
This chapter provides the following perspectives 
on hemophilia:

� A Rural Father’s Perspective

� Mother and Son – A Single Parent’s Perspective

� The Challenge of Inhibitors – One Family’s Story

� Inhibitors Can Be Beaten

� A Carrier’s Perspective

� Hemophilia: a Family Affair

� A Young Person’s Perspective
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Introduction

Learning that a child has a bleeding disorder can be quite a shock
for families, even for those who are aware of their carrier status.
Parents deal with this information in different ways, but the
common thread is that they quickly begin to look for what
additional resources they need to care for their child. They begin a
search for support and information from many sources. These
information sources may include:

• hemophilia treatment centre (HTC) medical professionals
• friends and family members 
• Internet websites
• Published resources 
• local medical professionals 
• the Canadian Hemophilia Society (CHS)

This initial information and support helps parents as they meet
with the HTC comprehensive care team and begin to learn about
hemophilia. Slowly, they gain the knowledge and skills needed to
help their child deal with his bleeding disorder and grow into a
healthy and confident person. Many parents get to know other
parents of children with hemophilia through the clinics and at
CHS events — this type of moral support and friendship can be 
of great value. 

Hemophilia has an impact on everyone in the family. It affects
many aspects of family life. The following stories from both
parents and young people show how they have met this
challenge.
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A Rural Father’s Perspective
Cyril DuBourdieu, Kippens, Newfoundland and Labrador

Updated from original article in the 2001 edition of 
All About Hemophilia: A Guide for Families

Dealing with Diagnosis

Adam was born a big and healthy baby. As he grew, we
noticed small bruising on his ribs and body from time to
time. This was a concern but it was not until he was nine

months old that he had tests to find out the cause. 

We took Adam to the nearest regional hospital, which was
quite a distance from our home. He had several blood tests
and a simple needle puncture for one of these tests caused
bleeding into the tissues of his arm. His arm swelled to
almost three times its normal size. He lost almost one-third
of his blood volume. Adam had to receive transfusions of
blood and blood products and spend almost a week in the
intensive care unit. 

Finally the doctors told us our wonderful son had something
called severe hemophilia A (factor VIII deficiency). We were
away from home, afraid and we knew little of this disease. 
We were told we had to take Adam to the nearest hemophilia
treatment centre in St. John’s, 500 miles further away from
home. From that day on our lives changed.

At the hemophilia treatment centre, my wife and I faced our fear,
anger and anxiety, but we also found friendship and hope for the
future. This was the early 1990s, when all the problems in the
blood system were in the news. Prior to Adam’s diagnosis, we had
never had reason to think about the safety of blood products.
Fortunately, we met both medical professionals and other parents.
They made us feel that we were not alone. There was a
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community of people in Newfoundland dealing with hemophilia
every day and living normal lives. Gradually, we were
reassured.and other parents. They made us feel that we were not
alone. There was a community of people in Newfoundland
dealing with hemophilia every day and living normal lives.
Gradually, we were reassured.

I should relate the story of what happened as we were getting
ready to go home after our son was first diagnosed and seen at the
hemophilia treatment centre. Adam had his second bleed, this
time in his ankle. We were confident about getting it treated, as
we were in a large city and near the children’s hospital. We
thought, if this had to happen, at least it had happened before we
went home. The clinic arranged to have Adam seen right away. 

From that point on, things did not go as planned. The doctor in
the emergency room could not get the needle into our son’s vein.
Several other ER staff tried but only succeeded in hurting him and
getting my wife and I more and more upset. These were the
experts! How were we going to cope in a small rural community
500 miles from the children’s hospital? The hematologist was
called and he put a needle in a vein in Adam’s head. By this time I
was too upset to watch. I finally composed myself and pushed
away the despair, anger and fear. I realized Adam’s care and
treatment were in our hands. The treatment centre and the
professional staff could tell us what had to be done, but we, the
parents had to make sure it was done in a manner that was best
for our son, with the least harm and pain.

Parents taking charge

We worked with the local hospital in our hometown to make sure
we had the right clotting factor concentrate, the right dosage and
the right people to treat our son. Twice a year, we visited our
hemophilia treatment centre for a review of Adam’s care. There,
we got advice on his physical and emotional well-being. We saw
the hemophilia doctor, the clinic nurse, the physiotherapist and
the dentist. 
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At the HTC, we learned about home infusion. After getting
training from our nurse, we began to infuse Adam at home. This
was not always easy but it was much less upsetting to Adam than
our trips to the hospital. At those times, he was aware that we
were going to the hospital and was very upset and fearful. We
found giving the treatment at home changed our lives. No longer
did we have to rush off to the hospital at the first indication of a
bleed and worry how long we might wait or who would be
putting in the needle. The treatment now was faster and we were
in control. 

On one of our visits to the HTC, we talked about the difficulties 
of getting the needle into Adam’s veins. The medical team
recommended that a special device, called a port-a-cath, be put
into our son. This device is placed under the skin, in the upper
part of the chest. It has a small reservoir that is connected to a
major vein. The clotting factor concentrate is infused through this
device. We had to learn how to use and care for the port-a-cath at
the hospital. As with home infusion, we knew this was something
we had to do to make sure our son had the best of care. 

The next big event in our son’s hemophilia care was the start of
prophylactic treatment. Before we started this type of treatment
we were infusing 70 or more times a year, to treat bleeds. After we
started prophylaxis, Adam’s bleeds almost disappeared. 

He gets his treatment now three times a week. We sometimes change
the days and times of the infusions to match days he has gym class or
other activities. We use EMLA® (Eutectic Mixture of Local Anesthetics)
cream, to help decrease the pain of the needle going into the port-a-
cath or vein. With the regular treatments we have lots of time to put
the EMLA®cream on the spot where we put the needle in.
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Access to information

The treatment and prevention of bleeds is the easy part these
days. Adam has difficulties with his ankles that were first noticed
when he was a toddler. Surgery was recommended but we were
not able to find anyone to perform the surgery. Information was
hard to come by. We used the Internet to find out what this
surgery was, how it should be done and who could do it best.
After contacting a sports medicine specialist, we decided it was
best not to have the procedure.

We continue to use the Internet to find information and keep in
contact with the hemophilia community. Of course, it is always
advisable to discuss concerns with your doctor or HTC staff, but
for us, living in rural Newfoundland, access to the Internet and
other resources has been a great help. 

Although we struggle with the day-to-day challenges of doing
physiotherapy, following treatment routines, and homework,
things are generally going well for Adam. 
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Mother and Son – 
A Single Parent’s Perspective
Dianna Cunning, Halifax, Nova Scotia

“We know what’s wrong with your son. He has mild
factor VIII hemophilia. He’ll need to be treated if
he has a trauma.” This news came to me at the

beginning of a conversation between myself and the physician
and nurse coordinator of the hemophilia treatment team at the
IWK Health Centre in Halifax. 

My son, Mackenzie, was 18 months old, and 
we had just had an unbelievable few days that
began with him deciding to climb on my chair to
help me hang a blind in our home in Moncton,
New Brunswick. Of course, he fell and banged his
lip, which developed a blood blister. Several nights
later, he fell out of bed. I checked him and he
seemed fine. In the morning, the bed looked like a
blood bath had taken place! His lip had bled and
the blood mixed with saliva, which made it look
really bad! 

The local ER staff treated it like a normal toddler injury and used
several strategies to stop the bleeding, to no effect as it always re-
started. For some reason, I was reluctant for him to have stitches.
As I planned a trip to Halifax that day, because my mother was ill,
I figured, if his lip didn’t stop bleeding by the time I got to
Halifax, I would take him to the IWK. 

When we arrived in Halifax, I had to rush to the hospital to see
my mother, then took Mackenzie to the IWK ER since his lip was
still oozing blood. By this time, I’d adjusted to the idea that
Mackenzie would probably be given stitches. I was tired and
worried about Mackenzie and my mother. To my surprise and
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horror, after the initial assessment, including blood work, a
second physician examined my son from head to toe, asking
many questions about his bruises, which I thought were normal
for an active little boy. The original doctor came back in with us
and they stripped Mackenzie down and were “analyzing” his
bruises. I realized that they suspected child abuse! I felt very
defensive and ticked off! 

Shortly after that, Dr. Dorothy Barnard, the hematologist on call,
who happened to be the medical director of the bleeding disorders
team, called me from her home. She began by acknowledging that
I was having a very scary experience, and said that Mackenzie had
to be admitted for treatment. All I heard was “blood product.”
Things began to blur. It was after midnight and the staff was
getting us settled in an inpatient room and starting the IV. All I
could think about were the people I’d known who had HIV. As the
blood hung on the pole, I held it with both hands and prayed that
all of the people who had contributed to it were healthy.

My prayers were answered and the bleeding stopped by the
morning. That is when Dr. Barnard walked in and said, “We know
what’s wrong with your son.” …My heart stopped at that moment
and I’m not even sure if I heard what was after that sentence. I
recall mild hemophilia being mentioned and someone suggesting
that we have a meeting to educate me about the bleeding disorder.
Later, I had my meeting with Dr. Barnard and SueAnn Hawes, the
hemophilia nurse coordinator. They told me about mild
hemophilia and gave me the binder All About Hemophilia: A Guide
for Families with the suggestion to read it “inside and out.” After
four or five days, armed with the contact information for the
clinic, we headed back to Moncton.

Over the next few months, there was a lot of hands-on learning.
One day Mackenzie woke up with an ankle bleed, which was
treated by the nurse coordinator and physiotherapist at the adult
clinic in Moncton, in consultation with the pediatric team in
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Halifax. Mackenzie had his first infusion and a cast, but the
bleeding continued off and on for a few months. Because the
bleeding was taking so long to control, my cousin and I were
taught how to infuse Mackenzie, as I was not able to do the
infusions on my own.

As a single parent, I had to be very creative in order to give
Mackenzie two or three infusions each week. My friends, my
parents, relatives when we were in Nova Scotia, staff at the local
walk-in clinic, and the nurse coordinator in Moncton were my
supports until I became confident in doing the infusions on my
own. Mackenzie wasn’t happy during the infusions, but he and I
gradually developed a variety of strategies that helped him sit still;
from Smarties, through selecting a TV program or video. 

Further testing, at Mackenzie’s next hemophilia clinic review,
revealed that his factor VIII level was at 2%, and that his bleeding
pattern was more like that of a person with severe hemophilia. 

Although we really enjoyed Moncton and all the friends we made,
the distance from the pediatric clinic and from my family — my
main support system — was becoming a challenge. Fortunately, 
I was able to obtain a transfer within my company and we re-
settled about one hour outside Halifax, when Mackenzie was
about three years old.

As a pre-schooler, Mackenzie began to have increasing difficulty
with his infusions. We were referred to the psychologist on the
hematology/oncology team. He was very helpful. He used magic
and play to engage Mackenzie and to help him learn about his
thoughts and feelings. One of his strategies was to give Mackenzie
a little doll, to whom Mackenzie gave infusions. Maybe, in his
little four-year-old mind, he also learned a bit of what it was like
to give the infusions.

Mackenzie is almost seven years old and is in kindergarten.
Looking back over the past four years, I find it difficult to
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remember a time when hemophilia wasn’t part of our lives.
Mackenzie and I have both grown in understanding about his
condition and its treatment. I approach his care with more
knowledge and confidence. I’ve begun to encourage Mackenzie to
participate in his infusions. For the past year, on non-work days
when time is less pressured, Mackenzie helps prepare the
medication and helps to clean his arm. I expect that Mackenzie
will be ready to have his formal infusion teaching when he goes
to hemophilia camp the summer after next. 

Having Mackenzie able to do his own infusions will give both of
us more freedom. At this point in our lives, if I’m away at a CHS
conference, he has to be taken to the ER or to the bleeding
disorders clinic if he requires an infusion. 

Childcare for him has been an issue. People are either afraid to
care for him or they don’t take hemophilia seriously. I have had to
educate my two cousins who look after him when I go to CHS
conferences, his daycare teachers and the staff at his school, that if
he has an injury, or loses a tooth, it is absolutely essential to keep
an eye on him for several days, rather than treat it as a minor
event. As he gets older, Mackenzie will gradually learn to assess his
own injuries and ask for help or provide his own care. Currently,
he can recognize a “tingling” feeling and knows that he needs ice.

Activity choices

Mackenzie is an active guy. He’s been taking swimming lessons for
several years. Last summer he played T-ball, but I think that
baseball is too dangerous, so he’s trying tennis this summer. He
thinks that he’d like to try hip hop dancing in the fall! He’s
beginning to realize that he needs to think about the risks
involved in certain sports, as am I. Skiing is one of my favourite
sports, but I guess we won’t be sharing it. We discuss activities
with our physiotherapist during the clinic visits, and the mantra
at home is, “What would Dr. Price say?” This is a signal that we
have to have a talk about the appropriateness of the activity,
considering his bleeding disorder.
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Single parent challenges

As a single parent, I take the responsibility for his health very
seriously. Because we are in the car quite a bit, I carry a bumper
sticker-sized sign that says “Child with Bleeding Disorder On
Board.” I got it through a contact in the United States. Mackenzie
also wears a MedicAlert bracelet. 

Recently, he cut his lip after school, and we had to go to the
regional ER. Although I’d have preferred to be able to focus on
comforting him, I had to go into my “professional mother” role
and coordinate his first aid care as well as be an advocate for him
to get an infusion at the ER. This involved several calls to my
“lifeline,” the on-call hematologist at the IWK, before the ER
physician was comfortable with the plan. Six hours later,
Mackenzie was asleep in his bed and I was a wreck in the kitchen!

Who understands this? My friends in the bleeding disorders
community and I get together at the various educational events
that are held during the year, and exchange stories about our
experiences with our children, our worries about the future… real
fears that parents of children with hemophilia live with and share
in common. There are tears but also laughter. It gives me relief
and maybe my stories help someone else. 
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The Challenge of Inhibitors –
One Family’s Story 
Christine Keilback, Winnipeg, Manitoba

Hemophilia was a surprise for our family. Our oldest son,
Eric, was diagnosed with severe hemophilia A when he
was 14 months old. After a few treatments and only a few

months after his initial diagnosis, Eric developed an inhibitor. A
high titer inhibitor is anything above 10 Bethesda units. His titer

was over 700 Bethesda units! Hemophilia became a huge
part of our lives in a very short period of time.

I think that we made it through the early part of our lives
with the inhibitor because we decided to give ourselves over
to it. We decided that we were going to do everything we
could to make this as easy for Eric as possible. It was going to
be a waste of energy to fight what was happening to us. We
needed to accept it and move forward. The goal was to
integrate the bleeding disorder into our lives and not let it
be the centre of our lives. 

Immune tolerance (a treatment process) is a significant
commitment. Over the years, Eric has had multiple surgeries to
put in and replace various port-a-caths and central lines. I
remember reading a book about hemophilia after diagnosis and
thinking that I hoped we’d never need a port-a-cath. The thought
of it made me feel uneasy. I can tell you that after a few years of
immune tolerance, having easy access was a godsend! We loved the
port-a-cath. It’s surprising how your perspective can change!

We tried the traditional method of immune tolerance with Eric for
about five years. His titer got as low as 2 Bethesda units but it just
wouldn’t give up! It was very disappointing to us, but I was glad
that our care team supported our family decision to stop. We gave
it a rest for about two years and then tried a non-traditional
method of immune tolerance. That too, was unsuccessful. Eric’s
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immune system is really stubborn! For now, we have decided to
live with the inhibitor until the time comes when there is another
option to try. We arrived at this place after living with the
inhibitor for 10 years and perhaps Eric will be a person who never
gets rid of it. Luckily, for most people, living with an inhibitor is a
short-term adventure.

Managing an inhibitor is a great deal of work. Immune tolerance
or not, there are a great many treatments to do. Eric bleeds
frequently and the bleeds need to be stopped. He needs to recover
and there is often physiotherapy afterwards. I am grateful that our
family has decided to commit 100% to doing the work needed to
keep Eric healthy. All of us, even our second son Hayden, pitch in
and focus on what we all need to do to make Eric better and to
keep our family running. We are the definition of a team. Hayden
also has severe hemophilia but he does not have an inhibitor.

I often think about how well it has worked out that both children
have hemophilia. Hayden has empathy for Eric and vice versa.
Let’s hope this endures as they become teenagers! I will say that
the treatments and recovery work has become so much easier as
the boys get older. They know their own bodies and are able to tell
us that they are bleeding long before it is apparent to us. They are
also both committed to managing their bleeding disorder. Eric
knows that if he does the work, he will get better, faster. 

We have not been alone on this journey. We are lucky to have so
many people who have helped us along. The care team made us
partners in Eric’s care right from the beginning. As a result, Shane
and I never felt that this was just “happening” to our family. The
partnership with the care team and all its responsibilities and
privileges, gave us a measure of control. We also have a second
family with our friends at the Manitoba Chapter. It means so much
to us to know other families who experience the same things we
do. These two relationships have been a model for us in creating a
partnership with the boys’ school. It took time and effort but the
level of care and consideration that Eric receives from his school
and classmates has made his life so much easier and enjoyable.

15Family
Perspectives
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How has the inhibitor affected Eric’s life? To be honest, it hasn’t
been easy for him. There are many things that he hasn’t been able
to do and he has had to learn to deal with disappointment. He is
mature beyond his years. Eric has many friends and is, by nature,
a very joyful person with an easy going personality. He accepts
what comes his way. He has never fought the apparatus that
comes with recovery. He wears the splints and knee braces and has
accepted using a wheelchair when he has bleeds in his legs. He is
able to recognize the good things that have come to his life
because of his bleeding disorder. He loves members of the care
team and has some very special relationships at the hemophilia
society. I admire his ability to manage pain and his commitment
to our family. I know he looks forward to his future with
enthusiasm.

How has it affected our family? In some ways it feels like we have
always had it with us. We have had disappointments that we’ve
had to deal with. Many times we have missed out on events or a
planned vacation because of a bleed. It’s very difficult to watch
your child experience pain even when he assures you he will be
okay. We are a very close family. We try to focus on the choices we
can make rather on those that aren’t available to us. We hope that
someday we will be able to beat Eric’s inhibitor and he will
become a regular guy with hemophilia like his brother. Perspective
is a funny thing! 

Although I would not recommend an inhibitor to anyone, there
have been good things that have come our way because of it. We
have had to learn medical information and have learned to do
medical procedures to treat both boys’ hemophilia as well as Eric’s
inhibitor. We have met people who have become very important
in our lives. As Eric has grown and the care of his condition has
become easier, we try very hard to not focus our lives on
hemophilia. There are times when this isn’t possible but he is so
much more than just his bleeding disorder and his inhibitor.



Inhibitors Can Be Beaten
Dan Ignas, Toronto, Ontario

Reprinted from the 2001 edition of All About Hemophilia: A Guide
for Families.

L ife has certainly been interesting these past 18 years.
Looking back I can still remember the years before things
started to turn around for me. Prior to 1993 I was living

with my inhibitor, which was an extra burden that I had to carry.
I remember introducing myself to new doctors, nurses
and students as having severe hemophilia with an
inhibitor. When I was asked to explain my inhibitor, I
always described it as something that ate up the factor
before it had a chance to work and thus factor
concentrates could not control bleeding. Things were
difficult for me — I recall not being able to do very
much of anything physical. It seemed that every time I
got up I’d fall back down harder than the time before. 

Immune tolerance therapy

I found it extremely difficult at first to deal with both
hemophilia and my inhibitor but as I matured things
got better rapidly. I was put on an immune tolerance
program. I was infused every day with the hope that the
inhibitor would be wiped out. After six months I went
back to the hospital and was tested. The results showed
that the factor VIII was actually overcoming the
inhibitor and that it was almost vanquished. The immune
tolerance therapy continued because we wanted to be 100% sure
that the antibodies were gone and, more importantly, that they
would stay gone. Luckily, the therapy worked and this is when the
turn around began. 
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From camper to camp counsellor

At this point in my life I was 11 years old and full of spice. I was
ready to take on the world but was grounded by a little thing
called hemophilia without an inhibitor. Slowly I began to
participate in the gym program offered in school. I started to go
outside for recess and enjoyed it very much. Then every summer
came a big challenge — camp. Camps are typically high activity
all day long and this took a lot of self-control. I needed to
recognize my limitations, and adjust my activities to suit my
treatment schedule. For example, on days when I had an infusion,
I allowed myself to play a little harder than on the days when I
did not have an infusion. As the years went on, I became aware of
my limitations but also, more importantly, of my new abilities.
Since I was participating in physical activities in and out of school
I became stronger, and with this strength I had fewer and fewer
bleeds. 

Nowadays I’ve got this hemophilia thing down to a science and,
instead of allowing it to control my life, I’ve decided to turn the
tables and take over. Living with an inhibitor is difficult but there
are always ways to push your own limits and things can only get
better. I’ve gone from being chased by my counsellors for a week
to chasing my kids all summer long as a member of the summer
staff team at Wanakita. I’ll never forget what I’ve been through
because I know it’s helped me get to where I am today. With great
hardships come greater friendships and along this path that I’ve
walked, I’ve developed some spectacular friends.



A Carrier’s Perspective
Katie Hines, Elmsdale, Nova Scotia

Iwas just a child when I found out that I was a carrier of
hemophilia. When my younger brother was diagnosed with
hemophilia, my parents initially thought it was a “mutation,”

as they believed that his was the first diagnosis in the family. 
My mother’s uncle had von Willebrand disease (VWD); not
hemophilia. Following my brother’s diagnosis, my mother, her six
sisters and my maternal grandmother were tested and half of
them were carriers of hemophilia. I was tested at the same time
and my carrier status has been an accepted part of my life since
then.

I’ve never been formally diagnosed as a “symptomatic”
carrier, but I’ve always felt that I was. I’ve only had
about five nosebleeds in my life, but bruising and
heavy, long periods have been a challenge for me. My
periods have caused me to miss school and social
events and they have resulted in several embarrassing
situations. However, I’ve always thought that these
problems were just “in my cards” and have learned to
live with them.

I guess growing up with hemophilia in your family changes your
perspective a great deal. I still remember when I got pregnant with
my first son Brayden. I was well aware of the risks and his chances
of inheriting the disorder but I was quite comfortable with it, as
was his father. But I still remember the comments I sometimes
received and they were hard to ignore. I remember genetic
counsellors drilling into my head that I had “options” and talking
to me as if I didn’t know any better. I still remember one
particular person asking me continuously why I would willingly
bring a diseased child into the world. She was elderly, and didn’t
know anything about the condition. I guess she didn’t know any
better. It was still tough sometimes. No matter what anyone else
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thought, I was so happy that I was going to be a mother, and I
knew that I would love him unconditionally because he was mine.
I knew in my mind that this was a new age… there were better
treatments, and less chance of blood-borne infection, and, as I
had already learned how to infuse my brother, the thought of
infusing my own child, wasn’t that scary either.

Brayden was born on May 13, 2003, and within eight hours, we
had the results. Positive, severe hemophilia A. Of course my heart
dropped for a second because deep down, all parents hope the
child will beat the odds and not have hemophilia, but we were
still happy. Although we knew it was going to mean double the
work, it would be worth it. We were parents, we had created the
most beautiful little boy, and nothing or no one could take that
happiness from us. 

When he was two weeks old, I had a major hemorrhage and was
re-admitted to the hospital. I had an IV, but I’m not sure what
treatment I received. At that point, life was a blur. 

As Brayden grew up, we chose to not overprotect him. In the
beginning it was surprisingly easy, then he learned how to crawl…
then walk… and of course fall down. I could get a headache right
now just thinking about all the trips to the ER that we had to
make in that stage of his life. When Brayden was 18 months old,
he was admitted to the hospital for the first time because of a
muscle bleed, due to an immunization, and we chose to put in a
port-a-cath. It was the best decision I have ever made in my life. 

The port-a-cath and the training that I received which enabled me
to give Brayden his infusions at home, gave me confidence in my
ability to assess his needs and to provide appropriate care. I still
remember one trip to the emergency room after Brayden had his
port-a-cath, when I had to tell the doctors what supplies I needed
and I infused him there in the room, with several doctors and
nurses watching almost in amazement. After that experience, I
never went anywhere without factor VIII again. 



He went on prophylaxis and the toddler years flew by. He was
only ever admitted back in the hospital once, and that was for an
infection in the port, and regardless of the infection, I am still
glad we got it because to this day he has never had a serious bleed. 

Brayden is now almost six years old. He is a very bright young
boy, in his first year of school, loving every bit of it. He also
recently became a big brother. I guess the 50/50 odds worked out
just right in my case, because my newest son, Korey, is not
affected and I had no difficulties following his birth. 

For a while Brayden didn’t quite understand why Korey didn’t
have hemophilia, but he does now, and would tell you himself he
is very happy that Korey does not have a bleeding disorder. As far
as Brayden is concerned, he is special, and although at the
moment he still doesn’t like the thought of having needles for the
rest of his life, I know that he will adapt to it. He has an amazing
uncle to look up to and to lean on. 

We try not to limit him but teach him to take things one step at a
time. Although hockey is not in his future, he has been learning
to skate this winter and will continue to do so. We will encourage
him to do anything else he wants to do. My goal is to never tell
him “No he can’t” because in reality, “Yes he can”… with some
caution. And as he grows older, he will know his limits and make
those choices for himself. We will be behind him 100%.

As I write this, I realize that there are a number of things about
my own situation that are unclear, perhaps because I was young
when my carrier status was identified. I think that I’ll request an
appointment with my local hemophilia treatment team and try to
clear up a few of my questions. As a mother of two children, I
need to look after myself in order to be a good mother to them!
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Hemophilia: A Family Affair
Annette Kavelaars-Burrows and Gary Burrows, London, Ontario

Reprinted from the 2001 edition of All About Hemophilia: 
a Guide for Families

Diagnosis: A time for support from clinic staff, veteran parents
and family

Emrik was diagnosed with severe factor VIII deficiency
when he was six months old. It came to us as a
complete surprise. We felt disbelief, and a sense of

mourning. I cannot think of a better term to identify that
feeling when you find out that there is something wrong
with one of your precious children.

His diagnosis came about because of unusual bruises — not a
major joint bleed or a traumatic event. In that, we were
fortunate. At the time, our older son was two years old, and
we knew what bruises should look like. Emrik’s were
different. 

Our family physician referred us to the hemophilia
treatment centre for tests. The nurse coordinator met us and
she was great. She gave us enough information to prepare us
for the possibility of a diagnosis of hemophilia and what it
would mean. After the hematologist gave us the
confirmation, we met with the nurse again, and she gave us
additional education. She also presented a variety of
treatment options for us to consider. She was our lifeline,
our major source of information. At that time, we asked,

“What do we need to know now to care for Emrik?” 

In the following three months, we went from adjusting to Emrik’s
diagnosis, to doing infusions at home, to a port-a-cath.
Throughout the research and decision-making process, we had

Emrik in 2001

Emrik in 2009
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family input as well. My mother-in-law is a nurse, and she was in
favour of the recommended medical option. My parents, who had
moved to Canada from Holland, had experience with natural
medicines, and encouraged us to look at all options. 

At this same time, we were introduced to other parents of children
with hemophilia, and to the Canadian Hemophilia Society (CHS).
One particular CHS volunteer was a mother with whom I had
many conversations about prophylaxis and what it might mean.
Hearing her tell of her experiences with her son over the years was
very reassuring. I found that information from another parent is a
different kind of advice — it comes from the heart.

At approximately the same time that Emrik was diagnosed and we
were adjusting to it, we moved. We actually put a bid in on our
new house from the emergency department! We realized that even
if hemophilia was sometimes going to force us to drop everything,
we still had to try to live normal lives. 

Home infusion: a learning process for the whole family

Emrik began prophylaxis when he was one year old because he
was so active. Even though he had a good sense of coordination
and balance, he was having bleeds that we wanted to prevent. He
had a port-a-cath. But it had to be taken out when he was two and
a half years old, following several months of unsuccessful efforts
to treat an infection. As this coincided with the Christmas
holidays, we made the decision to learn to do peripheral infusions
ourselves rather than wait until the New Year to have a new Port-
a-cath inserted.

Once again, our nurse coordinator became our lifeline. She guided
us through the training and even came to our house to support us
through Emrik’s first peripheral home infusion. It went flawlessly
and has continued to go well with some minor challenges to keep
us on our toes. 
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Our current routine is to infuse Emrik three times a week with the
“stretch day” on the weekend when Gary and I are around to
infuse him early, if necessary. Clinic staff suggested infusing every
three days, but we noticed that Emrik always bled on the third
day. We decided that three times a week was better.

We are fortunate that infusions go well for us. You might ask how
we get an ambitious, active, run-everywhere, climb-anything, kind
of kid to go along with all of this. We are not exactly sure, but this
is what we do and it has worked for us. 

• First, infusions are not negotiable. Unlike other responsibilities
that can be postponed, when it comes to infusion time,
everything else stops. From the beginning, we have established
a no-nonsense tone. Emrik understands and accepts that. 

• Second, we always give Emrik his infusion in the same room, in
the same chair, placed in the same spot and at roughly the same
time (unless, of course, he were to require an additional
infusion as a result of a bleed). 

• Third, we apply EMLA® one hour before the infusion. This
cream numbs the skin so Emrik doesn’t feel the poke. 

• Fourth, Emrik has some control over the process. He chooses
the elbow we use and has “television veto power” over his
brother. Emrik usually chooses his latest favourite video. 

• Last, I wait until I am confident that I can feel exactly where
the vein is before attempting the infusion. Emrik’s father, Gary,
provides the entertainment and distraction. We remain as calm
as is humanly possible. This is not always easy. In the
beginning, it sometimes took two or three or, at worst, five
“pokes” to get into the vein. Keeping ourselves together is so
important to how Emrik feels about his treatments. Our efforts
seem to be working. Even on those “bad” days, Emrik just
continues to watch his video, waiting patiently for the infusion
to be done. No crying! No fussing! 



Sometimes I’ve wondered what Emrik’s brother, Tyse, thinks of all
this. He was two years old when Emrik was born. We’ve tried to be
open, to explain what’s going on. Tyse usually takes things in
stride. Because the home infusions have gone so well, and Gary
and I are calm and matter-of-fact, I think he says, “Mom and Dad
are OK, so I’m OK.” 

I think that if parents can find a way to deal with hemophilia that
is comfortable for them, the children will be fine. Children read
cues from their parents. Our attitude affects how Tyse looks at
Emrik and how Emrik looks at himself. I asked Emrik what
hemophilia means, and he said, “I get needles.” He has never had
the experience of being held back because of his condition. He has
always been interested in his infusions. When he was little and
had his port-a-cath, he knew words like “butterfly” and “syringe.”
Now that he’s having peripheral infusions, he knows all the tricks
for getting his veins to stand out, such as squeezing his hand
when he has a tourniquet on, drinking fluids, and his personal
favourite, having a chase around the house with his brother. He
also enjoys feeling for his veins. We talk as much as we can while
the infusion is being done. Whenever he shows any curiosity, we
encourage him. It can be an opportunity to talk about what we’re
doing, what clotting factor does, why blood comes back into the
little tubing, etc. When he’s a little older, we’ll gradually give him
more responsibility in the infusion process.

Couple care

Gary and I feel that we have a fairly strong relationship. We both
have busy lives with our careers and our sons, and we believe that
it’s important that we stay in tune with each other. We have a
“date night” each week, after the boys are in bed. A special dinner,
with candles and wine, allows us to talk about how we’re feeling
about life in general, work and the children. I think that it’s vitally
important for couples to take the time to talk with one another.
The benefits are felt by everyone in the family.
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Which of the
following are the
responsibilities of a
family whose child is
on home infusion?

a) When in doubt, treat.

b) Maintain frequent
communication with
the comprehensive
care team regarding
bleeds and their
treatment.

c) Seek appropriate
advice for head
bumps or bangs and
other potentially
dangerous events as
soon as they occur.

d) Maintain an accurate
up-to-date diary of
all infusions given,
including bleeding
sites.

e) Administer
complementary
treatments such as
rest, ice, compression
and elevation of
limbs.

f) Read a Harry Potter
book to your child
when he has a bleed.

(For some help in
finding the answers, 
see page 7-10.)

(The correct answers
are on page 17-18.)

Test Your
Knowledge

Healthy sports choices

Emrik has always been an active boy. Although we don’t plan to
let him play hockey or football, because we think they’re too
rough, we are open to most other activities. Both of our boys will
probably play soccer this summer. We think that it’s important to
take a “be wise” approach to activities. They should both wear
proper gear, have good instruction and, for Emrik, have an
infusion before activities such as tobogganing. 

Educating other caregivers

We’ve had a number of really wonderful sitters. I believe in giving
a lot of practical explanations to care providers. This process has
also been used with the Y day camp and public school. Our nurse
coordinator helped us with the school preparation. We explain
when they should call us, and when they needn’t worry. 

I would advise parents to err on the side of being overly open
about their child’s condition. I know that some parents “pad”
their children for activities rather than tell people about
hemophilia. I suppose they don’t want people’s pre-conceptions
to get in the way of their child’s experience. We see these
situations as opportunities to educate people in the community
about hemophilia. No one has ever refused to care for him. As a
precaution, I have a pager. It reassures the staff at Emrik’s school
that I’m available. It also means that, as a part-time teacher, I’m
not tied to the house. 

Although Emrik’s hemophilia diagnosis came as a shock, it has
not crippled him or our family. In many ways, it has challenged us
to grow and develop healthy management strategies. Learning
new skills such as home infusion gives us, and eventually Emrik,
control over the disorder. 



Here are our tips for new parents.

• Learn all you can about hemophilia and how to care for your
child.

• Give yourself time to get used to all the changes hemophilia
brings.

• Stay in touch with the people who can give you support:

– your hemophilia treatment centre
– the Canadian Hemophilia Society
– your local CHS chapter 
– other parents
– your own friends and family

• Enjoy your child and treat him as normally as possible.
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A Young Person’s Perspective
Paul Wilton, London, Ontario

Part One, reprinted from the 2001 edition of All About Hemophilia: 
a Guide for Families

My name is Paul, I am 16 years old and I have
severe factor VIII deficiency. I have had
hemophilia my entire life, of course, and

although my parents remember the time before I was
diagnosed, I don’t. In fact, I can’t remember much about
the first nine months of my life. And so really, I only know
what it’s like to grow up with hemophilia. I would be lying
if I said it hasn’t made much difference. I’m sure that it has,
but most of the time my life is pretty normal.

When I was first diagnosed and I had a bleed my parents
took me to Emergency for a treatment. I was there
sometimes three or four times a week. Despite the great toys
and purple popsicles, I insisted on screaming and squirming
for every needle. I’m proud to say that it once took three
interns and one very mean nurse to hold me down. I was
wearing the staff down, so they taught my parents how to

give the factor through a port-a-cath, inserted in my chest. This
not only made life a lot simpler for my family, but you can
imagine how relieved I was not to miss school! 

School and sports

Most of my teachers were pretty cool about keeping the factor, ice
packs and Cyklokapron® at school. I just remember one teacher
that really gave me a hard time. I think she thought I would bleed
to death playing basketball in her gym. She managed to keep me
off every school team, except for cross-country running. I ran
every day after school with the rest of the guys who were trying
out, never missed a practice — even when my ankles were killing



me — and managed to keep up with the pack. I met the criteria
for the team, but she tried to tell my Mom that they weren’t
equipped to handle a bleed if I were hurt during a meet. Lucky
for me, my Mom doesn’t take “No” well. She pointed out to the
school officials that they needed to be prepared to provide first
aid to every participant in the race. They couldn’t argue, so on I
ran through fallen leaves, mud, snow and sometimes searing
ankle pain. 

I was really very sick twice and was in ICU because of illnesses
that weren’t directly caused by hemophilia, but were complicated
by it. They made sure I didn’t miss school then either. My teachers
came to the hospital and my sister actually offered to bring work
home for me during my recovery. In between those times I went
to Beavers, played T-ball, roller bladed, passed my leaf project in
late and watched WWF with my friends. 

Eventually, I had my parents and doctors fooled into thinking I
was more mature and ready for more responsibilities. They took
the port-a-cath out and taught me how to infuse myself. You
know it really isn’t as hard as it looks, especially once one of my
older friends at camp taught me some tricks about the one-
handed dexterity that is necessary to maneuver the needle into a
vein. Regular prophylactic treatment greatly reduced my bleeds. I
was close to breaking the attendance record at my school! I took
golf lessons, learned how to sail, read The Wealthy Barber, got
braces and had this huge attitude for a couple of months because
my parents wouldn’t let me try out for my school wrestling team.
The coach, who was a former female provincial champ and my
parents somehow got the idea that keeping stats for the team and
assisting the coach was just as good. It wasn’t. And I made sure
they knew it. Everyday. And then this married guy that I know,
who has hemophilia, too, reminded me that I might want kids of
my own some day. Maybe it was a good decision.
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Hemophilia has its benefits

In some ways, having hemophilia has actually been an advantage.
I have made many friends at hemophilia camps, clinics and
parties. Those events give me a chance to talk with other guys and
ask questions about the condition. Some of the older guys at camp
were great role models when I was younger. My friends with
hemophilia are some of my best friends because we share
something in common and understand what the other might be
going through. 

Having hemophilia means that I don’t have a future as a pro
hockey or football player, but I am active in sports. I swim almost
every day, play golf, downhill ski, sail, play basketball. My parents
think my marks could be better, but I do all right at school. (Okay,
so my marks would be better if I passed my science assignments in
on time.) I work part-time at McDonald’s and I’ll have my driver’s
license in six months and three weeks. I spent six great days
canoeing in Tamagami with my hemophilia friends this summer. 
I started Grade 11 at Oakridge Secondary School this morning and
I’m thinking of transferring out of English and into the
“Parenting” course. Apparently, there are no males in that class.
Life is good.

I think kids today are so much luckier than kids with hemophilia
ever were before because of safer blood products, more knowledge
and better treatment. It isn’t always easy for parents or kids to deal
with hemophilia, but I would like to tell new parents not to worry —
your son will have a really good life.



Part Two
Paul Wilton, London, Ontario

“Changes come around real soon — make us women and men.” 
– John Cougar Mellencamp

Iwrote the original youth perspective when I was sixteen. 
It seems so long ago. Although a lot has changed, my basic
thoughts about my life with hemophilia are the same. I am

now 23 years old, a man who aspires to take over the Late Show
with David Letterman and marry singing sensation Rihanna. 
I guess I am a dreamer who may be a bit delusional. 

Sixteen was around the time I began taking more responsibility
for my health and the treatment of my hemophilia. Although
Mom would say “No” when she needed to and had usually been
right for most of my childhood, there’s a point when you become
stubborn as a young adult. A natural part of growing up is having
a desire to be more independent. 

I think part of the process by which I learned to take more
responsibility for my condition was by making mistakes. I had
been, for the most part, very fortunate as a child to have good
treatment and wise parents, which protected me from major
bleeds. I think that, especially as teenagers, we have a view that
we are invincible. The lessons from the hemophilia treatment
team about what can happen if you don’t take care of yourself
seem abstract. As teenagers we think it will never happen to us. I
had my worst experiences with hemophilia during this point, but
it was because of these experiences that I changed my ways. I
learned to stay on top of my treatment, live a healthy lifestyle,
and choose activities that would pose the least risk to my joints. 
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I don’t want other young people with hemophilia to go through
what I went through to learn these lessons. I hope they will take
my advice to remain vigilant and committed to their health. We
have such great treatment in Canada. Many kids today are on a
program of prophylaxis and have seldom had a bleed. We must
not allow this to create complacency in caring for our health. 

Now that I have learned from my mistakes, I realize that since I
am so lucky to have access to one of the best health systems in the
world, I might as well use it. (More advice, don’t take the quality
of our health system for granted.) For me, one of the most
important elements in making decisions about my hemophilia
treatment was seeking the expert opinion of others. I find it useful
to get the opinions of each member of the multidisciplinary team
at my hemophilia program. If I still have questions after speaking
with my medical team I seek additional information using
resources that the Canadian Hemophilia Society offers or by doing
my own research. To other young adults I’d recommend asking
lots of questions and taking the time to consider the options before
making medical decisions. After all, it’s your body and your life.

I still think an important part of hemophilia care is the
connection with others with hemophilia that I spoke of in my
original article. For me, the contact with older guys with
hemophilia who warned me not to make the mistakes they did,
allowed me to make real what seemed abstract in the charts and
diagrams shown by the medical team. This connection was
important because, even as I strived for more independence, I
knew that I could still turn to my hemophilia friends, my health
team and family for help when I needed it along the way.

In the earlier piece I mentioned all of the great opportunities I
have had because of hemophilia, whether it was getting to go to
camp or meeting lifelong friends. While these things are still very
important to me, I think, through maturity, I have realized the
great opportunity I have to pay back the countless individuals
from the hemophilia society whose efforts have made such a
difference to my life. 



My current involvement in the bleeding disorders community is a
very important and fulfilling part of my life. My involvement
with Pinecrest, our local hemophilia summer camp, allows me to
maintain those connections with others I know who have
bleeding disorders. It also allows me to pay forward to others the
guidance that men with hemophilia gave me when I was young.

As I have grown up, made my way through university and
entered the “real world”, I appreciate now more than ever the
benefits of having hemophilia. I honestly don’t know if I had a
magic lamp if I would wish for life without it. Sure, life would
have been easier without it in some ways, but I think the
experiences I have had because of it have made me a better
person. It’s such an integral part of who I am. Granted, I was
never able to join the wrestling team, and shortly after the first
article I put up another stink about football, but not being able
to make friends through playing sports forced me to hone
interpersonal skills such as humour to make friends. 

To young parents of children with bleeding disorders — don’t
worry, they are going to have a great life. You may not realize it
now, but it may be a blessing in disguise. To young people with
bleeding disorders — make choices that will lead to a great life.
Hemophilia is now so much a part of who I am, that it is hard for
me to imagine or desire a life without it. I don’t regret having
hemophilia for a minute. 
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