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Heart Beats held its first family 
camp-out at beautiful Camp Ev-
ergreen on the weekend of Sep-

tember 12-14.  On Friday evening, eight 
families braved the cold weather and 
drove to the camp in Sundre to find 
warm cabins and freshly baked cin-
namon buns waiting for them.  At 
breakfast the next morning, the fami-
lies signed up for activities including 
wall climbing, trail rides, zip lining, 
canoeing and archery.  The day was topped off by 
a game of willson ball and a s’mores campfire.  On Sunday morning, 
the sun finally came out and the group participated in a relay race fol-
lowed by more activities. After lunch, it was time to pack up and say 
goodbye – many friendships were formed that weekend, especially 
among the children who all seemed to gravitate toward each other. It 
was a wonderful and memorable weekend and each family expressed 

how much they enjoyed the camp and are look-
ing forward to attending it again 
next year. 

Smores Campfire

FAMILY CAMPOUT 

Jax and Roman enjoying a horse ride

Canoeing
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Upcoming Events

Family Fun Run

Mark your calendars! Heart Beats will be holding its 5th 

Annual Family Fun Run on Saturday, October 18th.  As in 

prior years, the race will begin at Eau Claire Market 

and follow the running paths along the Bow River.  

There will be a 10km Run, a 5km Run or Walk and a 

1km Children’s Race.  You can sign up by clicking the 

running heart on our website at www.heartbeats.ca or at 

www.runningroom.com.

Don’t miss this opportunity to take part in our biggest fundraiser of 

the year!  All funds raised go directly to helping families with heart 

disease in Calgary and Southern Alberta. 

For more information about the race or to volunteer on  

race day, please contact our run coordinator,  

Cindy Castillo, at cindyc@heartbeats.ca.

Dates and times are subject to change, so please check your email for monthly updates. If you 
would like to receive monthly emails from Heart Beats, please contact our communications 
director at jenb@heartbeats.ca. 

Heart Beats Christmas Party
Heart Beats will be hosting its annual Christmas Party on Sunday, November 30, 2014 from 11:00 a.m. to 2:00 p.m. at the Greenwood Inn.  A special Christmas brunch will be served and there will be many activities, including seasonal crafts and a vis-it from Santa who will distribute gifts to all children in attendance.  Please RSVP to info@heartbeats.ca by November 10th, 2014.

Mom’s Coffee Group and Dad’s Night Out
Mom’s Coffee Group and Dad’s Night Out will now 

alternate months throughout the school year.  Whether 

your “heart child” is an infant, teen or adult, we 

welcome you to visit and chat with other moms and 

dads about parenting kids with CHD. Grandparents 

are welcome too!  Food and non-alcoholic beverages 

are covered by Heart Beats. The group will meet on 

various dates and locations around Calgary, so please 

check your monthly email for times and dates.  

Be your own  

Boss Workshop

 This workshop is open to youth ages 14-

24 and is to help youth with chronic illness 

learn to self-manage their health condition. 

It runs from 6:15-8:45pm on Tuesdays from 

September 30 to November 4 at Sheldon M 

Chumir Health Centre.  For more informa-

tion, please see Page 15
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Your Support in Action

Donations made to Heart Beats Children’s Society of Calgary are used to provide information, resources and 
support to families living with congenital heart defects in Southern Alberta.  The following is just a few ways 

your donations have helped:

• Financial assistance to families traveling to Edmonton for their child’s heart surgery through our “Helping Hand   
     Fund”;

• Supplemental equipment for the Alberta Children’s Hospital Cardiology Clinic;

•  “Heart & Soul:  Your Guide to Living with Heart Disease” information DVDs  
 (distributed through the Cardiology Clinic);

• Items of encouragement for children undergoing extended hospitalization;

• Camp Scholarships for children with congenital heart disease.
If you wish to contribute to the support of families of children with congenital heart defects, you may mail your donation to: 

Heart Beats Children’s Society of Calgary, 
Box 30233, Chinook Postal Outlet, 
Calgary, AB   T2H 2V9

You may also donate online at www.heartbeats.ca where you can make secure donations by credit card to Heart Beats through 
CanadaHelps.org. Charitable Receipts will be provided for donations over $20.

Thank you to all our generous donors for your support!

On July 27 & 28, we held a charity garage sale 
for Heart Beats here in Airdrie. We had clothes 

and items donated from our friends in the community 
and our neighbours even participated. One of our 
neighbours, Hayley has her own sewing business, Zig 
Zag Creations and also sells Scentsy, so she donated 
15% of her profits totaling $100! 

Her 7year old daughter Talia and our 4 yr old daughter 
Kate sold lemonade and cookies and raised $45! 

Overall we raised over $600 on our first fundraising 
effort!! We are so thrilled to have raised that much 
and to have been able to spread awareness about 
congenital heart disease and Heart Beats at the same 
time. 

This is our first year participating in the Fun Run as 
we were still recovering from Sam’s Norwood in 
Edmonton last year. 

Our team name is Sam’s Chicks Dig Scars and we 
have a Facebook group with the same name. We are 
so excited to participate and can’t wait to meet all the 

other heart families out there! 

- Kristina McGuire

Congratulations Vanessa Boluis, RN (Alberta Children’s 
Hospital) for receiving Reader’s Digest Best Health 

Award of Excellence! And a HUGE thank you for desig-
nating Heart Beats as your Charity of Choice!  
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Heart Beats was pleased to send two young Calgarians to 
Camp del Corazon this summer.  The camp is held at 
Catalina Island Camps located at Howland’s Landing, 

a private cove on beautiful Catalina Island, California.  The 
camp is exclusively for children and teens between the ages 
of 7 and 17 with a heart condition.  All of the activities are 
led by trained Activity Counsellors and supervised by onsite 
nurses and physicians. Activities include hiking, adventure 
games, court games, boom ball, arts & crafts and a variety 
of beachfront activities. Older campers also have the option 
of snorkelling and participating in powerboat fun, including 
tubing. Trained lifeguards oversee each activity in addition to 
one or two counsellors at all times. The only cost for campers 
is for their transportation to and from the camp, which can be 
sponsored by Heart Beats. For more information about Camp 
del Corizon, please visit their website at www.campdelcora-
zon.org.

I had such an awesome time! I met really 
cool kids from California and my counsel-
lors were so much fun.  I really liked the 
camp because we could just hang out and 
be ourselves. The activities were really fun; 
I especially liked the rock wall and zipline, 
as well as the canoeing and kayaking.  It 
made me feel good that I could go to the 
top of the rock wall.  The food was good 
and I laughed a lot and made some good 
friendships...can I go back next year?  I was 
known as the hockey nut - one kid asked if 
we really did have snow all year round! – 
Ryan Smethurst 

From my perspective, Ryan came back 
from camp more confident. Issues around 
his skin (he is so self-conscious), did not 
even cross his mind as he witnessed kids 
will all levels of health and learning/be-
haviour challenges, enjoying themselves 
for who they are. It seemed to be very 
freeing for him to be accepted and accept 
others with none of the pressures from the 
”perceived coolness factors” so prevalent 
in our kid’s culture. I think this is one of 
the main reasons why camp had made 
such an impact on him and that he keeps 
thinking and talking about it!  Heidi (Ry-
an’s Mom)

Ryan and his new camp friends 
arriving from Catalina Island

My favorite part about camp was seeing a 
baby Leopard shark while I was swimming.  
It was cool.  And the pod of dolphins when 
we were coming home on the boat.   I got it 
on video and I’ll probably never get to see 
something like that again.  The high ropes 
course was awesome.   And the food!!!  So 
good. Oh ya..... Rock climbing! - Chance
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Bonjour! My name is Anne-Marie and I was 
born in 1979 in Ottawa.  I was born with Tri-
cuspid Atresia.  I spent a lot of time in the 

hospital and had a couple of surgeries within my 
first days and a few more in the following years.  
Throughout my childhood, I was a seen at the Chil-
dren’s Hospital of Eastern Ontario (CHEO).  My 
major surgeries, however, were done at Sick Kids 
in Toronto (where I first learned to speak English, 
as I am French-Canadian).  When I turned 4, the 
doctors explained to my parents that I could have 
a Fontan procedure and there was a small chance 
that it would be successful (since they hadn’t per-
formed this surgery on anyone else this young at 
that time).  My mom knew I was stubborn and 
wanted to live longer so she went with her instinct 
and said yes to the surgery.  The cardiologists said 
the surgery would give me a longer life but I would 
not live past 11 years old.  Before heading to the 
operation room, the doctor asked me if there was 
anything I wanted after my surgery.  I told him that 
I desperately wanted a bag of chips and a puppy!  
He was about to give me an answer when he no-
ticed my mom’s face (she was absolutely petrified 
of dogs), so he turned to me and said: You can have 
chips when you wake up but you will have to wait 
until your eleventh birthday for the dog.  Tricky, 
tricky doctor!  

I soon surpassed the age of 11 and the doctors told 
me that I was doing so well that they would wean 
me off my medication and I would be allowed to 
integrate more sodium into my diet.  All I could 
think was:  That’s nice, but someone owes me a 
dog.  I got my first puppy (Dési), my mother faced 
her fears and made a new best friend, and I got to 
eat chips: I was feeling great!

I had a normal, fun childhood: I spent my summers 
swimming with my best friends and my winters 
playing in the snow.  The only difference is that I 
couldn’t participate in gym class (which was hor-
rible because I had to go to typing instead) and I 
was on a very strict low-sodium diet.  Although I’m 
a sucker for salt, I still stay away from it to this day.   

My teenage years were just like everyone else.  I 
was reckless at times and I wasn’t always smart 
about my choices, but I survived it all and I had 
good friends looking after me.  When I was 16, I 
was on my first travelling experience alone.  I went 
to the south of Spain for the summer to take Span-
ish classes.  It was an amazing experience, but 
I had a mini-stroke while I was there and it was 
scary.  When I returned, an MRI confirmed that I 
had had a huge blood clot on the right side of my 
brain.  I felt so lucky that none of the symptoms 
were permanent.  From that day forward, I have 
been taking anticoagulants.

It is also in my adolescence that the doctors told 
us I couldn’t be pregnant: it could kill me and the 
baby.  It was strongly suggested that I have a tubal 
ligation.  I had the surgery when I turned 18.  At 
that age, I graduated from CHEO and moved on to 
adult care: the Ottawa Heart Institute.  The won-
derful people there have been taking care of me 
ever since.

In my 20s, I started to develop pretty bad arrhyth-
mias and my heart symptoms started to affect me 
emotionally.  Before then, I had never felt different 
than anyone else (or at least I didn’t take the time 
to think of it much).  By the time I was 25 years old 
however, I was realizing that I had limitations and 
side effects to this heart malformation.  It’s as if I 

CHD and Me
Talking With Adults With CHD

A concern that “heart parents” often have is how our children will do in the future. 
Will they be able to lead productive adult lives? Will their heart defects prevent 
them from doing activities or jobs that they want to do? In this edition, we feature 
the story of Anne-Marie Koeslag.
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woke up one morning as an adult and realized that 
my health wasn’t perfect and that I would have ob-
stacles throughout my life because of it.  They tried 
different drugs to manage my symptoms, but they 
were always there.

Before turning 30 years old, I married my amazing 
husband Matt.  Our wedding was awesome, barefoot 
on the beach down South, with 60 close friends and 
family.  We are so happy together but I do realize 
that seeing all my friends and siblings have children 
is a bit difficult.  We have tried surrogacy and now 
we are on a waiting list for adoption.  My husband 
and I are lucky to be Godparents to 5 amazing kids!

Due to my symptoms and some complications that 
were arising, the cardiologists decided it was a good 
idea for me to undergo a revision to my original Fon-
tan surgery.  So, at the age of 33, I had an extra-car-
diac Fontan to try to fix some of the problems.  This 
was done at the Peter Munk Cardiac Centre, by a 
group of amazing doctors.  During this surgery, they 
also did a maze procedure, they removed an aneu-
rism in my heart and they placed a pacemaker in my 
chest (the pacemaker was a surprise when I woke 
up!).  The recovery was very slow and wavering, but 
I am feeling much better now.  I have days where 
I’m ready to do anything and other days where all I 
can really do is watch some Netflix and rest on the 
couch.  Since this surgery, I have been taking more 
medication (antiarrhythmic meds, anticoagulants 
and Lasix).  I’m hoping this recent surgery gives my 
heart a strong boost to keep on keeping on (because 
I plan to live past 100).

When I think of quality of life as an adult CHD sur-
vivor, I realize I have some obstacles. Yes, I have 
regular medical visits and tests, surgeries, various 
daily pills, a pacemaker, limitations when it comes 
to family planning, my diet and exercise, BUT I feel 
so happy and blessed for everything I DO have. I 
don’t feel that my heart defect stops me from living 
a happy, healthy life.  I go to the gym - mind you, 
I’d rather not ;), I snowboard, I love trying any new 
activities and I travel A LOT.  My travels have led 
me to: work at Disney Land Paris for a few months, 

swim with sharks, hike down inside a volcano, sleep in 
airports, and trek through so many different cities and 
National parks. My heart defect and health problems 
have not affected my career either.  I completed an un-
dergrad in psychology, a Master’s in counselling and a 
degree in teaching.  Presently, I am a teacher and I teach 
French and social Studies at the intermediate level in a 
high school by my house.

I know what keeps me happy and healthy is a positive 
attitude and the amazing people that surround me and 
constantly support me.  

You will be going through this with your child their 
whole life and one day they will realize just how much 
worry and attention you placed on them while they 
were out having fun, without a care in the world.   As I 
was growing up, my mom was my protector, my medi-
cal advisor, my advocate, my nurse.  Still to this day, if 
I don’t feel well, I call her. Looking back, I realize that 
she wasn’t an expert in any of this; it was also new to 
her.  She just always made sure I felt safe, hopeful and 
confident that everything would be ok.  She also made 
sure that I didn’t miss out on great experiences because 
of my heart defect.

I try to remember:

so live it up as much as you can!

  YOU ONLY HAVE 
   ONE HEART 

so nurture it and appreciate it as much as 
you can.

SHARE YOUR STORY
We invite you to share with us your experience with con-
genital heart disease.  We would like to hear from parents, 
as well as children, teens and adults who themselves have 
a CHD.  Your story may provide the encouragement and 
support someone else needs.  For assistance in preparing 
your story, or to submit your story, contact the Newsletter 
Coordinator at jenb@heartbeats.ca

CHD and Me: Talking With Adults With CHD
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OffbeatsEvent

This June the youth of Off Beats were treated to another special evening at Jubilation Dinner Theatre thanks to the 
generous support of Heart Beats.  Twelve teens, all who are seen in Cardiology clinic at ACH, were picked up at 
the hospital by a limousine and treated to a ride around town.  We were then dropped off to have a great dinner 

and watch The Big Boom Theory 2: Time Travelling Geeks.  Last June the group had seen part 1 so they were excited 
to see the sequel.  Below are some pictures and comments from some of the youth or their parents about the night.  

“James had the most amazing birthday! Jubilations and limo ride was a hit again this 
year! It’s hard to interest James or teens for that matter, thank you Offbeats and Heart 
Beats for this wonderful opportunity!” from Michelle (Mom)

“Ryan had an awesome time!  He really enjoyed tour-
ing around in the fancy limo and seeing his heart 
friends again.”  from Heidi (Mom)

A special “Thank You” goes out to Kelly Webber and Norma Becker, 
our two amazing Cardiac Nurse volunteers, for accompanying our 
youth on this special night out.

 The Offbeat youth group

 Website: www.westernchildrensheartnetwork.ca 

Family Stories: 

If you have family stories you would like to share on our website, or if you have an 
update to your story that is already posted on the website, please forward your story 
or updates to: wcchn@albertahealthservices.ca. Be sure to include your child’s name, 
diagnosis, and a picture(s) along with your story.

Family Educational Webinars

The WCCHN is working to organize quarterly educational webinars for families and patients. More information will 
follow. We would love to hear from you! Topic suggestions for these educational sessions can be forwarded to our of-
fice: wcchn@albertahealthservices.ca. 

Research

We welcome your ideas! The WCCHN is currently looking into research ideas from families, and potentially partnering 
researchers and families together to develop study protocols, etc. If you would like to submit research ideas/topics or 
are interested in working with researchers, please let us know: wcchn@albertahealthservices.ca.

Retirements:

We would like to congratulate Dr. Jeffrey Smallhorn (Stollery Children’s Hospital) and Dr. Marion Temple  
(BC Children’s Hospital) on their recent retirements.

Canadian Congenital Heart Alliance (CCHA)

The CCHA, founded in 2004, is a non-profit organization that supports all Canadians with congenital heart disease 
(CHD). They work closely with Canadian patients and medical professionals from pediatric and adult cardiology to 
bring awareness to and support Canadians – both children and adults – with CHD. The WCCHN and CCHA are work-
ing together to promote the enhancement of pediatric cardiac services across the lifespan.

If you’re interested in joining CCHA or would like more information, please visit their website: www.cchaforlife.org.

WCCHN UPDATE
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A SPOTLIGHT ON INFECTIVE ENDOCARDITIS
       By Alyssa Power, Pediatric Resident, Alberta Children’s Hospital

What is infective endocarditis?

Infective endocarditis is the term used when there is an infection of the endocardium (the inner lining of the heart). Small clumps of 
infected material called vegetations form near or on a heart valve– they are made up of bacteria, small blood clots, and proteins.

Endocarditis can affect the heart by causing heart failure (where the heart has trouble pumping blood around the body) and arrhyth-
mias (abnormal electricity of the heart). In addition, pieces of the vegetation can break off and travel to other parts of the body. These 
pieces can get stuck in small blood vessels and block off blood flow to other organs, causing damage away from the heart.

Infective endocarditis is a very serious infection that is life threatening if not treated. Thankfully, endocarditis is a rare diagnosis in 
children. However, some children with a congenital heart disease are at increased risk of developing infective endocarditis.

What causes infective endocarditis?

Endocarditis is usually caused by bacteria. Most bacteria that enter the blood are killed by our body’s immune system. However, bac-
teria sometimes survive and travel through the blood to the heart. When the lining of the heart (the endothelium) is damaged because 
of turbulent blood flow from heart problems, the body reacts by forming a blood clot in that area. Bacteria in the blood can attach to 
this blood clot, creating an infected vegetation. Once attached, the bacteria are further covered with small blood clots and proteins, 
escaping the body’s immune system.

What are the symptoms of infective endocarditis?

Endocarditis usually causes an unexplained fever lasting for 5 to 7 days or longer. It can also cause fatigue, decreased appetite, muscle 
and joint pain, and a general feeling of weakness. It can be difficult for you to know if your child has infective endocarditis because 
these symptoms are like those of the flu! You should contact your child’s pediatrician or the cardiology team if your child has some of 
these symptoms and they do not go away.

These warning symptoms should prompt a visit to the emergency room:

-Symptoms of heart failure such as rapid breathing, breathlessness, difficulty with exercise or, in infants and young  
children, difficulty feeding, pallor and profuse perspiration

-Signs of kidney damage, such as red or brown urine

-Signs of a stroke, such as trouble speaking, trouble swallowing, weakness or paralysis on one side of the body

How is endocarditis diagnosed and treated?

If your child’s doctor believes that your child may have endocarditis, then several tests will be done, including:

Multiple blood cultures (to check for bacteria in the blood). Finding the specific bacteria that is causing endocarditis is  
important to help the medical team select the best therapy.

An echocardiogram. This ultrasound of the heart will help to visualize any vegetations or changes to the heart valves, and will 
evaluate heart function.

Endocarditis requires an admission to the hospital and treatment with a prolonged course of intravenous antibiotics (medica-
tions that destroy bacteria given through a vein). Your child may need 6 or more weeks of antibiotics to get rid of the infection.

Some children require surgery if the infection is not improving or if the endocarditis has seriously damaged a heart valve. Surgery can 
involve removing vegetations or replacing the diseased heart valve.

What can you do to decrease your child’s risk?

Though the risk of your child developing infective endocarditis is low, it is important to know how to prevent it, because it can be a 
very serious infection. It is better to prevent infective endocarditis than to treat it!

There are some medical procedures that increase the risk of bacteria entering the blood, including certain dental procedures (involv-
ing the teeth). Your cardiologist will tell you whether or not your child needs an antibiotic before these procedures to prevent infective 
endocarditis (also known as prophylactic antibiotics). Your dentist will want to know whether or not your child needs antibiotics.
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The American Heart Association published new guidelines about infective endocarditis in 2007. These guidelines emphasized that 
most cases of infective endocarditis are not caused by surgical procedures. Instead, we know that bacteria from our mouth can enter 
our blood every time we chew on food or brush and floss our teeth. That is why proper dental care is so important!

Good dental hygiene can even start before your child’s first tooth appears! Gently running a damp (and clean) washcloth over a baby’s 
gums every day can help to remove harmful bacteria. From when your child’s first tooth appears until the age of two years, you can 
brush their teeth without toothpaste using an infant toothbrush. You should avoid putting your child to sleep with a bottle – the sugars 
in milk and juice will remain on a baby’s teeth for hours and can destroy the enamel, sometimes even resulting in cavities!

Many children as young as two or three should be able to spit while brushing, and can start to use a pea-sized amount of toothpaste, 
under supervision. You should choose toothpaste that contains fluoride, since regular contact with fluoride strengthens teeth. Brushing 
twice a day and daily flossing will help keep your child’s mouth healthy. Flossing can start as soon as your baby has two teeth that 
touch.

In addition to developing good oral health habits at home, don’t forget to schedule regular visits with your child’s dentist! Reducing 
the amount of bad bacteria that stay in your child’s mouth helps to decrease the chance that they will develop infective endocarditis.

Conclusion

In summary, infective endocarditis is a rare but very serious infection of the heart. It presents with symptoms that are hard to distinguish 
from the flu. Endocarditis requires an admission to the hospital and treatment with six or more weeks of intravenous antibiotics.

Knowing how to prevent infective endocarditis is crucial. Good oral hygiene and regular visits with your child’s dentist are the most 
important things you can do! Finally, your cardiology team will tell you if your child needs prophylactic antibiotics before dental 
procedures.

Resources and Further Information
1. Prevention of Infective Endocarditis: Guidelines from the American Heart Association. Circulation. 2007. Available from: http://circ.ahajournals.org/con 
 tent/116/15/1736.long [accessed August 2 2014].

2. About Kids Health: Trusted Answers from the Hospital for Sick Children. Infective Endocarditis. 2010. Available from: http://www.aboutkidshealth.ca/En/ 
 HealthAZ/ConditionsandDiseases/HeartandBloodVesselDisorders/Pages/Infective-Endocarditis-IE.aspx [accessed August 10 2014].

3. Kids Health. Keeping Your Child’s Teeth Healthy. 2012. Available from: http://kidshealth.org/parent/general/teeth/healthy.html [accessed August 4 2014].
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The Transplant Connection By Kelly Webber, Nurse Clinician at the Cardiology Clinic / 
Alberta Children’s Hospital

This July was the third annual Transplant Family picnic. The picnic was head at North Glenmore Park on what 
was a beautiful, HOT day.  The kids had a great time playing at the park and parents had a 
chance to reconnect and relax.  

“We really like attending the transplant picnic because it provides an opportu-
nity to meet other families who have gone through a similar situation” - Kristy 

 “Grayson enjoyed a nice sunny day with his friends at the park” – Greyson’s mom

Please watch your inbox or mailbox for an information letter from the Transplant clinic regard-
ing medications, the new school year, vaccinations and the Beads of Courage program.

Carter’s Stampede Parade 
Carter’s story starts out with the blessing of being a transplant patient.  We have lived a roller coaster life 
and with all the downs on that ride there are beautiful and cherished ups!  The following is Carter’s story 
about his part in the Calgary’s Stampede Legacy and the most amazing ride of his life! 

My boyfriend, Kevin McClyment was down helping his best friend Don Stout and Fletcher and Melinda 
Armstrong which are long time Stampede downtown activity volunteers with the Calgary Stampede.  Later 
that night, Kevin called mentioning a surprise for Carter that his friends were working on.  During the day, 
Kevin had mentioned Carter’s story and the ups and downs he lives as a transplant recipient. His story tugged 
at many heart strings and by Friday morning we received a phone call stating that Fletcher and Don had met 
with some of the Stampede Committee and asked a special request of them on behalf of Carter.  We were to 
be downtown Calgary Saturday morning for the Parade and that Carter would be a special guest! 

Well I was in tears. The thought of many people who I don’t even know or know Carter for that matter went to all this work to not only 
give him a special day but many beautiful memories. 

So on Saturday July 12th, Carter and I decked out in our western wear and met with Kevin and his 
amazing group of friends.  We all engaged in laughter, smiles, hugs and tears.  Carter was on cloud 
nine the entire time.  He received hugs from clowns, face painting, photo ops and last but not least, 
got to ride in the very first wagon of the Parade.  He was the “special guest of the Stampede Com-
mittee”.  During our ride in the parade that morning, Carter waved and smiled to the crowd like a 
pro. When we reached Rope Square, Carter was announced to the entire crowd as a young fella 
that had a heart transplant as a baby and was their special guest.  The gentlemen asked the crowd 
to give a special round of applause for Carter because he’s a fighter!  It was the best moment ever 
because Carter looked up at me and said “Mom, how does that man know I’m a fighter?”  At that 
point the tears started flowing and I hugged Carter telling him that the gentlemen knows you’re a 
fighter because you are alive and healthy and always look after your heart. That God chose you to 
receive your heart as a gift and that you will fight to look after it.  Carter’s smile grew bigger that day and it was the best ride EVER!  
When we were headed home, Carter told me it was the best day of his life and moments later drifted off to dream.  On that note I want 
to send a special thank you to Kevin, Don, Fletcher, Melinda, Troy and everyone else who made an ordinary Saturday into a dream 
come true for this lil’ fighter! 

We couldn’t have had this beautiful day, memory or moment with Carter if it wasn’t for his donor 
family giving my son the gift of life. Thank you! 

With my son’s heart beats two lives and I believe today it made many lives smile just a little brighter 
too. 

Much love, 

Tracy Thompson 
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STOLLERY DOCTORS PIONEER LIFE-SAVING  
HEART TRANSPLANT PROTOCOL
Alberta Heath Services - July 21, 2014

Unique in Canada, pediatric anti-rejection therapy gives young patients new lease

EDMONTON – Doctors at Stollery Children’s Hospital in Edmonton, together with University of 
Alberta researchers, have successfully completed three pediatric heart transplants by using an anti-
rejection therapy similar to one sometimes used in adults awaiting kidney transplants.

The Stollery is the first and only academic health centre in Canada to successfully use the treatment 
in children in preparation for transplant, which combines a common agent used to treat cancer with 
a blood plasma therapy that slows a patient’s immune response. Together, the two therapies prevent 
the donor organ from being rejected.

“From our perspective this has become our standard approach for these complicated patients,” says 
Dr. Simon Urschel, Pediatric Cardiologist, Clinical Director Pediatric Cardiac Transplantation, Stol-
lery Children’s Hospital, University of Alberta and researcher at UAlberta’s medical school.

In December 2011, six-month-old Abigail Fraser became the first patient in Canada to receive the 
innovative treatment, without which she would never have been a suitable recipient for a heart 
transplant. Today she’s a happy, healthy three-year-old with a new heart and no serious health issues. 
Abigail’s mother, Nancy Fraser, learned during an ultrasound that her daughter would be born with 
Hypoplastic Left Heart Syndrome (HLHS), a rare congenital heart defect in which the aorta and left 
ventricle of the heart are severely underdeveloped and cannot pump blood properly.

Approximately one per cent of newborns are born with a congenital heart defect; HLHS makes up only one to three per cent of those 
cases. The current standard of care for patients with HLHS involves three life-enhancing surgeries staged from within days of birth until 
age four. About 75 per cent of children successfully reach the third stage and can live for decades.

Nancy and her husband Jamie were familiar with the treatment option, having been through the surgeries with their older daughter 
Hailey, who was also born with HLHS. Abigail, however, experienced complications following her first surgery.

Following a post-operative cardiac arrest and days spent on a heart-lung machine, Abigail was eventually able to go home. Further 
complications arose and her heart was too weak to undergo the second and third stages of the HLHS repair. At three months of age she 
was transferred to the Stollery Children’s Hospital where she was assessed for a heart transplant.

Unfortunately, Abigail’s immune system had developed antibodies to donor tissue used to repair her aorta during her first heart surgery. 
If a donor heart became available, her body would likely reject it immediately.

To help suppress her natural immune response, a team of doctors at the Stollery and University of Alberta developed the new immu-
nosuppression protocol. They combined cancer treatment drug Rituximab with intravenous immunoglobulin (IVIG) to slow down her 
production of antibodies that would reject a donor organ while providing enough antibodies to fight off infection.

“We needed to get rid of Abigail’s antibodies. Used in combination, the Rituximab would prevent her from developing new antibody-
producing cells while IVIG would help slow down her own immune response,” says Dr. Urschel. “We needed to desensitize her so that 
she could eventually receive a donor organ without the risk of immediate rejection.”

Abigail responded to the immunosuppressive therapy, and when a donor organ became available two months later, she was a suitable 
candidate for transplant.

“Pediatric organs don’t come available very often, so to hear your daughter would reject most organs was devastating,” says Nancy. 
“They did their best to save her heart, but eventually this treatment became our only option. We are so grateful to the family who made 
the difficult decision to donate following the loss of their child, and so happy this treatment was available so Abigail could accept their 
gift.”

Abigail remained on IVIG for six months following transplant until she started producing sufficient antibodies for her protection.

Abigail celebrated her third birthday on June 7, 2014. Since her transplant in December 2011, two other pediatric cardiac patients have 
successfully been transplanted following the Stollery anti-rejection therapy protocol. Other prospective candidates under this protocol 
are also awaiting transplant.

Alberta Health Services is the provincial health authority responsible for planning and delivering health supports and services for more 
than four million adults and children living in Alberta. Its mission is to provide a patient-focused, quality health system that is accessible 
and sustainable for all Albertans.

UAlberta’s medical school is committed to advancing health through teaching, research and patient care.
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COMMUNITY UPDATES

What’s new with your heart child and family? Send us your pictures, stories, updates and achievements (big or small) so we 
can acknowledge and share them with the community! Will your heart child be celebrating a birthday soon?  Let us know 
so we can acknowledge their special day.  Please email jenb@heartbeats.ca for inclusion in our next newsletter.

Congratulations to Daniel Falk
Daniel Falk and Elissa Steinke got married July 26/14 in Massey, Ontario 
in her farming community.  They are living in Kelowna where Daniel is an 
animator with Yedi Farms Creative. Daniel was born with a single ventricle 
and was a member of Offbeats for several years.  His mom, Sylvia Falk, has 
been on the board of Heart Beats for over 20 years and is currently serving as 
Treasurer. Congratulations to Daniel and Elissa – we wish you every success 
in your life together! 

Good-bye to the Nakoneshny Family
Lynn and Russ Nakoneshny along with their three boys have recently 
moved to Edmonton. We would like to take this opportunity to thank Lynn 
for all of her hard work over the years as a board member of Heart Beats.  
Lynn became involved when her son Joshua was born with HLHS IN 2006.   
She joined the board in April, 2007 and served most recently as Secretary.  
We will miss them and wish them every success in their new city.

Asher Kotyk will be turning 1 on  
September 27

Keaton Dirk will be celebrating 
his 1st birthday on October 19th

Birthdays
Sam McGuire turned 1 on August 23rd

Roman Beleshko will be 
turning 7 on October 9th
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ASK OUR PARENT EXPERTS – YOU!
How have you explained to your child about his or her heart condition, and at what age?

My daughter just turned 4. She doesn’t ask specifics but says her “line” makes her special, and she knows they 
“fixed” her heart but that’s about all she knows/understands - Leah Agnew Gibb

I always let Curtis (who is now 5) lead the conversation. If he keeps poking and asking we tell him, but a simple 
answer is all he needs…he loves to talk about his heart, and sometimes I’m shocked at what he tells people! 
These heart babies are smart! - Amber Kellar

So far, I only get questions from Holly’s older siblings. She doesn’t seem to have noticed her scars yet. But I’m 
with Amber - I answer as simply as possible. Probably a little too medical, but I’ve always been a stickler for 
the facts.- Angela Ottenhof

My son is 11 and he has always known he had a special heart...  When he was in grade 4 we went into his 
class and did a presentation during CHD week. We had red and blue paper to represent the various sides and 
components of the heart and we got kids to volunteer to be the different elements of the heart. With the help of 
the kids we re-enacted the functionality and positioning of a normal heart and then of my son’s heart. It was a 
great learning activity for everyone. - Patricia Floc’h-Anderson 

Kids Up Front
Heart Beats is pleased to be partnered with Kids Up Front Calgary, an organization that 

collects and distributes event tickets to children’s charities.  Many of our “heart families” 
regularly enjoy free tickets to hockey and football games, Stampede passes, concerts, movies 
and live theatre. 

If your heart child is under 18 years of age, you can sign up to receive email offers to these 
and other exciting events.  Please contact Jen Beleshko at jenb@heartbeats.ca for more in-
formation.

One little ticket, one big lift.

Facebook

Staying in touch with other heart families and joining in 
fascinating conversations has never been easier!  Our 
Facebook group is always growing, so stay in the loop by 
searching Heart Beats from your Facebook page or click on 
the link at our website to become a part of this expanding 
group. 

Find us...
on Facebook....

Heart Beats is now on Twitter!  Staying on top of com-
munity news and upcoming events has never been 
easier.  Simply follow our tweets at: twitter.com/
HeartBeatsChild.

...and
      Twitter
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Never doubt that a small group of 
thoughtful, committed citizens can 
change the world; indeed, it’s the only 
thing that ever has.” .

Margaret Mead

http://logos.co/design 

YouR OwN 
BoSS Chronic disease self-management 

program for YOUNG ADULTs 

 What: Workshop to help youth with chronic health 
conditions learn self-management skills  

 
 

Be 

Who:  Young Adults - 14-24 years old 
When: Sept 30, 2014 – Nov 4, 2014 
Time: 6:15pm – 8:45pm on Tuesdays 

Where: Sheldon M Chumir Health Centre 
1213 4th St. SW,                Calgary 

Room 3116 
 

For more information &Registration: 
Tel: 403 943 1658 

ashlee.mcguire@albertahealthservices.ca 

Bring a friend! 
Build your social network! 
Have fun while building 
skills for your future! 

If you would like to receive Keeping the Beat directly to your 
inbox, please email us at info@heartbeats.ca.  Alternatively, you 
may pick up a printed edition at the Cardiology Clinic or down-
load a copy from our website at www.heartbeats.ca.  Note: E-
mail addresses will be used only to distribute Keeping the Beat 
newsletter and notices of Heart Beats events; e-mail addresses 
will not be given to any third party

SUBSCRIBE TO  
“KEEPING THE BEAT”
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RACE INFORMATION 
All races will start in front of the Running Room at 
the Eau Claire Market in Calgary. The runs will 
follow the running paths along the Bow River. 
 

START TIMES 
• 10km Run/Walk - 9:00 am  
• 5km Run/Walk  - 9:05 am 
• 1km Kids Race  - 10:00 am 
(The Kids Race is for children 12 and under only. One 
adult can run with each child at no charge but the adult 
will not receive a t-shirt.) 
 

ENTRY FEE 
•  Before August 18 - $35 
•  Between August 19 and Sept. 17 - $40 
•  Between Sept. 18 and Race Day - $45 
•  Children 12 and under pay just $15 to       
 participate in any race.  
 

REGISTRATION 
Registration can be made online at 
www.runningroom.com  
or by mail with cheque to:  
Heart Beats Children’s Society,  
Box 30233, Chinook Postal Outlet,  
Calgary, Alberta  T2H 2V9 
 

RACE PACKAGE PICK-UP 
Thursday, October 16th:  4:00- 7:30pm 
Friday, October 17th:  12:00- 7:30pm 
Eau Claire Running Room  
Unit  #A01, 200 Barclay Parade SW, Calgary 
 

T-SHIRTS 
Participants will receive a free t-shirt. Adult sizes 
will be a technical shirt. All youth sizes will be a 
cotton shirt. We cannot guarantee a t-shirt size for 
registration after September 30, 2014. All 
participants with CHD will receive a special toque.  
 

PLEDGES AND DONATIONS 
Pledges and donations can be made online at 
www.runningroom.com through the “Sponsor an 
Athlete” or the “Giving” section, or on the Heart 
Beats website at www.heartbeats.ca.  These will 
also be collected during race package pick-up or on 
race day.  

 
 

 
 

 


