Hemlibra for 
use in patients with hemophilia A without FVIII inhibitors.

DP: What is the history of the development of Hemlibra?

Dr. Levy: It’s an amazing story. The preclinical development started 
in the early 2000s in Japan at Chugai Pharmaceuticals, a member of 
the Roche Group. Some brilliant scientists there had the idea that 
if you could design an antibody that could replace the function of 
FVIII, it could be used for patients both with and without inhibitors. 
It took them ten years to come up with the ideal drug candidate. 
They screened about 40,000 antibodies to find the right one and 
optimized to get it to work just the way they wanted.

DP: Could you explain what Hemlibra is and how it helps in 
the coagulation process?

Dr. Levy: Natural FVIII brings together activated factor IX (FIXa) 
and factor X (FX) in the coagulation cascade to allow blood clotting 
to happen. When FVIII is absent or at a low level, clotting doesn’t 
happen. Antibodies are naturally occurring proteins our bodies 
make to fight infection. They look like a “Y”. Each tip of the “Y” binds 

to an antigen. Normally, they try to bind to bacteria. But you can 
make them bind to whatever you want. The researchers at Chugai 
realized that if you could get the antibody to bind to FIXa and FX 
in a way similar to how FVIII binds them, it could work in patients 
who are missing FVIII. And the beauty of it all is that, because the 
antibody looks nothing like FVIII, it would work in people both with 
and without FVIII inhibitors.

DP: Are monoclonal antibodies used to treat other diseases?

Dr. Levy: They have been used for a long time to treat many 
diseases; for example, cancer, auto-immune diseases, asthma and 
hyperlipidemia. The first one was approved in 1986. Hemlibra is the 
first bi-specific monoclonal antibody to be approved.

DP: Patients with inhibitors are naturally very concerned 
about the body’s immune reaction to the therapy they 
receive. Do antibodies develop against Hemlibra?

Dr. Levy: Because these proteins are foreign to the body, an anti-
drug antibody can develop against any monoclonal antibody. If it 
does, the anti-drug antibody can either do nothing, that is, have 
no impact on the effectiveness of the drug, which is what happens 
in most cases, or it can decrease the drug levels in the body and 
make the drug not work as effectively, or interfere with how the 
drug works in other ways. In the pooled clinical trials of Hemlibra, 
3.5% of patients tested positive for anti-Hemlibra antibodies and 
less than 1% of patients developed anti-Hemlibra antibodies with 
neutralizing potential, based on declining pharmacokinetics. So, it’s 

Interview conducted by David Page, CHS National Director of Health Policy, on behalf of Hemophilia Today.

Hemlibra, a bi-specific monoclonal antibody, was approved by Health Canada in August for the 
treatment of patients of all ages with hemophilia A and factor VIII (FVIII) inhibitors. It has also 
been known as emicizumab, “emi” and ACE-910. Hemophilia Today met in October with Dr. Gallia 
Levy, Global Development Lead for Hemlibra at Roche, a hematologist by training who has been 
working on Hemlibra for four years, and Dr. Jayson Stoffman, a pediatric hematologist in the 
Bleeding Disorders Program at the Health Sciences Centre in Winnipeg, and past-president of the 
Association of Hemophilia Clinic Directors of Canada, who is a local principal investigator in the 
Phase IV real-world utilization study of Hemlibra.

Hemlibra, “game-changing” for patients 
with FVIII inhibitors

Dr. Gallia Levy

Dr. Jayson Stoffman
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rare. To date, there have been more than 1,100 patients treated 
with Hemlibra worldwide and only one confirmed case of an anti-
drug antibody that impacted the efficacy of Hemlibra and caused 
him to stop the study.

DP: How is Hemlibra administered?

Dr. Levy: The wonderful thing about antibodies is that they have 
long half-lives, about 30 days as opposed to about 12 hours for 
FVIII. The current indication approved by Health Canada is for 
once-a-week dosing. The other advantage is that Hemlibra is given 
subcutaneously (under the skin) rather than intravenously.

Dr. Jayson Stoffman: For my patients, it is game-changing. My 
young adult patient on the trial was used to immune tolerance 
regimes and daily or every-other-day IV infusions which took up 
to an hour each time. He loves the once-weekly subcutaneous 
injections.

DP: What have the clinical trials, HAVEN 1 and HAVEN 2, 
demonstrated in terms of Hemlibra’s efficacy?

Dr. Levy: The HAVEN 1 trial included 109 adults and adolescents. 
We saw an 87% reduction in treated bleeds compared to episodic 
(on-demand) treatment. We found a 79% reduction in treated 
bleeds in those who were previously on prophylaxis with bypassing 
agents. (Editor’s note: Bypassing agents include rFVIIa, called 
Niastase, and aPCC, called FEIBA.) Moreover, 71% had no treated 
bleeds. This is quite remarkable. In the HAVEN 2 trial in children 
under 12, we saw a 99% reduction in treated bleeds compared to 
prior treatment with bypassing agents. And 54 of the 57 children 
had no treated bleeds at all.

Dr. Stoffman: We have a limited number of patients on the trial 
in my centre but they don’t bleed anymore. One patient who had 
considerable pain due to damage from years of joint bleeds has 
come off most of his supportive care pain medications. The drug is 
working really well.

DP: Hemlibra is a preventative therapy and is not used to 
treat active bleeding. If patients experience breakthrough 
bleeding when receiving Hemlibra, what do they do?

Dr. Levy: In our clinical trials, patients with breakthrough bleeds 
were treated with bypassing agents as per their physician’s 
instructions. If they required surgery, they used bypassing agents 

if needed. For some very minor surgeries and procedures, no 
additional treatments were needed.

DP: What adverse events have been associated with the use 
of Hemlibra during clinical trials?

Dr. Levy: The most common adverse reactions, occurring in 22% 
of patients, were mild or moderate injection site reactions which 
present with symptoms such as rash, redness, small hematoma and 
mild pain. They generally improve on their own. This is common 
with monoclonal antibodies. Only one patient in the early clinical 
trial, a child with allergies, dropped out of the study because of an 
injection site reaction, out of an abundance of caution.

In HAVEN 1, there were five cases of thrombosis or thrombotic 
microangiopathy. All of these people had been treating with 
bypassing agents and were found to have used aPCC at doses of 
more than 100 IUs/kg/day for one day or more. We thought this to 
be a drug interaction between Hemlibra and aPCC at high doses. 
We added new guidance in our protocols not to use aPCC at these 
doses. There have been no new cases since the guidance was 
implemented and followed. Nor have there been any such events 
when Hemlibra is used with rFVIIa alone.

Dr. Stoffman: One of the things we did when we went on the clinical 
trial was to take away from patients their home supply of bypassing 
agents. They had always been trained to treat fast and treat high. 
We had to start thinking about breakthrough bleeds differently. 
Because people on Hemlibra are unlikely to bleed often, we have 
to train them to think, “Is that ache in my knee really a bleed? Do I 
really need to treat? Or should I wait an hour and, if it does seem to 
be a bleed, treat with a lower dose of rFVIIa?” You can tell patients 
Hemlibra is different but, if you don’t remove the products, people 
will follow their old patterns. So now they have two small doses of 
rFVIIa at home but, if that’s not working and we have to treat with 
higher doses of rFVIIa or aPCC, we do this at the hospital under 
careful monitoring.

DP: There have also been a number of deaths of people 
receiving Hemlibra. Were any of these deaths related to the 
use of Hemlibra?

Dr. Levy: I am always saddened to hear of any patients with 
hemophilia passing away. There have been seven deaths reported 
in patients taking Hemlibra. According to the investigators and our 
own internal investigations, all of the cases were determined to be 

 A positive decision that Hemlibra would be considered as 
potentially reimbursed through CBS and Héma-Québec blood 
system budgets similar to FVIII, May 2018

 Notice of compliance from Health Canada, August 2018
 Positive recommendation by medical committee of Canadian 

Blood Services, September 2018
 Health Technology Assessment by Canadian Agency for Drugs 

and Technologies in Health (CADTH) and Quebec’s Institut 
national d’excellence en santé et en services sociaux (INESSS), 
underway as of September 2018

 Price negotiations
 Decision by Provinces and Territories to list on CBS and 

Héma-Québec formularies
 Contract agreements
 Distribution

Meanwhile, Health Canada approval of Hemlibra for the 
treatment of patients with hemophilia A without FVIII inhibitors 
is expected in summer 2019. Results from the HAVEN 3 study 
were published in the New England Journal of Medicine in August. 
(See article regarding the Haven 3 study on the next page.)

THE MANY STEPS ON THE LONG ROAD TO PATIENT ACCESS:
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August 30, 2018 – Results of the Haven 3 study of Hemlibra in 
152 patients with hemophilia A without inhibitors were published 
in the New England Journal of Medicine.

Investigators compared bleeding rates in two groups of patients:
1. Patients who were first treated with factor VIII on-demand and 

then subsequently received Hemlibra.
2. Patients who were treated prophylactically with factor VIII and 

then subsequently received Hemlibra.
In the first group, patients went from an annual bleeding rate 

of 38.2 on “on-demand” treatment with FVIII to an annual bleeding 
rate of 1.5 on Hemlibra, a 96% reduction. Close to 60% of these 
patients had no bleeding events.

In the second group, patients went from an annual bleeding 

rate of 4.8 on FVIII prophylaxis to an annual bleeding rate of 1.5 
on Hemlibra, a 68% reduction. The percentage of patients who had 
no bleeds went from 40% on FVIII prophylaxis to 54% on Hemlibra.

No deaths, thrombotic microangiopathies, or thrombotic events 
occurred. No serious adverse events were related to co-exposure 
to emicizumab and factor VIII.

Investigators concluded, “Although it is difficult to predict how 
the treatment approach will evolve, emicizumab therapy represents 
one option that holds promise to improve the care of patients with 
hemophilia A.”

In October, Hemlibra received an indication for patients with 
hemophilia A without inhibitors in the U.S. The same is expected in 
Canada in mid-2019.

New York, July 17, 2018 – Pfizer Inc. and Spark Therapeutics 
announced the start of a two-part Phase III study (NCT0387116) of 
its factor IX gene therapy in hemophilia B.

The first part consists of a six-month lead-in study of patients’ 
current factor IX prophylaxis treatment. This will serve as a 
comparator for the follow-up study of fidanacogene elaparvovec, 
formerly known as SPK-9001. It contains a bio-engineered adeno-

associated virus (AAV) capsid (protein shell) and a high-activity 
human coagulation factor IX gene.

In May 2018, Pfizer and Spark Therapeutics announced 
results for its ongoing Phase I/II clinical trial of fidanacogene 
elaparvovec. All 15 patients had discontinued routine infusions of 
factor IX concentrates and reported no serious adverse events or 
thrombotic events.

LEXINGTON, MA, USA and AMSTERDAM, The Netherlands, 
August 23, 2018 – uniQure is moving forward with its Phase IIb 
dose confirmation trial of its hemophilia B gene therapy trial called 
AMT-061. uniQure uses an AAV5-based vector incorporating the 
FIX-Padua variant.

Patient enrollment is also underway in the Phase III HOPE-B 

clinical trial of AMT-061. Approximately 50 adult hemophilia B 
patients will be enrolled in a six-month observational trial using their 
current factor IX prophylaxis treatment. After the six-month lead-
in period, patients will receive a single intravenous administration 
of AMT-061. The first patient dosing is expected early in the first 
quarter of 2019. 

 Hemlibra results in hemophilia A patients without inhibitors published in NEJM

 Pfizer/Spark gene therapy in hemophilia B moves to Phase III

 uniQure moves forward in hemophilia B gene therapy

unrelated to Hemlibra. We take these reports very seriously and 
look into all the data to see if there’s a pattern. All of these people 
had FVIII inhibitors, one of which was a case of acquired hemophilia. 
These patients all had significant diseases and co-morbidities, which 
contributed to the deaths.

DP: What has research demonstrated with regards to quality-
of-life of patients receiving Hemlibra?

Dr. Levy: The Haemo-QoL questionnaire was used in the HAVEN 1 
trial. It showed significant improvement in the physical health score 
and the total score. But physicians have told us the magnitude 
of the quality-of-life change is not captured by the Haemo-QoL 
questionnaire. More important were the stories that we heard of 
young children who are now able to go to school or play sports with 
their friends. Whole families are impacted.

Dr. Stoffman: It’s striking to see how different their hemophilia 

is with Hemlibra. A once-a-week shot and they’re feeling good. 
They’re not having any problems and they’re able to do what they 
want to do. It’s been a huge improvement.

DP: What are the key benefits of Hemlibra?

Dr. Levy: This is the first treatment that has the potential to be used 
in patients with hemophilia A both with and without inhibitors. It’s 
administered subcutaneously so there is far less of a treatment 
burden, especially for children. It requires less frequent dosing. 
Its structure is different from FVIII so it won’t lead to FVIII inhibitor 
formation. And its biggest benefit is the significant reduction in 
bleed rate compared to prophylaxis or on-demand treatment with 
bypassing agents.

Dr. Stoffman: In our most challenging patient population, that is, 
patients with inhibitors, Hemlibra is easier to give and works better 
than what we have now. 
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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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DIAMOND
Pfizer

PLATINUM
Bayer

GOLD
Shire

SILVER
Novo Nordisk | Roche

BRONZE
CSL Behring | Leon’s
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THE SAGE PAGE

by Rick Waines, Victoria, British Columbia

Understanding the barriers to travel

orry, that might just be me, bloody 
dresser, it’s never where I imagine 
it is going to be. Our planning 
committee is populated with 

very bright people, not unfamiliar with the 
challenges of ageing and bleeding disorders. 
I don’t want to give you the impression that 
the planning committee is made up of a 
gaggle of geezers, but let’s be honest, none 
of us are spring chickens anymore, and our 
group has had the odd replacement of a 
knee, or fusion of an ankle, so, perhaps it is 
best to describe our group as “experienced.”

As I write this, we are past our initial 
deadline for applications, which has been 
extended, and we are just past our minimum 
number of participants needed to proceed. 
Our original goal was to include 30 to 35 people 
living with a bleeding disorder, over 60 years 
old (we subsequently lowered the minimum 
age limit to 50 years old), and their caregivers, 
or partners. We also hoped to have a mix of men and women with 
bleeding disorders with a broad range of severity, so, our pool to 
draw on was sufficient, we thought, to get enough people interested. 
It should also be said that the retreat is taking place in a beautiful 
mountainside retreat outside Montreal, Le Chantecler Hotel, sounds 
lovely, right?

Turns out we heard from more than one or two potential 
participants that the burden of travel was too much. This surprised 
us. Not because we are unaware of the mobility challenges 
associated with ageing, believe me, we are all too aware of the 
pain and discomfort of getting around when the joints are no 
longer joints, but more like gravel pits; we are aware, painfully 
aware. But what we weren’t really aware of is the extent to which 
mobility issues affect the ability of many members to participate 
in the world around them. After all, we were not asking people 
to walk to Montreal and into the mountains, we were providing 
transportation, and the hotel is friendly to folks with mobility 
issues. So, what’s the deal?

Is it that the joints hurt less when we are 
off to Maui to soak in the sun? I know I feel 
like Superman as I pack my snorkel. Is it that 
a great many of us that have been “lucky” 
enough to hit 60 are finding that our world is 
shrinking due to unnavigable joint pain and 
discomfort particularly in our lower limbs? 
Or is something else at play? Is it the walking 
required to navigate the two kilometres to 
your gate at the airport? Is it the pain from 
sitting for hours in your favourite airline’s 
best La-Z-Boy; so comfortable in economy 
these days, don’t you find? Or could it be the 
risk of a severe bleed far from your treatment 
centre? There is another possibility, and it 
might be best described by the invitation 
response I got from a friend with a bleeding 
disorder who is ageing; or so I thought. His 
first response was, “Wait, how’d you know I’m 
turning 50?” I didn’t, I was sure he already 
was ... ooops. And then he said, “Much as I 

see the need, I’m not sure I’m quite ready to face it.” So, are we just 
not ready to face it?

If you are a person with a bleeding disorder and have difficulties 
with travel, we would love to hear from you. We need to better 
understand the barriers to travel. We know that social isolation is a 
risk of ageing. Is it possible, then, that the risk of social isolation is 
a great deal worse for folks with bleeding disorders? Is it because 
of the bleeds into knees, hips and ankles? Undoubtedly this plays a 
role, but are there other factors? 

At the CHS we have a great publication Bon Voyage! Travelling 
with a bleeding disorder to help people with bleeding disorders 
reduce the risks of travel. It covers topics from getting through 
airport security, knowing where to find medical care, and obtaining 
travel insurance – give it a look!

And in the meantime, reach out to me at  
rickwaines@gmail.com, or to CHS National Program Manager 
Michel Long at mlong@hemophilia.ca, and let us know what 
barriers you face when you consider travel. 

S

As I write this, our ageing retreat, Learning to learn and passing it on, is just around the corner and 
we have bumped into something unexpected, not unlike the corner of a table as you stumble 
toward the bathroom in the middle of the night, for the third time. 
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A GLOBAL PERSPECTIVE

Mandaa’s visit to Winnipeg
by Deni and Milena Pirnat, Winnipeg, Manitoba

he CHS-Manitoba Chapter (CHS-MC) and the Mongolian 
National Association of Haemophilia (MNAH) twinning 
project started four years ago after the initial encounter 
at the World Federation of Hemophilia (WFH) Congress 

in Melbourne in 2014. After many obstacles, our partnership grew 
steadily over the years and eventually became very successful. 
Our hard work was officially recognized by the WFH, for which we 
received the 2017 Twins of the Year award at the Glasgow congress 
this year. Most of the Manitoba twinning team (Peter Czehryn, 
Paulette Côté, executive director Christine Keilback, and ourselves) 
and the Mongolian team (Mandaa Nyremdorj, president of MNAH, 
and Dr. Alimaa Tuya, director of the Blood Services in Ulaanbaatar, 
Mongolia) were present at the conference in Glasgow to receive this 
award. Both teams agreed, and the WFH supported the decision, 
that the Mongolian delegation would visit us in Winnipeg in July of 
this year.

We were honoured and excited but then we were also 
disappointed that only part of the Mongolian team was able to 
come out to join us. First, Mandaa and two other members of the 
MNAH applied and were denied visas for Canada, followed by a 
second attempt and rejection a week before the official scheduled 
visit. In the end, only the MNAH president Mandaa was granted a 
visa. We decided to proceed with the visit as planned despite the 
setbacks and arranged to bring in a Mongolian interpreter from 
Vancouver, Dr. Bagi Nyam-Ochir, who was a tremendous help. As if 
life wasn’t complicated enough, at the time of the trip Mandaa’s son 
had a bleed for which he had to be hospitalized.

On her first day Mandaa visited with the Volunteer Committee, 
Kathy Mulder and Bruce Cameron, to learn about the CHS-MC 
Volunteer Program, then executive director Christine Keilback 
gave a presentation on Building Capacity Within Your Membership. 
The Manitoba team organized a tour of the local Canadian 
Blood Services (CBS) facilities as well as a visit to Winnipeg’s 
Health Sciences Centre and Hematology Laboratory, where 

Kathy Mulder joined us. We appreciate that Dr. Jayson Stoffman,  
Greig Blamey, Natalie Ruest and Tracey Pronyk-Ward were able to 
take time out of their busy schedules to give us the tour. We are also 
very thankful to our chapter members Boris and Marina Pavlovsky 
for volunteering their time to help with additional interpreting.

The highlight of the visit for Mandaa was Family Camp at 
Luther Village. We spent two days at camp with the families and 
our nurse Rose Jacobson. Mandaa was able to participate in the 
camp activities and to learn from camp manager Caroline Wintoniw 
about the history of the camp and how it’s organized. She was also 
able to participate in two sessions, Board Roles and Responsibilities, 
and Family Camp Administration and Project Planning.

Mandaa said that what she enjoyed most was seeing children 
running free and their parents not being worried, because in 
Mongolia, where factor is still not available in sufficient quantities, 
that is not possible. She enjoyed interacting with the patients and 
the parents to get a sense of our community. She also appreciated 
learning about the use of hot/cold packs.

Even though this was a busy and short visit, we were able to 
have a meaningful cultural exchange and some fun experiences. 
Mandaa experienced her first pontoon ride on Dogtooth Lake – it 
was actually her first time ever being on the water and she even 
tried kayaking! It was fun and relaxing. She also saw polar bears 
at Winnipeg Zoo, travelled down the Red River, and was hosted at 
home by all members of the Twinning and Volunteer Committees. 
She also got a tour of the Exchange Centre with Peter Czehryn and 
joined a gathering of chapter members for drinks and snacks at 
Shannon’s Pub.

Overall, it was a fun, productive, one-of-a-kind visit and we 
all enjoyed it so much! We are all thankful that we had a great 
opportunity to host the amazing humanitarian Mandaa and to 
make this visit happen. We are certain that Mandaa will use her 
new knowledge and experience and apply it in Mongolia.

Our visit just goes to show that being persistent sometimes 
pays off. It is unfortunate that we 
were unable to bring the whole 
Mongolian delegation this time, 
but we were flexible and managed 
to adapt to the new circumstances. 
We would like to thank the WFH 
for their support towards bringing 
Mandaa to Winnipeg and allowing 
people with bleeding disorders 
from across the world to become 
lifelong friends and learn from each 
other about living and managing 
life with a bleeding disorder. 

T

Mandaa’s first experience at kayaking.

Family camp at Luther Village.
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CHSQ-ATH partnership - July 2018 visit
by François Laroche, Quebec Chapter president

Youth are the future  
of our bleeding disorder 
organizations
by Erin Van Dusen, Middle Sackville, Nova Scotia

ast July, two delegates from the Quebec Chapter 
(CHSQ), Bruno-Gil Breton and I, travelled to Tunisia 
for the official twinning visit between the CHSQ and 
the Association tunisienne de l’hémophilie (ATH). This 

twinning, a second between the two organizations, was approved 
by the World Federation of Hemophilia in November 2017. The 
goal of this visit was to carry out a strategic planning exercise for 
the next three years. Thanks to the active participation of eight 
members of the ATH Board of Directors and a few key volunteers, 
the process went very smoothly. The ATH mission was revised and 
the axes of intervention identified. They are: access to adequate 

care; information, support, training and awareness; lobbying; 
governance; fundraising. An action plan was then elaborated with 
a number of activities aimed at achieving the objectives established 
in the strategic plan.

We are very satisfied with the efficiency and conscientious 
involvement the members of the ATH showed during these days 
of intensive work. They developed an action plan that is adapted 
to their reality, since it was created by them. We are confident that 
the objectives they’ve given themselves will be achieved and, when 
the action plan is completed, the ATH will be a better established, 
better structured and stronger organization. 

am so honoured to be part of the CHS-Philippine twinning 
program. I had the opportunity to travel to Manila in July 
to help facilitate a weekend workshop on governance and 
leadership. I was a little nervous while preparing for this 

workshop. I had only met some of our Filipino colleagues via video 
conferencing. I felt like I had a lot of catching up to do to familiarize 
myself with the Hemophilia Association of the Philippines for Love & 
Service (HAPLOS), its history, achievements and challenges.

I enjoy travelling and meeting new people with different 
perspectives and experiences. I felt prepared to present the 
material we had chosen for this workshop. I wasn’t prepared for 
the emotional connections I would make with the members. It was 
an incredible experience for me to meet and share experiences 
and ideas with people from a bleeding disorder community on the 
other side of the world and enlightening to meet such a resilient, 
strong, intelligent and caring group of people.

I was reminded of my experience in Toronto at Rendez-vous 
2017. I met youth from across Canada who were part of the bleeding 
disorder community. I felt very emotional about meeting these 
amazing young Canadians who were living similar experiences as 
myself. HAPLOS also has an awesome group of youth members. 
My awareness of the importance of our vision as the Canadian 
Hemophilia Society, A world free from the pain and suffering of 
inherited bleeding disorders, has increased dramatically through 

new global lenses. Youth are the future of our organizations and 
I feel confident that we are in good hands on both a national and 
international level.

As a member of a small provincial chapter, I was very interested to 
learn about specific challenges and successes within the Philippines 
chapters. It was eye-opening for me to hear stories that were similar 
to experiences of my own local chapter such as promoting member 
engagement, communication challenges and planning family 
activities. I also heard stories that were heartbreaking and humbling. 
There were stories of patients who had experienced bleeds and 
who were not able to receive treatment in a timely manner due 
to various barriers (distance, transportation, lack of availability of 
factor) in order to prevent serious health consequences. I heard 
stories of patients, friends and loved ones who had passed away 
because of complications from bleeds. These people have battled 
barriers that myself, or my future children, will hopefully never have 
to experience. I was impressed by the resilience, strength and faith 
of the HAPLOS members.

I felt hopeful, content and accomplished at the end of our 
workshop on governance and leadership. I had several requests to 
take selfies with participants and we exchanged e-mail information. 
It was an experience I will keep close to my heart. I am excited to 
continue working with the twinning committee and I hope to keep 
in touch with our Filipino colleagues. 

L

I

From left to right: Erin, Marie Ayson, mother of a boy with hemophilia, 
Emmie C. Palacio and Maria Lourdes Formalejo, respectively Corporate 
Secretary and President of HAPLOS.
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Last August, my nephew Sam died after a courageous three-decade-long battle against hepatitis C. 
He was awaiting a liver transplant and the doctors were trying to make him strong enough to 
withstand surgery. Sam was only one of four hemophiliacs in our extended family. The closest to 
me is, naturally, my son David, who is a severe factor VIII hemophiliac in his mid-40s.

reatments for hemophilia, HIV and HCV have changed 
drastically since the horrendous years of the mid-1980s 
to the early part of the 21st century but Sam’s death, 
even though he had other health issues, was a reminder 

that the legacies of the past are still with us.
I was involved with the Canadian Hemophilia Society for several 

years, mostly at the provincial and regional chapter level. In 1980-
81, I was president of the British Columbia Chapter and sat on the 
national board. Later, when we moved to Ontario, I worked with the 
Ottawa regional board. My partner, Lorraine Calderwood-Parsons, 
whose father was a hemophiliac and died when she was very young, 
was involved for many years also.

In the early 1990s, when the true horror of the HIV/AIDS disaster 
became apparent, I started work on a book. We knew from 1986 
that David had tested HIV positive but there were many unanswered 
questions – what potentially risky products had he used, when did 
he become infected, why was he not included in the group that 
first received heat-treated factor concentrates? The answers from 
doctors seemed contradictory and incomplete.

The project was difficult and emotional, hitting close to home. But 
with Lorraine’s encouragement and assistance from some members 

of the CHS, who forwarded me relevant documents, I was able to 
persevere. One of the things that gave me a push was seeing the 
movie Lorenzo’s Oil starring Susan Sarandon and Nick Nolte, based 
on a true story. I thought to myself, if they could go through that 
exhausting and determined process for the benefit of their son, how 
could I do any less? I still recommend that film as an inspirational 
lesson for people seeking better medical treatments.

My goal was not simply to tell the story from official documents 
but to reveal how members of the hemophilia and transfusion-
infected community were personally affected. I remembered at a 
CHS meeting on compensation, David Page saying that what we 
needed in order to gain broad public support was someone who 
was willing to tell their story openly. That would take courage and a 
willingness to be exposed on the national stage.

Fortunately, I had a job at the time that took me to many parts 
of Canada. In my free time, I arranged appointments with people 
whom I learned had become HIV positive and whose health, or that 
of their relatives, was in decline. This was before the appointment 
of the Royal Commission of Inquiry on the Blood System in Canada 
led by Justice Horace Krever. So many people courageously stepped 
up to tell me their stories, both people with hemophilia and patients 

T

Our Stories

The courage  
to tell our story
by Vic Parsons, Victoria, British Columbia
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who had been infected through transfusions during surgery. I was, 
and am still, indebted to them for their willingness to talk.

Our David had had some experience of what it meant to tell 
others of his infection. Some friends dropped him. In one case he 
was sharing an apartment with others and he was told to leave. 
We too were secretive. If people asked us if David was one of those 
infected with HIV through blood products, we looked them in the 
eye and blatantly lied. We did not even tell David’s two sisters for 
several years.

Meanwhile, David had been on the early cocktail of drugs that 
were prescribed as having some beneficial impact against the virus. 
These made him nauseous, feeling worse than he did without them. 
His T-cell count had to fall to six before we were able to persuade 
him that it was essential that he take the drugs.

I wanted to tell the story of the fight for compensation from both 
senior levels of government. This would be not only a description 
of “our fight” but also a pattern for others seeking future justice, I 
believed.

As the book neared completion, it was time to find a publisher. 
I received several rejection letters, as every newbie author does. 
One in particular stood out for me: “There might be enough here 
for a magazine story, the publisher wrote, but certainly not enough 
for a book.” That shows you how much some publishers know!

A good fit was finally found. Malcolm Lester of Lester Publishing 
in Toronto believed in the importance of the story and the book, 
Bad Blood: The Tragedy of the Canadian Tainted Blood Scandal, came 
out early in 1995. The book got universally positive reviews in the 
Globe and Mail, Toronto Star, Montreal Gazette, Macleans, and many 
other media outlets. It was shortlisted for book awards, including 
the prestigious Gordon Montador Award for the Best Canadian 
Book on Social Issues.

One thing I included in the book was a chapter on the spread of 
hepatitis C. I had been struck by the comment of Étienne Saumure, 
a resident of Gatineau, Que., who had come to an Ottawa regional 
meeting and complained that he too had received bad blood but 
it was the “wrong disease” to be eligible for compensation. At the 
time, it was not apparent, at least to the public, that hepatitis C was 
in fact a much more widely spread infection than HIV. The impact 
was not as dramatic as HIV/AIDS but the long-term effects could 
lead, and have led, to many deaths.

After the Krever inquiry report came out in 1997, I was visited 
by the RCMP investigators looking into the possibility of criminal 
charges against the blood authorities for their actions – or perhaps 
more accurately, their lack of actions – in the 1980s. They came to 
my home, now in Victoria, and asked questions about the source 
material for the book and I turned over to them some relevant 
documents I had for their use.

As years passed, our family moved on to other things. Lorraine 
and I had a South African friend who invited us to his country in 2000 
and I attended the 13th International AIDS Conference in Durban 
as a freelance reporter. We visited some hospitals and orphanages 
where people were dealing with the AIDS crisis there and Lorraine 
came up with an idea to raise funds for these institutions through 

the sale of little handmade dolls called African AIDS Angels. We have 
been back twice to work in an orphanage there with children who 
have either lost parents to AIDS or are infected themselves. This 
likely would not have happened without our family experiences.

In those intervening years, I watched from afar with sadness as 
some of those heroic figures I had interviewed for my book passed 
on: Ed Kubin, John Plater, James Kreppner, Mark Bulbrook and John 
Wilson, among them. I was astonished by the failure of the criminal 
charges against the Red Cross and government authorities and 
corporations that I felt had a role in the tragic story of bad blood. I 
was gratified that some compensation was arranged for those who 
suffered from the debacle, and thankful for the one-pill-a-day miracle 
drugs that control HIV and the new treatments that eradicate HCV.

Then much to my surprise, in 2015 I received a call from Robert 
Cooper asking for the right to option my book as a partial basis for 
a television miniseries he was working on. Rob is a hemophiliac who 
was infected with HCV through contaminated blood products and a 
highly successful producer in his field.

Naturally, I complied. Any effort to revive the cautionary tale 
of bad blood was worthwhile in my eyes. The result has been the 
production of the eight-part series Unspeakable that will air on CBC 
Television beginning in January 2019. Mark your calendars!

Rob encouraged me to put out a revised, updated version of 
my book and so I set to work. A publisher was found, Optimum 
Publishing International, and the new book is to come out this fall, 
titled Bad Blood: The Unspeakable Truth. It will include many updates 
and expand on the battle for justice for people infected with HCV.

I was struck by a press release put out in November 2017 by 
Graham Sher, head of Canadian Blood Services, that marked 
20 years since the release of the final Krever inquiry report. “Sadly, 
an entire generation is largely unaware of the extent to which the 
(blood) system failed,” Sher wrote. Fewer than half of respondents 
in a poll “indicated some basic awareness of the Krever inquiry and 
its findings.”

This is why it is so important today to repeat the messages 
inherent in a television series like Unspeakable and why I felt the 
need to release a revised edition of my book.

Reflecting back, we are so grateful that our son has survived the 
HIV/AIDS and HCV catastrophes when so many others perished. 
Today, David has two children of his own, which we would never 
have thought possible even 10 years ago. And I think often of the 
words of Bob Pedersen, a former CHS president, who told me a 
quarter century ago, that we as a community need to celebrate our 
many heroes, living and dead. 

David Parsons, with his children Scarlet, left, and Cole, right.
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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.




