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Don’t miss the chance
to learn, share and network
at the Canadian bleeding
disorder biennial conference.

CAN’T WAIT TO SEE YOU
IN MONTREAL!
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The CHS is on Facebook and Twitter.
Go to the CHS website www.hemophilia.ca
to be directed to our Facebook and Twitter pages.

WORD FROM THE EDITOR
by François Laroche

People living with a bleeding disorder, from the very young to those of us who are, let’s say, more
experienced, all have memories and stories to tell about our activities, our treatments, our visits
to the treatment centres, our hospital stays, and so on.

I

remember in particular this one time during one of my
many hospital stays that we – two boys with hemophilia
recovering from knee bleeds – organized a wheelchair
race in the corridor of the pediatric wing, where young
patients ages 9 to 17 stayed.
One Sunday morning, with pent-up energy and looking to put
some fun into our convalescence, we marked a course down to the
end of the corridor, with a door to the ice machine as the finish line.
(Oh, the irony!) The narrow hallway was barely wide enough for our

two wheelchairs side by side. The race began and since we were
about the same age (12 or 13) and had about the same number of
hours of practice manoeuvring our vehicles, the competition was
fierce. Halfway through, my opponent took a small lead. I pressed
forward and picked up speed. Soon we were neck and neck, just a
few wheel turns to the finish line. Seeing that I was catching up to
him, my rival faltered a bit. I was inches from the wall. I managed
to squeeze past him when suddenly there was a hard jolt and a
cacophony of noise. Bang! Crash! My intravenous bottle, which was
made of glass in those days and served to
keep my vein open for twice daily treatments
of cryoprecipitate, smashed into a clock and
shattered into pieces on the terrazzo floor.
End of race. No winner. The nurses came
running. No one was injured, aside from each
of us having a sore hand; his hand had gotten
caught between our wheelchairs, while I had
whacked my hand on the wall after running
into the clock. The nurses applied ice (the ice
machine was just over there!) and they had
to prick me again. We got a stern scolding but
since we were on their good side, the incident
was soon forgotten.
This slice of my life came back to me
when I was reading the anonymous text
submission on pages 12 and 13 of this
edition of Hemophilia Today. If you also have
anecdotes, adventures or semi-biographical
stories to share with our readers, whether
your own experience or that of someone you
know, please let us know. There are so many
wonderful experiences and stories within our
community …
Also in this edition, you will find, among
other articles, a very interesting article on
individualized prophylaxis as well as a moving
account on having children after the era of
blood-borne infections.
Enjoy!
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MESSAGE FROM THE PRESIDENT
by Paul Wilton

The CHS has been working to secure access to a new potentially life-changing therapy for people
with hemophilia A and inhibitors. As I’ve seen our community pull together for these approximately
100 patients, it has occurred to me that this effort brings together many important goals of the CHS.

G

athering of evidence to support the case for better
therapies
The CHS has been working to increase the number of
patients recording their treatments and bleeds accurately
using the MyCBDR mobile app or website, and encouraging
participation in studies such as PROBE (Patient Reported Outcomes
Burdens and Experiences). These sources provide important realworld data we need to understand the effectiveness of new
products, their impact on patient quality of life and in some cases
to explain potential cost savings to governments. In short, we can
use anonymized patient-reported data to make the case for how
investments in care and treatment now can save lives and limbs and
provide optimal and cost-effective hemophilia care.
In the case of this new therapy, we’ve been able to make a strong
case that people with hemophilia A and inhibitors on Hemlibra
(emicizumab) experience far less bleeding, visit the hospital less,
use other health services less, and are able to live fuller lives.
Additionally, we have been able to estimate that each month access
to the product is delayed for people with inhibitors costs the health
care system $1,500,000 in foregone savings.

The importance of developing leaders
Over the past few years, we have been holding workshops to
help train leaders in our chapters about care and treatment issues
and how to make informed cases on the need for access to new
therapies and care that meets comprehensive care standards. Our
volunteers must understand how decisions are made in the health
care system and be prepared to present evidence-supported cases
to key decision-makers. Efforts like our workshops help make sure
chapters can identify gaps in care and work to ensure appropriate
resources are dedicated.

Community engagement is critical to achieving care for all
People with inhibitors are one of the populations in greatest
need in our bleeding disorder community. As an organization, we
focus our efforts on helping those in greatest need. For the CHS, to
achieve our mission of improving the health and quality of life of
all people with inherited bleeding disorders until we find cures, we
need all hands on deck. Even as care improves for some of us, we
must make sure we stay engaged to ensure that care is improved
for all so that no one is left behind. People with inhibitors on clinical
trials of Hemlibra have written testimonials
about how their lives have changed. When new
developments and issues in treatment and
Members and staff at a CHS advocacy workshop in Nova Scotia, in February 2018.
care arise, we need to be connected to each
other so that we can pull together to influence
decision-makers. Everyone has a role to play.
We want to thank the nearly 50 members
from across the country and each chapter
who wrote to their elected representatives to
explain the pain and suffering associated with
bleeding and the cost of delaying approval
of the new therapy. We are still experiencing
maximum administrative delay in securing
access to Hemlibra, but we remain resolute
and are playing a critical role in helping the
authorities involved find solutions to expedite
approval. We will keep you informed of any
new developments.
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COMMUNITY NEWS

Are there inequities in access to care amongst
certain groups of patients with bleeding disorders?

S

t. Michael’s Hospital is conducting a study on access
to care, in collaboration with the Canadian Hemophilia
Society.
People 18 years and older with a bleeding disorder
are being asked to consider participating in this important research
study examining access to care and quality of life amongst patients
with bleeding disorders.
We are interested in learning more about their experiences.
Participants will be asked questions about their symptoms, their
diagnosis and their access to medical care.
The entire survey should take less than 15 minutes to complete.
Our hope is that this survey will help us better understand where
barriers to care might exist for patients.
This research study has been approved by the Providence

St. Joseph’s and St. Michael’s Healthcare Research Ethics Board.
Participating in this study is entirely voluntary, and no personal
information will be collected.
Please access the survey, including a full description and
consent form, using the following link: www.surveymonkey.com/r/
bleeding_access.
If you have any questions you may contact the principal study
investigators, Dr. Sumedha Arya (sumedha.arya@mail.utoronto.ca)
or Dr. Michelle Sholzberg (sholzbergm@smh.ca), at any time.
More research and market studies are currently recruiting.
Please go to the CHS website to see if you could take an active
part in any of them: www.hemophilia.ca/research. – C.R.

CHS James Kreppner Memorial Scholarship
and Bursary Program
The deadline to submit applications for this year is April 30, 2019. The criteria and application forms are available on the CHS website
at www.hemophilia.ca/james-kreppner-scholarship-and-memorial-program. – J.A.

Farewell, with gratitude!
by Rick Waines, Victoria, British Columbia

O

ne day clinic staff will retire me, in the meantime I will have to say goodbye to beloved
members of my health care team from time to time. It is never an easy goodbye, as we
depend so thoroughly on our nurses, physiotherapists, social workers and hematologists.
We are blessed with fantastic care in our many treatment centres across Canada, and this
is due in large part to the extraordinary women and men who are drawn to the world of bleeding
disorders. You all know the people I am talking about, the people who sit by your gurney before
surgery, and wait until the necessary units are in your veins, the physio who brainstorms with you on
ways to make your mobility issues a little less fraught.
Last week, I had to say farewell to two of the best in the biz, Deb Gue, our clinical nurse specialist
in British Columbia for the last 15 years, and Sandra Squire, our physio during this same period. Both
these women took our clinic and reshaped it into a world-class facility. It was hard to say goodbye, but
made so much easier with the knowledge that our treatment centres will continue to benefit in the
decades to come from their dedication.
Cheers, Deb and Sandra, two great partners in hemophilia care.

Deb and Sandra
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CHAPTER SPOTLIGHT

Provincial chapters on Rendez-vous
As we approach the CHS’ Rendez-vous 2019, to be held in May in Montreal, Hemophilia Today asked
provincial chapters to reflect on this important biennial meeting and its benefits. Here is a synthesis of
what they had to share.

W

hat do you gain from attending Rendez-vous events?
The Rendez-vous events allow us to connect to the
larger Canadian bleeding disorder community and to
improve our ability to work with other chapters on
issues that affect us all. Rendez-vous is also a very unique opportunity
where we, as patients, get to learn about the latest research and
medical findings and the future directions of the organization.
It is a great opportunity to meet other youth and to learn about
issues that the different chapters are facing and gather solutions
for problems we experience.
It is an excellent occasion to find out what types of goals other
chapters are working towards and what the needs of their members
are. Attending Rendez-vous is a unique experience because we get
to learn and share alongside patients, volunteers and medical
professionals. It is a great opportunity to meet and network with
other members from across the country.
It is also a place to learn about what is happening in the broader
global/international bleeding disorder community, and become
informed about the various roles and responsibilities within the
CHS, as well as learn about committees and their functions such as
the Blood Safety and Supply Committee and all of the work they do.
Rendez-vous events also educate us on the crucial role of
fundraising and raising awareness not only for the CHS but for
provincial chapters as well.
As chapters, what are the goals in sending members?
We want the members to learn and be able to take back the
knowledge they have acquired and share it with other members of
our community.
As a chapter, our goal in sending members is to have them
involved in events outside of the chapter so that they can see firsthand what is going on at a national level. It’s great to see members
get excited about the information they have gained and bring back
and share that information with members at home, hopefully
motivating them to want to get more involved at a provincial
and national level. There are so many different types of bleeding
disorders, which means people with many different perspectives
attend the sessions. For example, a member with von Willebrand
disease may take away completely different information from the
same session than a member with hemophilia B. Both perspectives
are equally important and are key to success in terms of bringing
information back to the provincial chapter.
6
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The goal in sending members to Rendez-vous is also to build
capacity for our members by providing them with opportunities
to learn about national initiatives and medical advances. The
members chosen to attend Rendez-vous, sponsored by chapters,
are very often required to present on their experiences during
family weekends or other chapter events.
Sending members to Rendez-vous also ensures that chapters
will be provided with the most up-to-date information regarding
what the CHS is working on, its strategic plan, and potential
opportunities for involvement at the national level. It brings a
better understanding of the scope of our work, new contacts, new
information, and future priorities.
What are obstacles to attending Rendez-vous events?
Funding, funding, funding. The cost of travel alone could exceed
what chapters may be able to fund. Other chapters might choose to
allocate funds differently. For example, in Manitoba, the fundraising
dollars go to fund direct services to members. For that reason, the
chapter generally sends the executive director, if budget permits.
Obstacles to attending Rendez-vous can also include family or
childcare concerns, and even medical issues.

The community gathered at Rendez-vous 2017.

It is clear that our Rendez-vous events are steeped in learning
and have become outstanding gatherings of the Canadian bleeding
disorder community over the years. Although we understand too well
the financial constraints, we sincerely hope that a great number of
members from all provincial chapters will have the opportunity to take
part in Rendez-vous 2019! – C.R.

Presented by

SCHEDULE OF EVENTS
THURSDAY, MAY 23, 2019
7:30 – 17:00

CANHC annual meeting

8:30 – 17:00

CPHC annual meeting

9:00 – 17:00

CSWHC annual meeting

The Canadian Hemophilia Society is delighted to invite
you to attend Rendez-vous 2019 which will be held May 2326, 2019, in Montreal. The event will feature the Medical
and Scientific Symposium: The dawn of a new era, the CHS
Annual General Meeting, a youth meeting, a community
engagement workshop and annual meetings of the four
health care professional groups.

19:00 – 21:00

Rendez-vous is organized jointly by the Canadian Hemophilia
Society (CHS), 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).

7:00 – 8:15
		

Rendez-vous 2019 is presented by Pfizer and is also sponsored
by Champion sponsors Bayer, Novo Nordisk and Roche, and
Supporting sponsors CSL Behring and Takeda.

Care until Cure Research 		
Exchange hosted by Pfizer
		(by invitation only)
FRIDAY, MAY 24, 2019
6:45 – 8:00

Breakfast and satellite 		
symposium hosted by Pfizer
Annual meeting of the 		
interdisciplinary executive groups

8:30 – 17:30
Medical and Scientific Symposium:
		
The dawn of a new era
17:30 – 18:30

Cocktail reception

18:00 – 22:00
		

AHCDC members only 		
symposium dinner

18:30 – 21:00

Youth meeting

This biennial conference will explore many stimulating topics
presented at the Medical and Scientific Symposium, such
as novel therapies, 21st century communications to better
manage care, musculoskeletal issues, therapeutic education,
patient engagement, shared decision-making and women
and bleeding disorders.

SATURDAY, MAY 25, 2019

10:30 – 12:30
		

Past, present and future of
CHS advocacy

Attending this meeting is a tremendous opportunity, in just
three days, to gain new knowledge, to network with peers and
friends, to visit the pharmaceutical industry exhibits and to take
an active part in your organization’s Annual General Meeting.

13:30 – 16:00

Community engagement workshop

13:30 – 16:30

CHS Board of Directors meeting

For more details, please consult the CHS website at
www.hemophilia.ca or contact your local chapter. We hope
you can join us! – H.B. & C.R.

8:30 – 10:00

CHS Annual General Meeting

8:30 – 16:00
AHCDC Scientific and Educational
		Symposium

19:00
Banquet and CHS National
		Awards
SUNDAY, MAY 26, 2019
8:30 – 13:00

CHS Board of Directors meeting

THE FEMALE FACTOR
by Jennifer King, BSW, RSW, Saskatchewan Bleeding Disorders Program

Having children after the era
of blood-borne viruses
In 2016, I was asked to present at the provincial women and bleeding disorders conference. I was less than a
year into my work in bleeding disorders but knew there was a need to talk about the tainted blood tragedy.
In my presentation I acknowledged the tragedy, the grief and the fear that goes with it. The discussion that
followed affirmed that this tragedy was still present among those who attended the conference.
As I continued my work I also began to see young women carriers of hemophilia who had lost loved ones
in the tainted blood tragedy. They were hurt and unsure if they could trust treatments and the blood
system. I asked if their stories could be shared at
. Brittany and Chris Lee Acton as well
as Erin and Emileigh Van Dusen stepped forward and here is what was shared.

B

rittany and Chris’ story
Chris: Hi, I’m Chris Lee Acton, and this is my wife
Brittany. We have an almost five-year-old girl named
Lux, and a two-and-a-half-year-old boy, Vaughn, who has
severe hemophilia A.
Brittany: I’m going to start off with a bit of background about
me and my experiences with hemophilia and with the AIDS tragedy.
In 1993 I lost my uncle Tim to AIDS, then in 1995, when I was eight
years old, I lost my dad to it. During those years, every hemophiliac
that I had spent much time with was also battling with HIV or AIDS,
so it really skewed my understanding of hemophilia. When a kid
that young only experiences the two illnesses in combination,
it’s impossible to separate the crutches and infusions from the
extreme weight loss, dementia, and death. Shortly after most of the
hemophiliacs who were affected in my province passed away, our
chapter lost two young boys, both with inhibitors. My concept of
what hemophilia looks like was impossibly far from the reality that
most Canadians experience now, and that really shaped my outlook
as a carrier of the gene. As a teen, my mom kept me involved in
the chapter so that I could get a more realistic understanding of
hemophilia, but it was pretty hard to shake the picture I’d gotten of
it before that point.
Chris: Before I met Brittany, I had absolutely zero contact with
the disorder and over the few years before we decided to have kids,
all of the stories that I’d heard were only from relatives of those
lost in the tainted blood tragedy. Everything I knew was worst case
scenario because everyone I had heard of who had it had died
prematurely.

8

Hemophilia Today March 2019

Brittany
and Chris

Brittany: Because of my experiences with hemophilia, I had
always planned on adopting kids. Unfortunately for me, Chris was
incredibly awesome and good looking but also wasn’t really into the
idea of adopting. I decided to stick with him anyways. We rationalized
that having two kids would only give us a 50/50 probability of having
a child with hemophilia, so we decided to have two.

Chris: In 2012 we found out that we were going to have our first
child. We checked out the sex pretty early on and found out that it
was a girl. This alleviated a lot of the stresses that we thought we
might face. Then in 2015 we got pregnant with our second child.
When we did the gender test, we found out it was a boy. That’s
when we started reaching out for help due to the many concerns
we had surrounding the condition.
Brittany: When we found out we were having a boy, we were
both devastated. I ended up on stress leave from work for the
rest of my pregnancy just due to the anxiety that I faced every
day. We started looking for services through the bleeding disorder
treatment centre (HTC) in the city that we were living in at that time
but found that our needs and concerns weren’t being understood.
Chris: At that point, all that I knew about hemophilia was the
bad stuff that had happened. Any time that the tainted blood
tragedy was brought up with doctors, it was dismissed rather than
discussed. Nobody told us why it happened and what they’re doing
differently now to prevent it from happening again.
Brittany: I think that some of the professionals that we met
with during that pregnancy thought that our son’s health outlook
wasn’t important to discuss because we didn’t have a diagnosis yet,
and even if we did, treatments are so different now than what we
had known. But we didn’t know how the treatments are different
now because nobody wanted to discuss anything beyond the initial
diagnosis. It was incredibly stressful and emotional and we felt like
we couldn’t properly prepare for our baby being born.
Chris: We had reached out to our local chapter at that time, and
talked to the HTC in our city, but nobody seemed willing to get us up
to speed on what hemophilia looked like at that time because we
didn’t have a diagnosis. All of our understandings about hemophilia
were terrifying and nobody seemed willing to work with us on this.
Brittany: I had I guess a mother’s intuition because I knew
during the pregnancy that my baby was going to be born with
hemophilia. Because of the experiences we’d had in health care in
that city, and the lack of family support that we had there, we sold
our house and moved back home to Saskatoon when I was seven
months pregnant. We connected with the bleeding disorder health
care team there and came up with a game plan for the birth that
we were all satisfied with. A couple of hours after Vaughn was born,
Dr. Sinha and the nurses were in our room to give us the diagnosis
from the cord blood test. The team in Saskatoon was really helpful
and empowered us to make the decisions for his health care, while
also offering us a lot of opportunities to learn. During Vaughn’s first
clinic visit, we had an emotional discussion about whether to put
him on plasma-derived or recombinant product. I wasn’t expecting
this to be as emotional for me as it was, but knowing that there
is always the potential for another new infection to spring up by
surprise was really concerning to me. We decided that we weren’t
comfortable with plasma-derived product because of this, and our
HTC team was really understanding and empathetic about it.
Chris: When he was diagnosed, I remember being really
concerned about the number of things that Vaughn couldn’t do,
but in the last two years I find myself really surprised at just how
much he actually can do.

Brittany: I’m a big fan of acknowledging the mistakes and
concerns of the past, and I think that in my own experience
throughout my pregnancy, not having that trauma honoured was
pretty damaging for me. When you’re working with your bleeding
disorder patients, you’re working in present time, with current
treatment, and very little worry about blood-borne illnesses,
and we are SO thankful for that. However, for us as the patient’s
parents, our present time includes a family without a grandfather,
and that still impacts us every day.
Erin’s story
I remember being a teenager thinking about my hypothetical
future children and feeling very scared. I had to write a journal entry
in my Grade 12 English Language Arts class imagining my life ten
years in the future. I had previously believed I wanted to have at least
four kids, because of my three siblings and the fun we had growing
up together. I didn’t feel the same way after the loss of my father.
My dad had passed away because of complications from hepatitis C
near the end of the summer before my Grade 12 year. The idea of
having multiple children with a 50 per cent chance of being bleeders
and carriers caused me to feel a paralyzing kind of fear.

Erin

I feared I would have a child with a bleeding disorder and
something terrible would happen to them. I grew up watching my
father deteriorate and eventually die from hepatitis C, a bloodborne virus he had contracted through tainted blood while receiving
treatment for bleeds. It was easy to associate hemophilia with his
death, it was much harder to separate the two.
It wasn’t until I started volunteering with the Nova Scotia
Chapter of the Canadian Hemophilia Society that I changed my
perspective in regards to having children. I volunteered as a camp
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THE FEMALE FACTOR
counsellor at our summer camp. I completely and utterly fell in
love with our bleeding disorder community. I met other children
and adults who were affected by the tainted blood tragedy. I met
bleeders of all types and ages who were resilient and strong. I
was able to understand that a bleeding disorder wasn’t a death
sentence. I became part of an overwhelmingly accepting and caring
community. I had been fortunate enough to have a very close group
of friends who supported me through the loss of my father but they
couldn’t really understand the complexities or relate to my family’s
situation. I needed this sense of community and understanding to
find peace with the idea that I might one day have a child with a
bleeding disorder.
Today, I am not scared to have a baby with a bleeding disorder.
I feel prepared, knowledgeable and confident in my ability to raise a
healthy child with or without a bleeding disorder. I also feel confident
and hopeful in our national and international bleeding disorder
communities to continue researching and improving the lives of
people living with bleeding disorders. I will be forever grateful for
the sense of belonging and acceptance I feel within this community.
Emileigh’s story
I grew up knowing that my father received tainted blood while
receiving treatment for his bleeding disorder and this fact alone has
terrified me for as long as I can remember. When I was younger I
remember being frightened and scared that an event such as the
tainted blood tragedy had happened in my country. I remember
intense feelings of anxiety and worry that it could happen again or
that it would happen to myself when I received treatment for my own
bleeding disorder. I remember living in a constant state of unease,
always worrying about my father’s health and constantly thinking
about how long he would or wouldn’t live due to the progression
of his hepatitis C. A feeling that I will always remember were the
feelings of immense injustice and anger I had at the fact that if my
father had never been born with hemophilia he would never have
gotten hepatitis C through treatment of his bleeding disorder.
I was 13 years old when my father passed away and I decided
that I was “done” with hemophilia. I associated his death as being
directly related to living with a bleeding disorder. Hemophilia to me
was a foul word that reminded me of nothing but the untimely loss
of my father and I would go to great lengths to avoid talking about
my own bleeding disorder. I had made up my mind that if I was
ever going to have children, I would take any measures necessary
to make sure they didn’t have hemophilia. It took me many years
to move forward from my feelings of resentment, anger and blame
directed at hemophilia for losing my father and to accept the fact
that I too live with hemophilia.
This journey of healing and enlightenment began, like my sister,
when I became a volunteer with the CHS Nova Scotia Chapter
summer camp for children, after much coercion from my sister. I
met other people who knew about, experienced and understood
the pain caused from the tainted blood tragedy. I saw hemophilia
in a different light for the first time in my life. I met children and
adults who were living with hemophilia and who were happy,
strong and healthy. Health and hemophilia were never two things

10
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Emileigh

I had associated with each other before this experience. Perhaps
the most profound experience of all was that I was able to see a
community who had suffered such unimaginable devastation and
loss and who were still able to thrive and advance in spite of it.
I have been a volunteer of the Nova Scotia Chapter for the last
10 years and I currently sit on the provincial board of executives.
I make it a priority to be involved in the organization and learn
about the newest advancements in care and the latest treatments
for hemophilia. For me, staying involved gives me a peace of mind
about the safety of our blood supply and the quality of treatment
for all bleeding disorders. I am happy to say that volunteering
with the CHS has given me hope that when I am a mother and
if my children have hemophilia, they will live with very minimal
challenges or obstacles related to treatment. I believe the shift in
my perspective was possible because I challenged my fears with
knowledge and understanding and I replaced my sense of anger
with acceptance, which allowed me to find a sense of belonging in
the hemophilia community.
I hope this testimonial is helpful to others who have lived
through or who continue to live with the effects of the tainted blood
tragedy. Please know, you’re not alone.
Thank you for taking the time to read these stories, which show the
profound need to continue sharing the impacts of the tainted blood
tragedy. Listening and responding to the concerns these women have is
one of the most important things we can do.
If you are seeking help for dealing with these issues, please do not
hesitate to contact the social worker at your treatment centre or your
nurse coordinator: www.hemophilia.ca/find-a-treatment-centrenear-you.

THE PHYSIO CORNER
by JoAnn Nilson, MSc, BPT, on behalf of the CPHC Executive Committee

Pain identification, management and treatment
highlighted at education-enhanced CPHC AGM

T

he Canadian Physiotherapists in Hemophilia Care
(CPHC) Annual General Meeting held in Quebec City last
May was a very exciting and worthwhile event for all who
attended. We were able to invite guest speakers, experts
in their fields for pain treatment and management, Paul McLaughlin,
from London, UK, and Mike Sangster from the IWK Health Centre in
Halifax. Pain is a theme which continues to be an area of concern
for the whole HTC team.
Michael Sangster, PT, MBA, clinical specialist (pain science)
and physiotherapist on the Complex Pain Team and professional
practice leader (physiotherapy) at the IWK Health Centre,
presented the pain and movement reasoning model proposed by
Jones and O’Shaughnessy which served as a basis for discussing
the assessment and treatment approach. Mike also discussed an
update of the model in the context of the new pain classification
from the IASP (International Association for the Study of Pain). The
new “nociplastic” classification represents some of the hemophilia
patients with ongoing pain. In this session we discussed the
details of inflammatory, peripheral and central influences on
patient presentations. We visited the Hôpital de l’Enfant-Jésus
HTC physiotherapy department in Quebec City, as arranged by
Catherine van Neste, PT, for our practical clinical component of the
educational program.
In our practical interactive sessions, we discussed what we see
clinically and how the influences of illness perception and expectancy
on pain presentations help guide us to select relevant clinical tools.
We reviewed tools to help assess fear/avoidance, catastrophizing,
and positive and negative expectation on outcomes.
This practical session gave us some skills to create an
individualized pain neurophysiology education intervention. This
included an informed approach to exercise therapy that specifically
addresses the maladaptive pain cognitions, using such strategies
as mirror therapy and graded motor imagery.

Mike Sangster, PT, providing clinical
expertise in pain treatment.

Paul McLaughlin, clinical specialist physiotherapist in
hemophilia and NIHR clinical doctoral research fellow at the
Katharine Dormandy Haemophilia Centre and Thrombosis Unit,
Royal Free London NHS Foundation Trust, presented an evening
lecture focusing on hemophilia and the dynamic nature of pain. He
reviewed how the complexity of pain needs to be taken in context
with all aspects of patient care. He highlighted his treatment
assessment and approaches to pain. As well, he discussed his
current research projects.
The two speakers were a good complement and all participants
came away with enhanced knowledge around pain in bleeding
disorder care.
The evaluations for the weekend were highly positive: 19 of
the 25 participants gave a score of 8.9 out of 10. There were
18 participants who supported having this type of AGM format
again. We anticipate that we will consider trying this type of
educational AGM model bi-annually.
Bayer Canada sponsored and helped facilitate this educationenhanced AGM. We extend our gratitude to them for helping us
with this successful event.
The educational AGM was additionally exciting as we hosted a
poster competition. This gave us a chance to highlight the many
posters presented at the World Federation of Hemophilia (WFH)
World Congress in Glasgow, Scotland, held earlier in May. The CPHC
had seven posters presented at the congress, a wonderful showing
for Canada. Lawren De Marchi won the grand prize of sponsored
attendance at the MSK WFH Congress to be held from May 10-12,
2019, in Madrid, Spain. Her poster was titled Orthoses in pediatric
hemophilia patients: Examining patterns of use in a large Canadian
pediatric center. The poster judges included Paul McLaughlin,
Mohammed Mahdi, medical and scientific advisor (hematology)
at Bayer, and Greig Blamey, chair of the WFH Musculoskeletal
Committee.

CPHC group at the Hôpital de l’EnfantJésus HTC with Mike Sangster.
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THE SAGE PAGE

The annual assessment
by Anonymous

It’s a cold mid-October Monday morning and the day of the annual assessment at the HTC for the
old guys, the youngest is in his forties, the oldest in his late sixties. They start trickling in around eight
o’clock and are dispatched to the waiting room. It’s large. Doors lead off in all directions to various
-ology and -atory departments. By eight-thirty, there are almost a dozen of guys, all severe 8s and
9s. They gather on facing benches closest to the door leading to the HTC. On three sides, dozens more
people huddle in their early winter coats, their faces full of dread for what the day might bring.

“W

hy in God’s name do they call us all in for eight
o’clock and then make us sit?” one of the 8s asks.
“It’s how they’ve always done it,” another answers,
shrugging.
“I’ve got better things to do than sit here all day,” a third says. All
nod in agreement.
The guys have brought various media to pass the time. One is
reading the sports section in the morning tabloid, another has a
paperback, a third is tapping away on a laptop. Several are scrolling
through pages on their smartphones.
“Hey, when do you think we’ll finally get the long-acting stuff?”
an older guy asks.
“We’re working on it,” someone answers, obviously in the know,
“but they’re way more expensive and with this new government…”
“What do you think of the new 8s?” another asks. They have all
switched products in the last year.
“No complaints,” someone says.
“They seem to me they work better than the old ones,” another
comments. “I can usually get by with twice a week.”
“Yeah, and the administration set is cool. And only 4 mL.”
The waiting room is now full. People sit huddled, alone or
accompanied by a spouse or son or daughter, silent, solemn. Those
closest to the gang of old guys start to take notice. How is it they all
know each other, their eyes ask? What are they talking about? The
overhead speakers crackle out names; people stand and shuffle off
with trepidation to different doors. One of the 8s is called in to the
HTC by the nurse for his blood draws.
“What about that new one?” someone asks. “That ACE stuff?
When’s that coming?”
“You mean the monoclonal antibody?”
“Yeah.”
“The inhibitors will get it first,” a guy answers with conviction.
“Shouldn’t be more than a few months. The rest of us will have to
wait.”
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“I read about it in the newsmagazine. It mimics factor VIII. Subcu.
Once a month. No peaks or troughs. Sounds pretty good.”
“Yeah, I talked to a couple of moms. Their kids are on the trial.
Life-changing, they said.”
“Well, if it works better and no IV infusions…”
“Sounds too good to be true. What about adverse reactions?”
The group has become more animated, their voices a little
louder. They are attracting more attention from the surrounding
benches. Their conversation is clearly more entertaining than
studying the floor or watching the volunteers make the rounds
offering instant coffee, tea biscuits and apple juice.
One of the 8s is called in to infectious disease and another up to
physio. The group has shrunk.
“What are you reading?” one asks.
“Everybody Lies,” the book holder answers, showing the cover.
“It’s about how you can figure out what people really think by
analyzing big data from Google searches. The guy claims it’s way
more accurate than surveys or studies because everybody lies,
even to themselves.”
“Weren’t you reading that last year?” someone says and everybody
laughs.
“Is there data on MyCBDR in there?” another asks.
“Not so far.”
“As for me, I send my MyCBDR report right after I infuse,” says
one of the 8s, nodding emphatically. “Faithfully.”
“I send mine right before I infuse,” says one of the 9s.
“See?” says the guy holding the book. “Everybody lies.”
“I hope the latest opinion polls about Trump aren’t lies,” one of
the 8s says to bring the conversation back to neutral territory. “The
man’s a public danger.”
This sets off a long round of stories recounting Trumpian antics
and tweets, and predictions on the mid-terms. The nearby patients
waiting for their appointments are thoroughly engrossed in the
anecdotes. It’s better than Talk Radio.

“And now all that free money from his tax cuts has evaporated,
the stock market is crashing.”
“Do you have any Bitcoin?”
“I wouldn’t touch that with a ten-foot pole,” the youngest 8 says.
“It’s fairy dust.”
“No, me neither,” another agrees. “And to think of all the energy
it takes to run the Bitcoin servers. Sheer lunacy.”
“In 1997 I had five thousand dollars and was going to put it into
Apple. It was three dollars a share. My financial advisor told me to
invest in this hard drive company. I listened to him. It went bust. I’d
be a millionaire today.”
The group nods knowingly. “We’ve all been there.”
“I do my own trading,” the youngest 8 says.
“Really?” The group leans forward.
“Yeah, every day.”
“You don’t work?”
“Nope, don’t need to.”
The group looks impressed. Some of the guys return and others
are called away.
“Hey, have you seen this?” one says, pulling his smartphone out
of his pocket and holding up the screen.
“See? Six percent,” he says. “That’s my factor 9 level at this very
second.”
The others look interested.
“It’s a new app. It’s called MyWapps. This is the beta version.
I’m testing it. You get your PK numbers—you all had your PK done
when you switched products—and you give your PK numbers to

the Wapps people and they enter it into the app for your own
product with your own half-life and recovery data and presto! You
can see your exact factor level at any time. And you just slide this
bar and you can see where you’ll be this afternoon or tomorrow.”
“Cool.”
“So before I go to the gym, I can check my level?”
“Exactly.”
“And I can time my infusions to a precise trough level?”
“Right. Or see at what level your target joint bleeds.”
“Can I get the app?”
“Yeah, it’ll be released worldwide in November.”
“Very, very cool.”
The people on the neighbouring benches have now concluded
that they are entirely unable to follow the conversation—apps, PK,
troughs, half-life, worldwide releases—and have returned to their
own gloomy thoughts.
The group of old guys has swelled again. There is a backlog to
see the hematologist.
“Are you still working?” one of the older guys asks another his
own age.
“Yup,” he says. “Keeping busy. You?”
“Yup.”
“Still up on the roofs?” It is well-known he’s a building contractor,
despite his miserable joints.
“Got to. Can’t count on the millennials. They’re always off work
for this or that.”
“Must be hard on your ankles.”
“I strap on my big boots. It’s not so bad. Sitting at my desk is
worse. Do that all day and I’m stiff as a board. Like now, sitting here.”
Noon approaches.
“A waste of a good morning, eh?” one says.
“Yeah, I know. How many people did I see? Five? Two docs. The
nurse. The physio. The dentist. For all of maybe half an hour? And
the rest of the time just hanging out with you guys.”
“It’s almost like they want us to sit out here all day.”
One by one, the old guys return from their last appointments.
As they limp off, they say, “Anyway, see ya next year.”
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THE BLOOD FACT R
by David Page, CHS National Director of Health Policy

Review of Hemlibra advances, approval expected soon
Ottawa, Quebec City, February 15, 2019 – The review of
Hemlibra (emicizumab) by health authorities in Quebec and the
rest of Canada is moving ahead slowly. Approval of reimbursement
for patients with inhibitors is expected within the next couple of
months.
Hemlibra is a monoclonal bispecific antibody that mimics
factor VIII in the coagulation cascade. It was approved by
Health Canada for patients with hemophilia A and inhibitors in
August 2018. Regulatory approval for patients without inhibitors
is expected in June 2019. This breakthrough therapy is already
widely available in the U.S. and in many countries in Europe. (See
Hemophilia Today, November 2018, Vol. 53 No 3.)
In June 2018, the Canadian Hemophilia Society made submissions
to both the Institut national d’excellence en santé et en services sociaux
(INESSS), the health technology assessment body in Quebec, and
Canadian Blood Services, which has overall responsibility for the
review in the rest of the country. These submissions clearly showed
the enormous health benefits for patients with inhibitors and asked

for an expedited review. Moreover, they predicted annual savings
of approximately $20,000,000 to the health budgets, compared to
current therapies.
In November 2018, CHS President, Paul Wilton, wrote to
provincial/territorial Ministers of Health criticizing the delay in
the decision to reimburse the therapy. (See the CHS website,
www.hemophilia.ca/safe-secure-blood-supply.) He was supported
by similar letters from chapters and dozens of individuals. Jim
Reiter, Minister of Health from Saskatchewan, on behalf of the
P/T Ministers, replied, “PT governments and CBS have an agreed
process for the review and approval of new categories of products
provided through the blood system. The review of Hemlibra is
currently underway … Once the final recommendation from CBS
has been received, the results of this review will be considered by
PT governments.” No timeline was provided.
The CHS continues to advocate with various health authorities
for a rapid and positive decision. Watch the CHS website for updates
on this important issue.

BIVV001 increases FVIII half-life dramatically
in early clinical trial
San Diego, December 3, 2018 – Bioverativ, a Sanofi company,
released early results of its Phase 1/2 trial of BIVV001, an extended
half-life factor VIII concentrate, at the 60th Annual Meeting of the
American Society of Hematology.
Eight patients treated at two different dosages showed FVIII
half-lives of 38 to 44 hours. This compares with half-lives of 12
to 19 hours with currently available products. Those treated with
a dose of 25 IUs/kg achieved a FVIII level above 5 percent seven

days after infusion; those treated at 65 IUs/kg showed average FVIII
levels of 18.5 percent after one week.
BIVV001 (rFVIIIFc-VWF-XTEN) builds on the company’s innovative
Fc fusion technology by adding a region of von Willebrand factor
and XTEN polypeptides to extend its time in circulation.
For more information, see www.hemophilia.ca/wp-content/
uploads/2018/12/Pipeline-Factor-concentrates-1.pdf.

Catalyst Biosciences announces update
on subcutaneous rFIX
New York, December 18, 2018 – Catalyst Biosciences
announced the results of its risk assessment for the development
of factor IX inhibitors for dalcinonacog (DalcA), formerly known as
CB 2679d/ISU304, currently in phase 1/2 clinical trials.
According to new data, the company reported, the
immunogenicity risk of DalcA is identical to other factor IX products
currently on the market. Earlier in 2018, blood samples had shown
the presence of a transient neutralizing antibody in one patient and
a neutralizing antibody (i.e. an inhibitor) in a second.

In February 2018, Catalyst announced data from at the 11th
Annual Congress of The European Association for Haemophilia and
Allied Disorders. Five patients received once-daily subcutaneous
dosing with 140 IU/kg of DalcA. After six days of daily subcutaneous
dosing, patients maintained a median factor IX activity level of
16 percent, considered to be in the mild range.
Catalyst plans to initiate a phase 2b trial that will include 28 days
of daily subcutaneous dosing in the first quarter of 2019.

continued on p. 17
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Engaging patients
in individualized prophylaxis
by David Page, CHS National Director of Health Policy

We would like to thank Pfizer, not only for their multi-year commitment at the Visionary
Level of the CHS BeneFACTORs Club, but also for devoting their sponsor spotlight in
Hemophilia Today to this review article on individualized prophylaxis in hemophilia A.

M

uch has been said and written in recent years
about the benefits of individualized prophylaxis in
hemophilia. Some centres are offering patients testing
to accurately determine their maximum (peak) and
minimum (trough) levels during the cycle between infusions in an
effort to find the best dose and the best timing for prophylaxis.
There are services like WAPPS-hemo (www.wapps-hemo.org)
that help centres do this with the lowest possible number of blood
draws. This is called population pharmacokinetics. There is now
even a mobile app called MyWAPPS (https://mywapps.org) that
allows patients to know their own personal factor levels at any
given moment.
While these technologies can be game-changers, there are
some fundamental questions that need answering. In comparison
to the traditional weight-based, fixed-frequency protocols, does
a systematic approach to individualizing prophylaxis decrease
bleeding? Does it require more or less factor? Does it permit greater
physical activity? Is quality of life improved? How can patients be

engaged to adopt and stick with a different prophylaxis schedule,
especially one that may require more frequent infusions?
Answering these questions was the goal of the team at the BC
Provincial Bleeding Disorders Program – Adult Division, at St. Paul’s
Hospital in Vancouver1. They recruited 18 patients with hemophilia A
(less than 2%) who were on a regular prophylactic schedule and
who had maintained reliable infusion records using iCHIP. The
team used techniques of motivational interviewing to engage the
patients and decide together on the optimal prophylactic regimens.
To do this they “elicited the patient’s values and experiences with
bleeds and arthropathy, current and ideal physical activity, chronic
pain, functional level, lifestyle and vocational issues. Patients were
encouraged to take an active role in designing and evaluating
their prophylaxis with support from clinicians.” Pharmacokinetic
evaluations were not part of the discussion, nor was extended halflife factor available at the time as an option.
Patients started with a 3-month trial of their new regimen and
were supported by telephone reviews every six weeks.

The study team compared results from the 12 months prior to the study (control period) and the 12 months following the adoption of
individualized prophylaxis (intervention period). Results included:
The number of prescribed infusions increased in 16/18 (89%) patients from a median of 2.8 per week to 6.0. However, 5/16 patients
reduced that frequency within four months.
Nine patients adopted daily prophylaxis and six of them maintained that schedule throughout the intervention period. The majority
skipped one dose per week without apparent effect on the bleeding rate.
There was no change in adherence to prescribed prophylaxis frequency or dosing between the control and intervention periods.
The number of bleeds decreased by 69% and the number of spontaneous bleeds decreased by 73%. This trend of decreased bleeding
became even more pronounced as the intervention period progressed. All 18 patients had fewer bleeds.
On an individual level, the median annual bleed rate (ABR) decreased from 7.5 to 2.0, with 16/18 subjects experiencing greater than 50%
reduction in ABR from baseline.
There was a 7.3% increase in total factor consumption.
There was a significant increase in quality of life as measured by the Haemo-QoL-A score.
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The authors ended their paper this way: “In conclusion, our
standardized approach to individualize prophylaxis capitalizing
on patient engagement and empowerment is demonstrated to be
feasible and effective in reducing bleeding rates, improving quality
of life and physical activity. Developing a systematic method to
better incorporate the patients’ intrinsic motivation and goals into
the shared experience of choosing treatments throughout the life
span should remain an important goal for hemophilia treaters,
particularly with the emerging landscape of new treatment options
for prophylaxis.”
One of the study participants told Hemophilia Today, “Most of my
life I have operated on a pain index when determining when and
how much to infuse: very crude, not good for the long-term health
of my joints. But that was the reality for most of my life and I was

1

comfortable with it. So, at first, individualized prophylaxis seemed
like overkill. Too much information! Why can’t I just bleed in peace!
Over time, however, I came to understand that individualizing
allows me to manage my troughs and peaks to avoid the bleeds
altogether. Who knew I could lead a mostly bleed-free life and be
relieved of the stress of wondering when the next bleed will come?
Because, for the most part, they don’t anymore.”
Another said, “In 2013, I went on daily, low-dose treatments
(1,000 IUs). My trough went from less than 1% to around 6%. The
results? Virtually no joint bleeds in six years! Daily, low-dose FVIII
infusions changed my life. For six liberating years, thoughts of joint
bleeds have rarely crossed my mind. All I needed for this new life
was a good vein, three minutes per day, and a wonderful medical
team. Thankfully, I had—and continue to have—all three.”

Patient powered prophylaxis: A 12-month study of individualized prophylaxis in adults with severe hemophilia. A Haowei (Linda) Sun, Kam A. McIntosh, Sandra
J. Squire, Ming Yang, Claude Bartholomew, Deb S. Gue, Pat G. Camp, Shannon C. Jackson. Haemophilia. 2017;23:877–883.

The Blood Factor – continued from p. 15

First hemophilia B patient treated with SB-FIX gene
therapy in trial
Brisbane, California, January 4, 2019 – Sangamo Therapeutics
announced the dosing of the first patient in a phase 1/2 clinical
trial testing its investigational genome-editing therapy, SB-FIX, for
patients with severe hemophilia B.
Sangamo’s molecular technology enables a patient’s liver to
produce an enduring and stable supply of factor IX. Given through
a single injection, SB-FIX uses ZFN genome editing to permanently
insert a new therapeutic copy of the factor 9 gene under control of
the strong albumin promoter in the patient’s liver. This approach
is designed to enable the liver to produce and secrete functionally

active factor IX protein into the bloodstream.
Georgetown University and the MedStar Georgetown
University Hospital are recruiting patients in nine sites across the
U.S. and the U.K. In this Phase 1/2 clinical trial, 12 patients with
severe hemophilia B will receive a low, medium or high dose of
SB-FIX to evaluate the therapy’s safety, tolerability and preliminary
effectiveness. The U.S. FDA granted SB-FIX orphan drug and fast
track designations in 2016 and 2017.
For more information, see clinicaltrials.gov/ct2/show/NCT
02695160?term=sangamo&draw=1&rank=5.
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Our Stories

New York Rangers
Head Coach
David Quinn
on Hockey and
Hemophilia
by Caitlin Kelly

© Bryan Anselm/Redux

Ice as unyielding as concrete. Razor-sharp blades whizzing past with abandon. Slap-shot pucks
flying through the air. Boards dented and dinged from bodies slammed hard into them during
every game. Ice hockey and hemophilia are not a good match.

B

ut for David Quinn, an ice hockey rink is where he feels
most at ease. On one hand, this is no surprise. Quinn,
52, is the new head coach of the New York Rangers, one
of the National Hockey League’s most storied franchises.
On the other hand, it’s a bit startling, because the rookie NHL head
coach and former hockey player has hemophilia B.
On a steamy August afternoon a few weeks before the Rangers
began preseason training for the 2018-19 season, Quinn was still
moving into his office at the team’s practice facility in Tarrytown, New
York, just north of New York City. Tables were stacked with plaques
and awards, accolades from a nearly 25-year coaching career.
Before coaching, Quinn was a lauded player, a tough and
skilled defenseman. He won hockey scholarships to a prestigious
prep school and to Boston University, was a first-round NHL draft
pick and had a realistic shot at the 1988 Olympics. Needless to
say, this is not the expected athletic resume of someone with
mild hemophilia B. But that’s because Quinn wasn’t diagnosed
until he was 20, when his college team doctor noticed his internal
injuries were blood-related and suggested Quinn be tested for
hemophilia.
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During an interview at the Rangers practice center, Quinn is
persistently modest. He often starts sentences with the phrase, “I’m
lucky that…” In some ways he is, but he’s also made a long, hard
climb. And few challenges tested him more than the hemophilia
diagnosis that ended his promising on-ice career. It was a complete
shock, although in hindsight there had been signs.
Quinn was born July 30, 1966, and raised in Cranston, Rhode
Island, a town he characterized in an open letter introducing himself
to Rangers fans as being “as blue collar as they come.” His late father,
Bill, was a narcotics detective. His mother, Janice, was a school bus
driver. Quinn, the oldest of three kids, grew up a jock. Unaware of his
hemophilia, he played just about every sport, no matter how roughand-tumble. “Right near our house there were three baseball fields,
four basketball courts, a pool and a pond,” he recalls of his childhood.
He started hockey at 4. He bruised a lot, but no one questioned it.
“That’s just sports played hard,” everyone figured.
Quinn excelled at ice hockey. His sophomore year of high school,
he transferred to the Kent School, a prestigious boarding school in
Kent, Connecticut. The school’s hockey coach had seen him playing
on an opposing team and offered him a full scholarship—a major

win for someone whose family could never have afforded it. “I had
never heard of any of these prep schools, but I was excited,” he
recalls. “I wanted to go. I looked at the opportunity academically
and as a way to get into that world.”
Not that it was easy at first. “I was probably the poorest kid on
campus,” Quinn says. “I vividly remember lying there in bed thinking,
‘What am I doing?’ But I said, ‘In one month, everything’s going to
be OK.’ I’ve always been optimistic.” Easing the adjustment was the
known quantity of sports. Quinn played hockey and football. At
6 feet tall and 215 pounds, he was a dominating physical presence.
He was also frequently in pain.
The shadow of his hemophilia, still unsuspected, began to grow
as Quinn ramped up his athletic activity and the intensity of every
game—and his injuries—became more severe. “I started getting hurt
more often,” he recalls. “I missed some hockey and some football
because of it. My ankle would swell up at the end of the game.” He
played running back in football, and the day after games he would
have bruises up his arm. “I couldn’t hold a pen. I just thought, ‘Well,
I’m playing sports at a higher level, so of course I’m getting hurt.’”
Just how high a level Quinn was at athletically was evident when
he was picked 13th in the first round of the 1984 NHL Entry Draft.
He had just graduated from Kent and was not yet 18 years old.
Opting to forgo signing a professional contract right away, Quinn
accepted a hockey scholarship at Boston University, having been
recruited by celebrated BU assistant coach Ben Smith. In Boston,
Quinn’s life would be forever altered.
At BU, Quinn struggled to stay healthy. He missed half of his
first season when he needed surgery to stop internal bleeding in
his right shin, a long, deep scar a reminder of that injury, which kept
him bedridden for weeks. An award-winning second season was
still marked by painful aches and bruising.
After his sophomore season, in March 1986, the BU team doctor
suggested Quinn be screened for hemophilia. The tests came back
showing he had factor IX deficiency. Quinn had no idea what had
just hit him. “I knew zero about hemophilia,” he says. “I thought I
could take a pill and I could be cured. Once they told me what it
was, it was scary. I’d already played two years of college hockey!”
His family was equally surprised. Of the three Quinn siblings,
only David is affected. The Quinns later discovered Janice’s father
had hemophilia, and she was a carrier.
Shaken, Quinn wasn’t ready to give up. His sights set on making
the USA hockey team for the Calgary Winter Olympics in February
1988, he signed a waiver releasing BU from any liability. “My theory
was I’d already survived 15 years of playing high-level sports,” he
says. “As far as treatment, there really wasn’t much you could do,”
he says of that time. Back on the ice, he started the Terriers season
but promptly got a thigh bleed that landed him in the hospital and
forced him to miss half the season—again. Despite all this, he won
an invite to the US Olympic hockey trials in 1987.
Three weeks before the trials, Quinn sprained his ankle. The
injury spiraled into a massive leg bleed. In what was now a painfully
familiar scenario, he faced surgery and an extended hospital stay.
Finally, Quinn acknowledged what was all too clear: His body

couldn’t cope with the demands of hockey. His playing career had
to stop. “The realization led to some dark days,” he says. “I was
definitely a pissed and rattled and depressed human being. I tried
to put up a good front, but it wasn’t easy. The only thing that helps
you through it is time, and finding another passion.”
For Quinn, that other passion was coaching. Returning to BU,
he assisted the staff of the junior varsity men’s team. “The impact
my coaches had on me was powerful,” he says. “I thought it would
be cool to have that same impact on other people. To go from not
being a player, it softened the blow a little bit.”
Quinn also leaned on one of his old coaches, Ben Smith, for
advice. Smith was key to Quinn’s recovery and transition from
player to coach. “He wanted me to quit playing hockey, and he
helped me through my difficult times,” Quinn says of Smith. Today,
Quinn says he and Smith still speak five days a week.
After graduation, Quinn worked in a Boston law firm, then with
Smith’s help he jumped into coaching full time. He put in long hours
building a team at the University of Nebraska Omaha, worked as a
developmental coach for USA Hockey, coached the minor league
Lake Erie Monsters in Cleveland and worked as an assistant for the
NHL’s Colorado Avalanche.
In 2013, Quinn made a full circle of sorts when his alma mater,
BU, hired him as head coach of the men’s hockey team. Faced with
big expectations, Quinn delivered, leading the Terriers to the NCAA
national championship game in 2015 (a tough loss to Providence)
and two conference titles. After five years in charge at BU, Quinn’s
achievements led to the offer from the Rangers.
Over the years, as Quinn grew as a coach, his management of
his hemophilia evolved as well. His factor levels are sufficient that
the only regular infusions he needs are before and after surgery
or dental work, he says. “I don’t live with it daily,” he says of his
hemophilia. “I live a very normal life.” Outside of work, Quinn’s
set to make another big change when he marries Kerry O’Brien, a
woman he dated while they were undergraduates at BU.
Today he gets in his exercise at the gym and plays golf. He still
has to be careful, though. A normal day working means lacing up
his skates during practice and getting up close with his players.
His hemophilia isn’t something he’s disclosed to them. “This is not
about me,” he explains. “It’s about them.”
Not that Quinn’s hiding anything. He’s happy to share his
experiences with people in the bleeding disorders community. “I
think my story can be very helpful and give people hope,” he says.
“The hemophilia world can be a world of ‘no’ and extra cautiousness.
Every person with hemophilia has their own limitations, but with
the proper medical guidance, we can figure out what we can do.”
Everything Quinn’s gone through has prepared him for his next
steps. He knows that consistent hard work, mental toughness and
focus—the kind it took him, at 20 years old, to re-envision his life
after his hemophilia diagnosis—gets teams to the Stanley Cup. “It’s
a psychological game,” he says. “It’s all mental!”
Reprinted with permission from HemAware magazine, © National Hemophilia
Foundation, 2019.
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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.
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