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Heart Beats Family Camp took place at Camp 
Evergreen over the weekend of September 9th 
to 11th.  25 families attended and enjoyed the 

fun activities, delicious food and the warm fellowship of 
heart families.  Heart Beats thanks The Calgary Children’s 
Foundation for their generous support of our Family Camp.

HEART BEATS 
FAMILY CAMP 2016

BEACH DAYS

On July 24th, fifteen families gathered at Midnapore Lake for the Heart 
Beats Lake Day, hosted by the Merralls and Wiebe families.  Luckily 
it was one of the few non-rainy days of July in Calgary!  Heart tod-

dlers to teenagers, and their families, enjoyed playing in the sand and water, 
and connecting with one another.  We welcomed a few “first time” families 
and look forward to getting to know them even better at future Heart Beats 
events.  Thank you to Heart Beats for providing the snacks for the afternoon.
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Upcoming Events

C h r i s t m a s Party
Join us for Milk and Cookies with 
Santa on Sunday, November 26th from 1:00 to 4:00 

p.m. at the Silver Springs Community Centre.  Skating, 

sledding, seasonal crafts and snacks will be provided 

along with a visit with from Santa   The deadline to 

RSVP is November 15 via email to jenb@heartbeats.ca

Dates and times are subject to change, so please check your email for monthly updates. If you would 
like to receive information about upcoming events, please email our communications director at 
jenb@heartbeats.ca. 

      
Mom’s Coffee 

Group  
& Dad’s Night Out
Mom’s Coffee Group and Dad’s Night 

Out 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.   

Complimentary 

Photo Session
Complimentary Photo Session

Christina Parker Photography is offering a complimentary 

outdoor family photo session, along with a $75 print 

credit, every Friday & Saturday until October 29th. 

This offer is exclusive to heart families. Please contact 

Christina at cparkerphoto@shaw.ca.

Family Fun Run

Mark your calendars! Heart Beats 

will be holding its 7th Annual Family 

Fun on Sunday, October 16th. 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, Carolyn Seipert, at 

run@heartbeats.ca.

Offbeats 

Christmas 

Party 

The Offbeats Christmas party is on De-

cember 4th from 1:30 – 4:30 pm.  RSVP by 

December 2nd to offbeats@heartbeats.ca
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Donations made to Heart Beats Children’s Society of Calgary are used to pro-
vide 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.  

Thank you to all our generous donors for your support!

Your Support in Action

Thank You

Jarrod Ballem  
 in honour of Amelia Ballem

Louise Binet  
 in honour of Roman Beleshko

Alain Bolduc  
 in honour of Roman Beleshko

Kyla Frank
in honour of Isaac Tymchuk

Cathy Howarth 
Ginette Hutt   

in honour of Roman Beleshko

Normand Joly   
in honour of Roman Beleshko

Benoit Kaczor   
in honour of Roman Beleshko 

Brent Tario
 in memory of Alysha Oliphant

Bradley Weicker 
(through United Way of Calgary)

Brandon Wiens

Calgary Children’s Foundation

Donations from 
May through August 2016

Thank you to these special kids 
for organizing fundraisers for 
Heart Beats!
Thanks to Aurora Becker and all of her friends who celebrated her 10th birthday 

on May 15th for donating to Heart Beats.

  

Thank you and congratulations to Ashley Exall and her friend Paige for 
nominating Heart Beats for “100 Kids Calgary”. 100 Kids Calgary is a 

grassroots organization that brings kids together to raise money for various 
charities. Each child brings $10 of their own money to the meeting. Children can 
nominate charities and 3 charities are picked out of a hat at each meeting. After 
hearing a presentation on each of the 3 
selected charities, all of the kids then 
vote on their favourite presentation 
and the charity with the most votes 
wins all of the money that the children 
brought.  Heart Beats was one of 
the 3 lucky chosen charities and 
Ashley and Paige got up and did an 
amazing presentation on Heart Beats. 
Heart Beats was the chosen charity 
and received a cheque for $800!  

Way to go, girls! 
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WHEN YOUR LEGS ARE TIRED, 
                             RUN WITH YOUR HEART

I have been a runner since I was in middle school. I continued to train and race 
throughout my pregnancy with Isaac. I knew that after recovering from childbirth 

and navigating through the combination of heartache and celebration that was 
Isaac’s first year, I would run again. Shortly after Isaac turned one, I ran my seventh 
half marathon. However, watching the strength that my son has possessed in his 

tiny little body this past year lit something inside of me that couldn’t be extinguished. Was I proud that I 
was able to run over 21km just 13 months after having a child? Yes, but I knew I could do more. Isaac’s 
strength had pushed me to run further than I ever had before; 42.2km.  I knew that if I were to run a full 
marathon, it couldn’t be for me. This was for Isaac and the other children that I had met in the ICU. It 
was for the parents that I had cried with in the hospital halls. It was for the babies that never came home 
to sleep in their own bassinet. It was for the surgeons that give our children a chance at life. It was for 
the doctors and nurses that work tirelessly taking care of my boy.

Learning that the mental aspect of running a marathon is so often the most difficult part, I focused on 
what I knew would inspire me the most. When my breathing was laboured, I remembered when Isaac 
was hooked up to a ventilator. When my legs were sore, I remembered that Isaac had his sternum 
cracked open twice before he was even six months old. I pinned a sign on the back of my running singlet 
that said, “Running’s not hard, open heart surgery is!” 

As a Charity Challenge Runner, I was asking for donations. For every single person that donated to ACH, 
I dedicated one kilometer of the race to them. I wrote their name on my arm with a Sharpie and I thought 
of them while I was running. I thought of their story and their struggles. I cried and I ran and I thought 
of you. 

This marathon was difficult and I could not have done it without the support from our little family at 
Heart Beats and the Alberta Children’s Hospital. The stress of running actually caused my pelvis to 
break at the 39th kilometer mark. I did not know it was broken at the time. I was in pain, but from what 
I could imagine, it was nothing compared to what Isaac and each one of your own little heart heroes 
have endured. It took me an hour to walk (limp) those last three 
kilometers, and I promise you that it was easier than watching 
my son recover from open heart surgery. You are heroes. Your 
children are heroes. And together we raised over $2500 for the 
Alberta Children’s Hospital Foundation. Thank you for your 
support and thank you for your stories to inspire me.



Fall 2016 5

                                 WCCHN Update
WCCHN Coordinator Announcement: 

We are pleased to welcome Dayna Kliachik to our team as the newly appointed Coordinator for the 
Western Canadian Children’s Heart Network. Dayna comes to the network with over 13 years of 
global, diversified healthcare experience. She has direct nursing experience in Pediatric Cardiology 
having worked in both BC Children’s Hospital and Stollery Children’s Hospital Cardiology programs. 
From a management perspective, Dayna completed her Masters of Business Administration in 2014 
and has demostrated strong leadership skills as the Director of Global Health at the University 
of Alberta Global Nursing Office (World Health Organization Collaborating Centre) where she 
established partnerships with medical teams in Thailand and Brazil, Ghana, South Africa and Korea. She has also served as 
coordinator of the Gynecology Oncology program at the Tom Baker Cancer Centre in Calgary. In addition to her clinical and 
management experience, Dayna has also worked in the cardiovascular pharmaceutical industry with Servier Canada. We are 
confident that Dayna’s unique combination of clinical, management and industry experience will enable her to help the network 
move forward in an innovative direction. Dayna commenced her new role on Monday, July 18th, 2016, based out of the Alberta 
Children’s Hospital in Calgary. Dayna can be reached at (780)407-1519 x .1 or via email at Dayna.Kliachik@ahs.ca. 

Website: 

www.westerncanadianchildrensheartnetwork.ca 

Family Stories: 

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

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@albertaheathservices.ca. 

Retirement: 

We would like to congratulate Dr. John Dyck (Stollery Children’s Hospital) on his upcoming retirement. 

CCHA
CCHA awarded grant from Ontario Ministry

The Canadian Congenital Heart Alliance (CCHA) is thrilled to announce they are the successful 
recipients of a grant from the Ontario Ministry of Tourism, Culture and Sport.  This grant will fund 
a comprehensive, ground-breaking two-year study – ‘Fearless Physical Activity’ - to support the 
delivery of high-quality, meaningful physical activities for children, youth and adults with con-
genital heart disease (CHD) and their families.

Thanks to an Ontario Sport and Recreation Communities Fund grant of $186,934, this unique 
project will support approximately 700 Ontarians living with CHD throughout Ontario to help 
them to be ‘fearless’ in pursuing an active lifestyle.

The CCHA, founded in 2004, is a non-profit organization that supports all Canadians with con-
genital 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 working together to promote the enhance-
ment 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.

Our Partners
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Section Adapted from Sick Kids, Heart & Stroke 
Heart & Soul: A guide to congenital heart 
disease, and The Pediatric Heart Network

Starting school can be an exciting milestone for children and their parents. It can also be a time of stress 
and frustration when you factor in a chronic illness and/or special needs. Navigating the school system and 
advocating for your child can seem overwhelming.  Communication between parents, children, and the 
school is essential to optimize a child’s education.

CHD & Developmental Delay

Overall, children with congenital heart disease tend to have a higher risk of developmental concerns than children 
without CHD. In general, the majority of children with CHD seem to function at a normal level. But some children 

have higher rates of mild deficits in cognition, language, attention, or motor functions. While the effect of all factors that 
influence recovery and development after surgery is not well understood, research has shown that the greatest predictor 
of psychological and emotional functioning after surgery is the child’s functioning before surgery. Research suggests that 
a child with a severe CHD is at greater risk for neurodevelopmental consequences than a child with a mild CHD. This 
increased risk is related to the multiple surgeries and other treatments often associated with CHD. The more treatments the 
child undergoes, the greater the risk for developmental issues.  

If you, or your teacher, suspects that your child may have a learning disability, speak with your pediatrician or your 
pediatric cardiologist. Many children have had success with schoolwork modification, classroom aids and even certain 
medications to treat ADHD.

Self-Esteem 
Children, especially if they are going to school for the first time, don’t typically understand ‘normal’ and ‘abnormal’. They 
usually don’t want to be labeled as “different”, and would like to participate with the other children as much as possible. 
Sometimes limitations need to be set to protect the children, despite their wishes to do everything to fit in. 

As children get older, they become more and more aware of what their body looks like and start to compare themselves 
to others. Children with a CHD become more aware of their physical differences and limitations. There is peer pressure to 
look and be the same as everyone else. School-aged children, especially those who will be having surgery, need a lot of 
support and understanding to help them cope with changes in their bodies. Questions about “Why me?” and “Why am I 
the one who is different?” are common for this age group. 

Dr. Sean Akers, a Licensed Clinical Pediatric Psychologist at Children’s Hospital & Medical Center in Omaha, gives these 
tips for building self esteem in heart kids:

1. Praise And Encourage Your Child.
Praise and encouragement go hand-in-hand, says the non-profit group Mental Health America. When you praise a 
child for trying something new or accomplishing a goal, that encourages her to continue to branch out—and boosts 
her self-esteem in the process.

For instance, sometimes a smile and thumbs up are all the encouragement a child needs to take that step into the 
classroom on the first day back in school after she’s had heart surgery. Other times, a pep talk—like a reminder 
of everything she’s overcome so far—might be what she needs to encourage her. And when you pick her up that 
afternoon, follow through by letting her know how proud you are. That can make going back the next day a little 
easier. It also reinforces the fact that she can meet these challenges head-on—and succeed.
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2. Be Positive, But Also Be Genuine.
Praising your child is important. But that praise needs to be genuine and not over-the-top. Even really young kids can 
usually spot an adult who is being dishonest.

And sarcasm is a no-no as well, especially if your child has just experienced a setback or defeat, says Mental Health 
America. Instead, talk to your child about his feelings when he is struggling. If he doesn’t want to discuss it right away, 
let him know that you’ll be there whenever he’s ready.

3. Push Your Child To Try New Things, But Don’t Be Overwhelming.
As I mentioned earlier, kids who have low self-esteem might be anxious about trying new things. They’ll need a gentle 
push, but it’s important to avoid being obnoxious or heavy-handed about it.

When you do this, be aware of your child’s temperament. You don’t want to overwhelm her by forcing her to do 
something she’s not ready for.

For example, it’s probably best not to push a socially anxious child into a large group setting. Instead, start slowly by 
scheduling a one-on-one play date with a peer.

4. Set Clear, Realistic Expectations.
I talk a lot about the need for consistency, expectations, and rules to help kids thrive. It’s vital to their success. But it 
can also help you as the parent. And setting realistic goals for your child—ones that play to his strengths—can help 
him realize his ambitions in life, Mental Health America explains.

Confidence comes from competence. And competence makes kids feel better about themselves.

Educating the Educators!
It is important that the family not try to hide the child’s heart problem so that the child can feel normal. Let the school know 
about exercise restrictions (if any) and signs that the child needs medical attention. You may want to work with the school 
to plan how to handle a medical emergency. Children who miss a lot of school may have trouble keeping up with their 
schoolwork. Most hospitals have a teacher available who can help the child keep up-to-date while in the hospital. Schools 
can arrange for schoolwork to be done at home if the child is too ill to attend school, or for extra work before surgery. 

Appreciate that teaching staff are not medically trained and may require multiple explanations in order for them to fully un-
derstand the child’s physical and emotional needs and/or limitations. Teachers should communicate as often as necessary 
with parents so that they feel comfortable with their understanding of the child’s condition and/or symptoms. They may feel 
overwhelmed with the responsibility of having this child in their class. Teachers have a whole classroom of children, and 
often several have special needs so the teacher must learn about all of them individually. It is important for the teachers to 
treat all children equally while meeting their educational needs.

A wonderful hand-out for teachers from Sick Kids can be found online at: 

www.aboutkidshealth.ca/En/HealthAZ/LearningandEducation/InformationforTeachers/Pages/Congenital-Heart-Defects-Information-For-Teachers.aspx
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Explaining Your Child’s Heart Condition to Classmates
According to Barb Roessner, Physician Assistant and coordinator of the Heart Failure and Transplant Program at 
Children’s Hospital & Medical Center in Omaha, Nebraska, many parents of kids with heart conditions say they want 
their children’s peers to treat them the same as any other kid. But that can be hard when their peers sense that something 
is different about your child.  A great way to ensure your heart kid is treated no differently than any of her friends is to 
address the situation outright.

Barb Roessner offers these suggestions on how to explain your child’s heart condition to his or her classmates.

Explain the truth behind common fears kids may have about heart conditions. Depending on their age, your child’s 
classmates might not have a solid understanding of what having a heart condition even means. For instance, explain 
to them that most kids with heart conditions are born with them. Also share that they cannot get them just from being 
friends with someone who has one. 

A good way to demonstrate this is to compare heart conditions to another medical issue they may be more familiar 
with—like asthma or a food allergy.  Explain that a person with asthma or allergies may feel sick 
sometimes because something in their body isn’t working right. This person didn’t do anything to 
cause the condition and can’t pass it on to other people.

See if a science teacher at your child’s school or a physician at your child’s hospital can speak to 
his classmates about how the heart should work—and how it actually works in people with his 
heart condition.  For a more in-depth look, PBS has a detailed circulatory system lesson plan 
with activities ideal for middle school-aged kids. http://www.pbslearningmedia.org/resource/
tdc02.sci.life.stru.lp_circula/the-circulatory-system/

Even though your child has a heart condition and may miss a lot of school because 
of illness, surgery, hospitalization or doctor’s appointments, he or she is just like any 
other child in the sense that she still feels the need to belong.

Getting Back into the Routine
By Claudette Chisholm
When it comes to ‘back to school’ there can be so much chaos.  As a family of 5 we know all about hectic mayhem. We 
usually start back to school clothes shopping early in the summer. Kirsten and I make a special outing, just for the girls, 
to shop for a few special outfits. Then the boys and I do the same thing on another day. Nice and early!

When it comes to school supplies it is always so much easier to pre-order them directly from your school.  To top it off 
they are delivered directly to your door!  No fuss no muss.

I also try my best to have all the kids involved as much as they can be in, not only the lunch choices, but also their lunch 
preparation. It really gives them a sense of independence, responsibility and enjoyment.  We always make lunches and 
have backpacks ready to go the night before. We are huge fans of hot thermos lunches so we always make extra supper 

which we can pack up later for school.  It can seem like more work in the moment 
but is actually much less in the long term. And, the kids love it!

The hard part is trying to organize activities, times, functions, friends, appointments, 
pick-ups and drop offs, down time, visits and all the other time consuming efforts 
for 3 children in 3 different schools!  Not to mention fitting in family time, work, 
and a little personal time if at all possible! A nice big calendar with each child (and 
parent) colour coded with their own highlighter helps immensely.  We also couldn’t 
juggle life without back up from friends and family. Respite, carpooling, ‘play dates’ 
and a great babysitter is a necessary part of our life.  
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Back to school poses unique stressors especially if your child has any kind of dis-
ability. Who will your teacher be? Will they accommodate your child’s needs?  Will 
the lines of communication be open and clear?  Will my child get the supports he or 
she needs? What more can I do?  Who will be my advocate as a parent in the school 
system? We will ask all of these questions and so many more.  It may be helpful 
to start before the present year even ends.  In June, ask for an opportunity to meet 
the present and future teacher as well as the principal.  You can begin to plan your 
child’s SLP (student learning plan) before September.  Remember, you know them 
best, you know their areas of need more than the new teacher.  Know your districts 
Parent Trustee.  They can be very helpful.  Know who to contact in the school dis-
tricts hierarchy.  Be the best advocate you can be for your child.

Back to school anxiety is real – it can be a very stressful time for kids of all ages.  This anxiety can show itself in many 
forms. Once Kirsten began at Foothills Academy last September we were introduced to several parent seminars and in 
class workshops for the kids to reduce anxiety.  Some of these information sessions are also open to the public and can 
be found on the Foothills Academy website or by phoning them.

Whether our families are dealing with everyday life or extra challenges, we all need to be able to fit in time for our-
selves to relax and to breathe. To look forward to a time when some of these extreme health issues lessen. To know life 
will even out and provide more and more happiness while the stressors lighten.  As our kids go through school and 
year after year passes, we realize just how fast time passes.  Just how quickly they grow up.  So remember, find the joy 
in every day.

Easy and Healthy 
Back to School Recipes                   By Shannon Summers

 

Veggie Shish Kabobs

Thread cherry tomatoes and mozzarella cheese onto a skewer and drizzled with bal-
samic reduction (we love Nona Pia’s). 

Pasta Salad

Boil and cool any fun shaped pasta. Drizzle with a nice flavoured olive oil (I use butter infused 
olive oil) then add bits of broccoli, carrots, or red peppers for colour and sprinkle with cheese. 

Grocery Veggie Rolls 

Most grocery stores have a sushi section – I buy a package of vegetable sushi which are easy 
to pack up and are fun to eat. One large package will provide at least 2 packed lunches. 

Hints:

One of my boys is a picky eater so I let him help to choose healthy options at the grocery store. 
We love those reusable lunch containers for separating different lunch options.
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When I write an article for a blog or give a speech to 
an audience about my life experiences I just never 

know exactly where I should begin. I’ve decided that I 
am going to start in 1996. I invite you to travel back, with 
me, 20 years ago. January 1996, the headlines are swirling 
around my hometown of Medicine Hat, AB centered on 
one subject: me. 

Finally, after a year of lengthy hospital stays and a myriad 
of doctors, my family and I received a diagnosis: restrictive 
cardiomyopathy. Back then I couldn’t even pronounce it 
and now it just rolls off my tongue. This was an extremely 
rare heart disease that restricted my heart from properly 
filling with blood. With this disease, the heart muscle 
becomes fibrous and fatty, eventually causing sudden 
death. Restrictive cardiomyopathy was so rare, that at the 
time of my diagnosis, there had only been 10 other known 
cases and eight of those cases had died within one year of 
diagnosis. At 13 years old I was given a death sentence and 
doctors were unsure how long I had to live with my own 
heart. I needed a heart transplant. 

At this time my family wanted to double my chances of 
receiving a new heart. To increase my chances my parents 
looked at adding my name to a transplant waiting list in the 
United States. Unfortunately, there were barriers in place 
by the Government of Alberta that inhibited my name being 
added to a second transplant waiting list. My family rallied 
around me to fight against the barriers of the provincial 
government. On May 22, 1996 my parents received the 
wonderful news that we had won the appeal and were 
approved to seek double listing in the United States. 

As my fight for life and breaking down barriers continued 
there was another Alberta family who were preparing to say 
goodbye to their loved one. On May 20, 1996, Dawn Marie 
Tremblay was on her way to a ball game with her fiancé 
when they were T-boned by a vehicle that went through a 
stop sign. Remi and Coral, Dawn’s parents, and Heather, 
Dawn’s sister were praying for a miracle. The Tremblay 
family had briefly heard about my fight for life through local 
newspapers in Edmonton, however, never really thinking 
that our lives were about to collide. Unfortunately, Dawn 
never survived the car accident and passed away on May 

25, one day before her 23rd birthday. My family and I 
prayed for a miracle and that miracle came on May 26, 
1996 the day I received Dawn’s heart.  

As time passed and the Tremblay family were left to grieve 
alone, Dawn’s heart was pumping inside me keeping me 
alive. The fall of 1996 I went back to school full-time, 
something I was not able to do with my sick heart. As the 
years passed Remi, Coral and Heather followed my story 
with the odd updates from newspapers across the province. 

It wasn’t until 2001 when I would first meet a few members 
of Dawn’s family. 

Having children was something I always dreamed about. 
Of course, for me, adoption was more than likely the route 
I would take given the hefty rejection medications I was 
taking for life. A whirlwind romance when I was 19, one 
that didn’t last, left me feeling not quite right. At a doctor 
visit I discovered I was pregnant! After some major soul 
searching I decided I was going to terminate my pregnancy 
– until I found out I was carrying twins! The news of having 
twin girls swirled around the province and prompted an 
in-person meeting between Coral, Heather, Dawn’s aunt, 
Maureen, my mom and me. It was then that I found out that 
Dawn had talked about having twins all the time. In the 
last 20 years there have been many more occurrences and 
similarities between Dawn and me. In fact, Remi and Coral 
have said that if things would have been different, Dawn 
and I would have been really good friends. 

Throughout the years my mom and Coral kept in touch. 
Never in my wildest dreams would I have thought that 
Restrictive Cardiomyopathy was genetic, even doctors 
didn’t think it had a genetic component. Well, I guess we 
were wrong. In November 2003, Shaylynn, the oldest 
twin (by nine minutes) was diagnosed with the same rare 
heart disease. I couldn’t believe at 22 years old I was going 
through the same thing with my daughter. Shaylynn’s new 
heart came on January 23, 2004 from Michigan. 

 Coral feeling Dawns’ heartbeat for the first time in 18 years 

CHD & 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 Kristy Thackeray
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As you can see my life has significantly been impacted 
by organ donation. To put it simple, I really wouldn’t be 
here and neither would my girls if it hadn’t been for Dawn. 
Coral, Remi and Heather know how much I love them. 
I never would have imagined that I would live 20 more 
years. My transplant anniversary, May 26, has become a 
more important date than my own birthday. It is Dawn’s 
birthday and the day she saved my life.  

There were many times in my life when attending a check-
up my doctors would encourage me to write a book 
about my experiences. For me it didn’t always seem like 
my experiences were extraordinary compared to anyone 
else’s experiences. However, I took their advice and just 
started writing. Of course my mom documented everything 
especially during the time when we were fighting the 
Alberta government. Thanks to her I was able to sift through 
so many amazing details of my life. Most importantly it 
occurred to me, after Remi and Coral shared their story, we 
lack in the supports available to donor families.  It’s fantastic 
that I get a new lease on life – and so does my daughter, 
Shaylynn, but…what about the donor family? What do they 
get? It made me want to share my life story of living with 
Dawn’s heart. And so I did. My book, “Transplanting Hope: 
My life – Someone Else’s Heart”, is available on amazon.
com and amazon.ca. This book is for anyone who wants to 
laugh and cry as I share my journey living with someone 
else’s heart and navigating the medical system. Amazingly 
and courageously, Coral and Remi share their experiences 
of losing their daughter and the process of organ donation. 
I invite you to pick up a copy of my book – I’m sure you 
won’t be disappointed and if anything, you are contributing 
to my foundation DAWN (Donor AWareness Network) as a 
portion of the proceeds of the book will be used to start a 
foundation that provides more supports and resources for 
donor families. After you read Coral and Remi’s experiences 
I am sure you will agree that more needs to be done to 
support the families who are consenting to save transplant 
recipients lives. 

CHD & ME: Talking With Adults With CHD 

Shaylynn and Mckayla on Rocky Mountaineer Train for Heroes  
Offbeats is pleased to announce Vittorio Borelli 

is joining Courtney Morin and Sharon Falk in 
the Offbeats leadership team. Vittorio is an 

Offbeats “alumni” and excited to become involved in 
Offbeats again! 

The Offbeats group had a fun time at Monster Mini 
Golf on September 30th.  Our next event will be the 
Offbeats Christmas Party!

When: 
Sunday, December 4, 2016 from 1:30 – 4:30 pm  

Where:  
Midnapore Lake for sledding and/or skating 
followed by hot chocolate and Christmas treats at 
the Wiebe home  (43 Midvalley Crescent SE)

Please RSVP by December 2nd to offbeats@heartbeats.
ca if you are planning on coming.

Offbeats is a youth group that meets several times 
during the school year.  If you are between 12-17 years 
old, have a heart defect and like to meet new people 
and have fun, please contact Courtney or Vittorio at 
offbeats@heartbeats.ca to be added to the Offbeats 
mailing list.

SUBSCRIBE TO 
“KEEPING THE BEAT``

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 download 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.
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Having children was not a life necessity until I turned 
twenty-seven.  I was already married to a husband who 

said ‘I do’ despite discussions that were inconclusive on 
the topic.  One day my feelings changed.  His reply was “I 
knew you would want kids eventually”. 

Now thirty two years old with a 2.5 year old heart child, a 
daughter named Evelyn, I marvel at the life we created.  She 
is in some ways a typical toddler who is becoming more 
independent and shall I say stubborn?  But she also rewards 
us daily with smiles and giggles and makes my heart feel as 
though it might burst with joy.  

Our journey to this point has not been status quo, like other 
heart parents.

Like many parents, we eagerly anticipated the twenty 
week ultrasound when Doctors can determine the baby’s 
gender. We arrived with no preference; it would be good 
news either way.  Ingredients were ready at home to bake a 
gender reveal cake.  

“Do you wish to find out the babies gender?” our sonographer 
asks.  “Yes, absolutely”, we say in unison as we hold hands 
in excitement.  With a smile, she breaks the silence with 
“this baby is a girl!”  

My husband and I sit quietly with smiles on our faces 
while she finishes inspecting our baby for health.  Twenty 
minutes pass as we nearly doze off in the dim room as she 
then advises that she will be back in a few minutes after 
reviewing data with the doctor, standard protocol.  All I can 
think of is relieving this bladder!  Thirty long minutes pass 
and the doctor arrives.  Not so standard protocol. 

He explains that we need to arrange for another ultrasound 
at the Foothills Hospital.  They are not certain, but may be 
seeing some abnormalities in the heart.  He tries to ease our 
concerns while explaining they are not experts here and are 
trained to refer us, for precautionary sake.  Everything else 
is well, nothing to worry about.

We walk like zombies back to our vehicles.  Only four days 
to wait.  We’re scared, but also trying to be reasonable.  It’s 
just precautionary.  Stress and worry is hard on a pregnant 
body, so I do my best to distract myself.  This involved some 
dark chocolate.

The following Tuesday, our entire world changed.  “Your 
baby has congential heart disease.  A condition called 
Tetrology of Fallot”.  The next twenty minutes are fuzzy as 

the doctor explains to us what this means.  But I do remember 
the feeling of a very heavy body.  We were speechless.  She 
continues to talk, describing the condition, simultaneously 
passing the Kleenex.  Tears are streaming from my eyes.  I 
look at Ian, he too is crying.  The explanation is long as 
we recover from the initial shock.  “I know this is a lot to 
take in, but we also need to talk to you about termination”.  
Come again?  Tears burst again.  Thankfully my husband 
and I were on the same page from the beginning.  We’re 
having this baby.  

Tetrology of Fallot is a heart condition made up of four defects.  
Google can explain it much better than I can, however 
surgery is unavoidable.  Frequent ultrasounds are scheduled 
so they can monitor her.  There is also the possibility of 
delivering in Edmonton at the Stollery Children’s Hospital if 
she will require surgery immediately.  If not, the ideal time 
for surgery is between four to six months old when she has 
grown and her heart is bigger.

My husband and I have come to learn that we handle stress 
differently.  After the appointment, I am exhausted and upset 
and decide not to return to work for the day.  I call my good 
friend and co-worker.  She is married to a man who had a 
heart transplant at nineteen and is far too experienced in the 
world of hospitals.  She is just the person to talk to at this 
moment; very calm, collected and reassuring.  I head home.  
Ian heads back to work, he needs distraction.

As a pregnant woman who has taken prenatal health very 
seriously, I am angry.  The doctors reassured us that this 
was not caused by anything I did or did not do.  There was 
no family history of congenital heart disease.  A former 
Starbucks junkie, I cut out caffeine months prior to trying for 
a baby.  I took folic acid for a year before trying to have a 
baby.  I exercised, ate good food; anything to help my body 
be a healthy vessel for a growing baby.  

The next sixteen weeks had stressful times, but we had also 
reached a certain acceptance, and resolved that until she 
was born and we knew the extent of her condition, this was 
out of our control.  Support and words of encouragement 
from our family, friends, colleagues, and other families of 
heart babies, helped us enjoy the rest of the pregnancy.  
What else is there to do when you’ve made the decision 
that you’re having this baby?

Evelyn arrived on a Friday afternoon.  Three weeks and four 
days early.  Like many other mothers out there reading this, 
her birth was anything but our birth plan.  Birth was and is 
the hardest thing I have ever done; physically and mentally.  
My water broke first and during the night contractions were 
not progressing, so they informed us that I would be induced 
in the morning.  In our case, they wanted Evelyn born during 
the daytime so that the entire medical team was there to 

The Spindler’s
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help and inspect her.  My nurse, Courtney, had just started 
her shift when my IV was started with oxytocin.  She asked 
how I wanted this birth to take place and said she would 
support me as much as possible to help it unfold how I 
wanted.  Although she did inform me that she had only had 
two women before me give birth without an epidural after 
being induced (oxytocin is the ‘race car’ of birth).  How 
many years had Courtney been a Labour & Delivery nurse?  
Five years.  Not so comforting statistics.  Seven hours later I 
deliver with no epidural; the only part of my birth plan that 
transpired.  I was Courtney’s third woman to do it.  That 
helped me gain some confidence that I could be the mother 
Evelyn needed.  Thank you nurse Courtney.

Evelyn was monitored for five days and was healthy enough 
to come home; not requiring immediate surgery.  My 
husband and I were new terrified parents worrying about 
her having “tet spells” (due to lack of oxygen).  We also had 
to keep her healthy prior to surgery.  Since we didn’t know 
when it would be, we were often house bound and missed 
many social engagements over the next five months.  A 
cold could cause her surgery to be rescheduled, even if she 
needed it.  Paranoia often overruled any common sense.  
After all, she was born right at the beginning of cold & flu 
season.  Thankfully my husband and I had our flu shots the 
day before she was born; divine powers at work.

March arrives and we still have no word on a surgery date.  
My husband and I are stressed after months of quarantine 
with a colicky baby (oh yes, she was extremely colicky with 
a strong set of lungs).  Our desperation for spring to arrive 
and the surgery to be over sets in.  

Finally we’re booked.  April 8th couldn’t arrive soon 
enough.  We hit the road on a Sunday afternoon mentally 
preparing for pre-admission day at the Stollery.  Monday is 
physically and mentally draining as we meet with various 
staff over seven hours.  The surgeon, cardiologist, ICU nurse, 
social worker, X-ray technicians, blood samples.  Everyone 
is exceptional.  We are shown pictures of other babies post-
surgery to ease the shock of tomorrow.  She will not look 
like the baby that was admitted.  

We head back to the hotel and get ready for the night 
ahead, involving three sanitary baths and a last feeding 
at three in the morning so Evelyn can fast prior to a 
sedated echocardiogram.  We barely sleep a wink.  It was 
heartbreaking to part with her cuddles; to even lay her in 
the crib to sleep.  I didn’t want to let go.  My stomach was 
in my throat.  

I experienced anxiety at a level I’ve never felt before.

Evelyn was the first surgery that day so we arrived bright and 
early at six o’clock.  My parents arrived the night before for 

extra emotional support.  The nurses arrive to take in Evelyn. 
They allow me to lie down on the stretcher cuddling her to 
my chest as she is napping; completely unaware of what 
is to happen next.  We roll through multiple hallways and 
what probably took a few minutes felt like a movie in slow 
motion.  Pictures are taken with the plan to scrapbook our 
experience later for Evelyn’s memory and my therapeutic 
release. 

As we wait, Evelyn wakes up and she is not hungry and fussy 
like normal.  She is smiling at everyone around her.  The 
anesthesiologist and team are on the other side of the glass 
reviewing charts and preparing for her surgery.  They keep 
glancing over and smiling; charmed by this baby who looks 
so healthy and is doing so well, you wouldn’t know she has 
a heart condition. 

Nurses come in and say it’s time.  I hand over our precious 
daughter and as they walk away she looks over her shoulders 
and is smiling at all of us.  That image will forever be etched 
in my memory.  It was the hardest moment of my life.  To 
pass off your baby without any true guarantees that she will 
come back to you.  

The longest five hours of my life pass.  Finally our surgeon 
Dr. Al-Aklabi comes out to tell us that the surgery was a 
success and she had a repair that gives her the best chances 
of success for a life without further surgeries.  What did that 
feel like?  I can hardly describe it.  Supreme joy and relief.

We were told the average hospital stay is seven to ten days.  
Evelyn was discharged after four.  She is our miracle, and 
tougher than her parents.  After being completely sedated 
for twenty-four hours after surgery, her vitals were looking 
great.  At forty-eight hours post-surgery, they move her out 
of ICU.  She smiles at us.  How is this possible?  Seventy-
two hours later and the nurses set her up with toys in the 
morning before we arrive because she is bored.  Ninety-six 
hours after surgery we are discharged because Evelyn, their 
“rockstar” is too healthy to stay.
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As I first wrote this story, we had been home for four months.  
Aside from the restrictions of no tummy-time, no full baths 
and no underarm lifting for six weeks until her chest incision 
and ribs healed, you wouldn’t know Evelyn went through 
open heart surgery.  She is even ahead of the growth curve 
and exceptionally healthy given her condition.  

Now two years later, I periodically visit this story and her 
scrapbook.  So far her check up’s have been great.  Some 
leaking between the walls remain, however so far is not of 
concern.  Her next check-up is in a month’s time and while 
she is healthy, a parent will always have some nervousness 
leading up to the appointment, hoping for good news 
again.  We are so very lucky to have a heart child that has 
recovered and grown so well.  Because of this, I thought it 
was important to share our story, as it can happen.  No one 
knows what the future may bring, so remember to cherish 
each day, and do your best to take care of yourself and 
others around you.

Evelyn will always have a cardiologist, but we hope that she 
will not need another surgery, and will have a life without 
exercise limitations or restrictions of learning challenges.  
We are optimistic and hopeful.  Our future is unknown and 
in the hands of the divine power above, but we take it one 
day at a time and feel blessed every day we are given with 
our daughter.  

Many stories of heart surgery do not unfold like ours, 
however other heart families are always in our thoughts 
and hearts.  It is not an easy journey, and one that you do 
not choose, but will also lead you to the amazing world of 
pediatric cardiology both in Calgary and throughout Alberta.  
In our case, thank you to Dr. Al Aklabi, Dr. Meyers, nurse 
Keri and all the staff at the Stollery Children’s Hospital and 
the Alberta Children’s Hospital.  Without you, Evelyn would 
not be the fiery tenacious miracle she is today.

SHARE YOUR STORY
We invite you to share with us your experience with 
congenital 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  

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. 

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

Find us...
on Facebook....

Heart Beats and Social Media

Kids Up Front
Heart Beats is pleased to be partnered with Kids Up 

Front Calgary, an organization that collects and dis-
tributes 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 information.

One little ticket, one big lift.
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A child with CHD affects not only the immediate family, but 
the extended family as well. As a grandparent, your experience 
is unique. Not only are you concerned about your grandchild’s 
condition, but you worry how your own child is coping with the 
challenges of parenting a child with CHD. In this edition, we are 
pleased to feature Carol Donockley.

Jelly Bean And Jensen 

Picture the scene... It was a cold January evening in the UK and 
I was looking forward to a skype session with my son Ben and 

his wife Becky who had emigrated from England to the Calgary 
district of Alberta about 6 years earlier.

Life was good. I had work that I loved, writing for the stage and 
children’s T.V. and I’d just finished a wacky story called Jelly Bean 
Little And The Rice Pudding Thieves (about a little boy who was 
born all folded up like a concertina and when his father hung him 
over the washing line to unfurl he was the length of two buses.) I 
had a three year old, dinosaur mad grandson Jude, with two other 
grandsons on the way. A brother for Jude, due in March 2016 and 
to our great delight, another grandson due at the end of April in 
Canada. The skype session was to hear about Becky’s scan.

And then life changed forever. One minute I was excitedly waiting 
to chat to my son and then the next minute I took in my son’s ashen 
face and knew that something was dreadfully wrong. Becky’s scan 
had shown that the baby would be born with Truncus Arteriosus, 
a rare heart defect that is present at birth. When a baby’s heart is 
developing in the womb, one large blood vessel, the Truncus Ar-
teriosus should divide to become the two main arteries, the aorta 
and the pulmonary artery. The aorta should carry red (oxygenated) 
blood from the heart to the body and the pulmonary artery should 
carry blue (deoxygenated) blood to the lungs. If the blood vessel 
doesn’t divide, oxygen poor blood that should go to the lungs and 
oxygen rich blood that should go to the rest of the body are mixed 
together. This creates severe circulatory problems and if left un-
treated, can be fatal. 

But Truncus can be part of a much bigger problem so Ben and 
Becky’s unborn baby was tested for 22q11 deletion, a genetic mu-
tation resulting from a missing piece of chromosome. If found to 
be positive, the baby might also have learning difficulties, a cleft 
palate and potentially many other problems.  The fortnight of wait-
ing for the test results seemed endless but it also gave family and 
friends pause for thought. There was a real chance that the baby 
would NOT be the same as other children. There were a lot of 
sleepless nights but we were in no doubt. Would there be room in 
this world for a child who was “different”? OF COURSE!!!!  We’d 
make sure of it. And then the results came in and they were nega-
tive.  And so we cried happy tears. 

Jensen Thomas Donockley was born on April 30th 2016. The next 
few days seemed endless and we were in constant contact with 
Canada. The various branches of Ben and Becky’s family in the 
UK felt helpless. We would be in the way if we rushed over to 
Canada. All any of us could do, was wait. 

Surgery took place on May 5th at The Stollery Children’s Hospital 
in Edmonton. There are several different types of Truncus, depend-

ing on how the arteries remain connected.  Jensen had Truncus 
Arteriosus Type 1, a hole between the two lower chambers of the 
heart (known as ventricular septal defect or VSD) and in addi-
tion Arterial Septal Defect, a hole between the two upper arterial 
chambers (known as ASD). Surgery would be necessary to patch 
the two holes and to separate the circulation of the blood so that 
blue blood went to the lungs and red to the body. To accomplish 
this, the pulmonary arteries would have to be disconnected from 
the Truncus and a donor lung artery (called a homograft or con-
duit) would be placed from the right ventricle to the pulmonary 
arteries.

After the operation, Jensen was taken to the cardiac ICU and on 
May 8th the unit was closed to visitors to make an operating room. 
There then followed a second procedure in which his chest was 
closed.  Tension back in the UK throughout all this stressful time 
was palpable particularly when we learned that Jensen had need-
ed CPR but thankfully, he survived. We can never begin to thank 
the family who at a time of great tragedy thought of families like 
ours and of course we are indebted to the immense skill of the 
surgical team.  

Finally, less than two weeks after his operation, Jensen came home. 

And so I began to wonder what I could do to say thank you to 
the donor family (and to donor families everywhere?)  I used to 
carry a donor card but then I had my purse stolen about 7 yrs ago 
and I didn’t replace the card. Were other people like me, well 
intentioned but not actually doing anything about being a donor? 
Then I had an idea. What if I put an “open” letter of thanks to our 
unknown donor family on the internet? The chances are that they 
would never read it but others might. Would my family’s story 
touch people enough to consider putting their names on the donor 
register both in the UK and in Alberta Canada?  

www.myhealth.alberta.ca 

One idea then led to another. What if I linked Jensen’s story with 
Jelly Bean’s? Jensen might not have 22q11 deletion but he isn’t 

GRANDPARENTS’ CORNER Carol Donockley
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exactly the same as other children. He has a long, wonderfully 
life saving scar on his chest and he will need further surgeries and 
further donors.  Jelly Bean Little isn’t the same as other children 
either. By putting Jelly Bean Little And The Rice Pudding Thieves 
on the internet, could I encourage adults to read to or listen with 
their children to the Jelly Bean adventure and start a discussion 
with their children about the fact that it’s ok to be different and 
there is room in this world for all of us? 

And so began a manic few weeks of trying to put the website 
together. I had a lot of help and encouragement doing press and 
radio interviews in the UK and when I visited Jensen in August 
I was able to do an interview with The Eagle radio station in 
Okotoks. This was thanks to a wonderful lady from Calgary, Kim 
Iverson who had contacted me on my arrival in Canada. Kim, her-
self the mum of a child who has had heart problems, had heard 
from relatives in the UK about my mission. The website, www.
caroldonockley.com  has Jensen’s story on it, the letter and the 
Jelly Bean adventure (with an audio version which can be listened 
to or downloaded for free.) I hope that infant schools etc might 
use the story ( and perhaps send me some pictures of Cruncher 
Macreedy the main ”baddy”  who we have not illustrated.) If I can 
get enough interest in the characters then I might be able to take 
the project further and raise money for children’s heart related 
projects both in Canada and the UK.

The project can be liked on Facebook at jellybeanandfriendssto-
ries.

 

Jensen is doing well and 
has stolen his Granny’s 
heart!

 

Website helps parents manage common 
childhood illnesses and injuries
September 15, 2016

A new website is now online that will help parents man-
age common childhood illnesses and injuries which 
don’t require treatment in an emergency department.

Developed by a team of emergency doctors and clini-
cians, the HEAL (Health Education and Learning) web-
site aims to provide families across Alberta with easily 
accessible, reliable information about common minor 
illnesses and injuries in children.

Information on croup, coughs, common colds, ear pain, 
nosebleeds, head injuries, vomiting and diarrhea, fe-
ver, febrile seizures and rashes is available on the site, 
including a detailed description of the illness or inju-
ry, symptoms, treatment, and when to seek immediate 
medical attention.

The HEAL website also contains videos about emergen-
cy staff, as well as what to expect when coming to the 
hospital, to make both parents and patients more com-
fortable with their hospital experience.

The website has been reviewed by staff and families to 
ensure it is user-friendly, understandable and easy to 
navigate. The information is also available in a mobile-
friendly format so parents and families can access it 
from any device.

Visit HEAL at www.ahs.ca/heal or www.albertahealth-
services.ca/heal.

HEAL is also connected with the Know Your Options 
campaign, an Alberta Health Services’ initiative, that 
helps educate Albertans about the various health care 
options in their communities and provides accurate in-
formation on how to get the right care in the right place.

For more information, or to discuss health concerns, 
parents in Alberta can also call 811 to speak to a regis-
tered nurse for health advice and information 24 hours-
a-day, seven days a week, or visit MyHealth.Alberta.
ca for resources and information on a variety of health 
topics.

Alberta Health Services is the provincial health author-
ity responsible for planning and delivering health sup-
ports 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.
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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 this winter?  Let us know by December 1, 2016 so we can acknowledge their special day.  Please email 
to jenb@heartbeats.ca  for inclusion in our next newsletter.

On April 27th our daughter, Maddie Bosgra had spine surgery to correct her 
scoliosis at the Stollery Hospital. It was a stressful several months leading up to 
and following the surgery, but as you can see Maddie is recovering well. We are 
so grateful for all the words of support, the prayers and the generous gift from 
the Heart Beats executive. 

Atticus Paine competed in the Transplant Games in Toronto this year.  
He participated in bowling, 100m run, long jump, 50m swim, and ball 
throw.  He took home a silver in bowling, and a gold in ball throw.  Who knew that he 
has such an arm!  He got to help carry the Alberta banner in the opening ceremonies, 
and we were able to take in a Blue Jays games as well.  During our down time we also 
toured Casa Loma Castle, Ripley’s Aquarium of Canada, and of course the CN tower. 
We had an amazing time, and hope to participate again. 

This year 8 year old Alexa was chosen to be the Ambassador for the Alberta Children’s Hospital 
Foundation for the CP Women’s LPGA Open that happened in Priddis 
on August 22-28. CP Rail, through their CP Has Heart campaign, very 
generously decided to donate all money received to the Alberta Children’s 
Hospital Foundation and allocate the money to the cardiology clinic.

The excitement started in May when we attended a Media Day at the CP 
Rail yards to kick off the fundraising campaign. There we met Lorie Kane, 
another CP Ambassador and Canadian golf legend, as well as Lydia Ko, 
ranked number one in women’s golf. Their down to earth attitude and 
friendliness with us was much appreciated and Alexa was so inspired by 
these two influential women that she took golf lessons this summer and hopes to continue!

We were thrilled to be able to attend an evening event where Lorie Kane was inducted into the 
Sports Hall of Fame. Lorie always went out of her way to talk to Alexa and our family and she 
and Alexa have become email friends!

We attended the golf tournament daily and were so grateful for the welcome we received from 
CP Rail, the Alberta Children’s Hospital Foundation ladies 
and all of the golfers. In the end we were shocked and 
teary eyed when CP presented a cheque to the Foundation 
for $2 million dollars, the largest amount of money CP 
Rail has ever donated through the LPGA. 

We are so thankful and humbled for this very generous 
donation and know that Alexa and other heart kids in 
Southern Alberta will greatly benefit from these funds.

A big thanks to everyone at CP Rail, The Alberta Children’s Hospital Foundation, and Lorie 
Kane for their hospitality and generosity!

Alex will be celebrating his 10th transplant anniversary November 18, 2016. He is happily living 
a normal life thanks to his donor. He attends clinic at the Alberta children’s hospital with Dr. 
Greenway. 
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 Happy birthday to these 
very special kids! 

Finn Twohig will be turning 1 year old on September 23. He had a 
pulmonary valve dilation and central shunt in his first month, but 
since then there’s been no holding him back! He’s a very energetic, 
mischievous little guy who loves splashing in water and is almost 
walking. 

Eysen’s birthday 
is October 4th. He is 
turning 2.

Isaac Tymchuk will be 
turning 2 on October 4th

Roman will 
be turning 9 
on October 
9th. 

Grayson will be turning 4 
on October 10th. Keaton Dirk has his 3rd 

birthday coming up 
October 19. He has a 
catheterization coming up 
this fall but otherwise he’s 
been doing amazing with 
very little intervention. 

Evelyn’s 3rd 
birthday is 
November 8th

Wilson will be turning 
2 on November 6th. He 
was born with TGA with 
a large VDS and had open 
heart surgery at 11 days 
old. He has recently been 
diagnosed with Trachea 
Bronchial Malacia and 
had another surgery the 
beginning of the year with 

ENT (shaved cysts on vocal cords, snipped grade 
one tongue tie, removed growth on inside of 
mouth and was scoped to see if he had a hole 
in his trachea). We just saw Dr. Dickie and have 
been cleared for a year so he is doing absolutely 
fantastic! 

Kirsten will be turning 11 
on November 2nd. She has 
sprouted so much since her 
second heart repair 1 year 
ago (in July 2015). She also 
had a very successful ENT 
“flap” surgery in February, 
to correct the majority of her 
speech issues.  It is amazing to 
see her grow and develop and 
love this new phase of her life. 
We are so proud of you Kirsten!

Chase Iverson will be 
turning 2 Nov 20th.

Prabhnoor will be turning 7 on 
November 26th. He is a new Star 
Wars fan and loves playing with 
his light saber. He is learning wall 
climbing, swimming and martial 
arts.

Rhenna-Ann will 
be turning 1 on 
December 19
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Save the Date!

Celebration 
of Hearts
30th Anniversary Gala
February 11th, 2017 
6:00 p.m. 

Calgary Italian Club     
416 - 1 Ave NE, Calgary, Alberta

You are invited to join Heart Beats as we celebrate 
30 years of helping children with heart disease in 

our community.  This adult evening out will feature 
authentic Italian cuisine, fabulous raffle items includ-
ing Westjet passes, and much more!

We are still planning this wonderful evening so please 
stay tuned for additional information. Meanwhile, 
don’t forget to Save the Date!

If you can donate a raffle item or a bottle of wine for 
our Wall of Wine (min. $15 value) please let us know 
at jenb@heartbeats.ca and accept our thanks

Talk with your children and you will 
hear their voice. Walk with them 
through life and you will feel their 
heart.

Geoff Reese



 

 
 

  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. For more information, please 
contact Carolyn at run@heartbeats.ca 
 

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 or on July 1 - $35 
•  July 2 to September 1  - $40 
•  September 2 - October 14  - $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 
Friday, October 14th:       12:00- 7:00pm 
Saturday, October 15th:  10:00- 3:00pm 
Eau Claire Running Room  
Unit  #A01, 200 Barclay Parade SW, Calgary 
 

T-SHIRTS 
We cannot guarantee a t-shirt for registration 
after September 15, 2016.  
 

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.  


