
Keeping the Beat
Winter 2015 Offering information, resources and emotional support to families dealing with congenital heart disease.

In this Issue

Congenital Heart Defect Awareness Week ...... 1

Heart Beats  Christmas Party ........................... 1

Upcoming Events ............................................ 2

Your Support in Action. ................................... 3

Heart Beats in Social Media ............................ 3

Family Fun Run ............................................... 4

Update on Transplant Research ....................... 6

Development in Your Child with Congenital 
Heart Disease .................................................. 6

Local Surgical Team Implants World’s  
Smallest Pacemaker ........................................ 8

Growing Up With Congenital Heart Disease 
Conference...................................................... 8

Summer Camps For Kids With CHD ................ 9

Volunteering Opportunity with Heart Beats  .... 9

Kids Up Front .................................................. 9

Half A Chance For A Whole Heart .................. 10

WCCHN ......................................................... 12

CCHA .............................................................. 12

Community Updates ....................................... 13

A Lifetime of Support for Heart Beats .............. 14

Heart Quote .................................................... 14

Remembering Alysha..................................15-16

Calgary Mayor Naheed Nenshi has declared February 7-14 
to be Congenital Heart Defect Awareness Week. Congenital 

Heart Defect Awareness Week is an annual, worldwide campaign 
to increase public awareness of Congenital Heart Defects (“CHD”) and 
childhood heart disease. The goal is to educate the public about the severity 
of this disease and its lifelong impact on its survivors. We hope that increased 
awareness will lead to additional funding for research, support and improved 
access to quality care for our children and adults.

You can promote awareness by creating a dialogue with friends and family and 
providing information to your child’s school. Use your social media to spread 
the word about CHD and encourage your friends to participate in a fundraising 
event, such as the Heart Beats Family Fun Run in October. 

Congenital 
Heart Defect           
Awareness Week 

HEART BEATS 
CHRISTMAS PARTY
Heart Beats held its annual Christmas party on November 30th 
at the Ramada Plaza Hotel (formerly the Greenwood Inn).  Thirty-
five families attended the party and enjoyed crafts, a wonderful brunch 
and a special appearance from Santa who distributed over 70 presents to 
the children.  

February 
7-14, 2015

How will YOU raise awareness ?

Clyde Swanson wearing something he 
made at the party



Winter 20152

Upcoming Events

     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.  

Annual Family Event

To commemorate Congenital Heart Defect 

Awareness Week, Heart Beats invites you to 

the Annual Family Event that will be held on 

Saturday, February 28th from 1:00-3:00pm at the 

Plaza Theatre located at 1133 Kensington Road 

SW.  Join us for a magical afternoon featuring the 

extraordinary Richard Young, one of Canada’s 

most experienced magicians.  The show, along 

with concessions, will be provided compliments of 

Heart Beats.  Please RSVP to this event by February 

20th to info@heartbeats.ca. 

Save the Dates 

Heart Beats 6th Annual Family Fun is 

on  
Saturday, October 17, 2015. 

Heart Beats Family Camp-out will be  

September 11-13, 2015

More information on these events 

will be provided in the next edition of 

Keeping the Beat

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

Heart Beats Annual MeetingThe Annual Meeting is scheduled to take place on Thursday, March 12th at 6:00 pm at Nicastros, 2820 Centre Street NE in Cal-gary.  If you are interested in finding out more about Heart Beats or would liketo volunteer as a member of the executive, you are welcome to attend. Please email Cindy Castillo at cindyc@heartbeats.ca to confirm your attendance or for more infor-mation.

Dr. Pamela Veale 

Developmental Conference

Dr. Pamela Veale, a Developmental Pediatrician, has 

generously offered to give a presentation about devel-

opmental concerns in children with congenital heart 

defects.  In this discourse, Dr. Veale will address fine, 

gross and visual motor skills in children with CHD. The 

conference is suitable for parents of children with CHD 

or heart transplants. A light lunch will be served cour-

tesy of Heart Beats.

Date: Saturday, April 18, 2015 at 10 a.m.

Location: Conference room #2 on the 4th floor  

               
 of Alberta Children’s Hospital

RSVP: By April 15th to info@heartbeats .ca
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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.  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.

Staying in touch with other heart families and join-
ing 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....

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. 

SUBSCRIBE TO 

“KEEPING THE BEAT”

Thank you to all our generous donors for your support!

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/Heart 
Beats Child.

...and
      Twitter
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FAMILY FUN RUN

Curtis Keller, one month after 
his heart transplant, crossing the 
finish line

On Saturday, October 18 along the pathways of the Bow River, the Heart Beats community once 
again gathered for the 5th Annual Family Fun Run. The event was a great success as we had 600 
runners and raised just over $41,000 dollars. This is a huge amount for our small charity and will 

greatly benefit our families in need. 

Every year I get teary eyed as I see everyone come together with their own stories and causes. I cry when I 
see the teams honoring Heart Heroes who are no longer with us and I feel humbled when I see those who 
are rallying and make it across the finish line. 

Although I do a lot of volunteer work to put this run together, it has really become a huge community effort 
to become so successful. The event could not be as great as it is without the help of the wonderful ladies 
of the Heart Beats Executive. Also everyone who donates, volunteers, runs, and simply comes out to cheer 
make this event come together. A heartfelt thank-you to everyone who joined us and everyone who donated! 

We hope you will all join us for next year’s run on Saturday, October 17. All registration funds go directly 
to Heart Beats to pay for run expenses and the rest goes to our Heart Families, so just by registering you are 
donating!

Cindy Castillo

Superheroes Attend The Run

Jake was born with a number of cardiac anomalies. He was born in Edmonton at 
the Royal Alec and shortly after transferred to the Stollery. At 6 days old, he had 
a Left BT Shunt put in. About 5 months later, we went for the Glenn and at 2.5 
years we went yet again for the Fontan. We have been so blessed because though 
the original prognosis was really scary and a lot bleak, we’ve really lived a pretty 
normal first 5 years of Jake’s life. We’ve only been in the hospital for a total of 
about a month. 

The days at the hospital we’ve been very lucky to get a room at the Ronald 
McDonald House. We were pretty unaware of Heart Beats and the opportunities it 
could have provided us while we were there. However, last year we heard about 
the 4th annual walk and run and decided in honour of Jacob’s 4th birthday it would 
be really fun to give back to our Calgary community in a 
way that hits close to home. 

We had so much fun that this year when we 
asked Jake what he wanted for his fifth birthday 
he replied “to go on a long, long walk, have 
lots of balloons, all our friends and a great big 
BBQ!” There was no arguing the point with him. 
So on October 18, we celebrated his birthday in 
Superhero style walking for all the people that 
Heart Beats can help. I think we may have a 
family tradition in the making! 

Twins Kaley and Kiera at the Run.

Magnum (5) pulls his Dad over the finish 
line after a grueling 1k. This was Magnum’s 

second year doing the fun run. Magnum 
was born with HLHS and has had his three 

open heart surgeries and a thoracic duct 
ligation and doing absolutely fantastic. He 

can’t wait to run again next year.

Jake and his family dressed as superheroes
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Canadian Pacific Has Heart!

The CP Run for Heart group is made up of Canadian Pacific employees, our 
families and friends.  Our run club was formed under the “CP has Heart” 

corporate community investment platform which focuses on improving heart 
health in our communities. 

Even though we had a wide range of running experience and conditioning, 
we started a run-walk program on September 10, progressing from running 
one minute then walking one minute in the beginning, to running ten 
minutes and walking one minute by the time of the Heart Beats run on 
October 18. Running together has developed a real comradery, we enjoy 
running together for our hearts and our health.  Health is something many 
take for granted; there are people who want to run, but cannot, and we run 
for them as well as for ourselves.  This started out with a goal of running 5k 
and supporting a great cause but our runners are now looking to work up 
to 10k and half-marathons next year! 

Participating in the Heart Beats run was a great opportunity for CP to engage 
employees in active heart health and we are happy to have been able to 
make a financial contribution to support the Heart Beats organization. 

About CP Has Heart 

At CP we know that a railroad may serve as the arteries 
of a nation, but at its heart is community. That’s why 

through CP Has Heart, we’re committed to improving the 
heart health of men, women and children across North 
America. And along the way, we’re showing heart whenever 
we can. Find out more @CPhasHeart. 

Catriona (Katie) Hill & Wendy Windsor

 Grayson Anderson running for Heart Beats!

Photo courtesy of Wendy Windsor 

There were 14 people on team Grayson. We 
had a great turn out on such a beautiful day.
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Great improvements in short-term (<1 year) survival after transplantation have been made in the re-
cent decades. However, there is still room for improvement in long-term survival. At this time 

we are focusing our research efforts in 3 areas:

1. Non-invasive detection of rejection
Currently an invasive biopsy is required to detect rejection. Cell-free DNA is released by 
dying cells into the circulation and others have shown that the amount of cell-free 
DNA released from the transplanted heart increases with rejection. We have de-
veloped a new test that measures the amount of donor cell-free DNA in recipient 
blood in a way that is easier and faster than previous methods. Currently we are 
comparing our test to results from the endomyocardial biopsy. Our vision is to of-
fer a blood test that could be drawn monthly (with the tacrolimus level) to measure 
donor cell-free DNA. This would allow closer monitoring of the donated organ and if 
the amount of donor cell-free DNA is increased then that would lead to further testing.

2. The effect of immunosuppression on the microbiome
Recent research has revealed that we are mostly bacteria. On our skin and inside our bodies we carry trillions of bacteria with 90% 
of cells in the human body belonging to microbes. The bacteria that live on and in us are called the “microbiome”. Changes in our 
bacterial populations have been associated with obesity, diabetes, cancer, eczema and immune diseases. We are collecting samples 
(nasal swab, saliva and stool) from pediatric and adult heart transplant patients to examine how suppression of the immune system 
affects the bacteria. We hope that by identifying harmful changes in the microbiome we can intervene (for example, with dietary 
changes or supplements) to change the bacterial populations back to normal.

3. Contrast echocardiography for the detection of cardiac allograft vasculopathy (CAV)
CAV is a form of chronic rejection that leads to early failure of the transplanted heart. Current methods for detecting CAV are limited. 
In collaboration with transplant cardiologists at Foothills Medical Centre and the Mayo Clinic we are going to study contrast echo-
cardiography for the detection of CAV. This study requires injection of contrast (chemical microbubbles) into the circulation and the 
appearance of these bubbles in the small microvessels of the heart is captured with an echocardiogram both at rest and after stress 
with dobutamine (a drug that increases heart rate and contraction). By detecting CAV disease in the small vessels of the heart this 
test may complement optical coherence tomography (OCT) which detects CAV in the main coronary arteries.

If you would like to learn more about these research projects please contact Dr. Steven Greenway (pediatric cardiologist at Alberta 
Children’s Hospital) at 403-955-5049 or steven.greenway@albertahealthservices.ca.

Update on Transplant Research 
    at Alberta Children’s Hospital and the University of Calgary Dr. Steven Greenway

December 18, 2014

Development in Your Child 
                              with Congenital Heart Disease
        Alyssa Power, Pediatric Resident, Alberta Children’s Hospital

Some children with congenital heart disease are at risk of having problems with development, most commonly in the form of learning 
disorders and problems with attention and behaviour. Most children with CHD who experience developmental difficulties don’t have 
severe disabilities. Since early testing and intervention or educational services will help maximize your child’s potential, it is useful for 
you to know how to identify problems early.

What is a “developmental delay”?

Babies, infants and children follow a pattern of so-called “normal development”, with specific motor, language and social milestones 
set for various ages. However, normal development can vary widely from child to child. Just like physical growth, skill development 
often occurs in sudden bursts rather than a slow, steady progression.

A developmental delay occurs when a child has not met an expected developmental milestone by the age at which most children have 
met this milestone. Such delays can be in the physical (fine motor or gross motor skills), cognitive (intellectual abilities and learning), 
communication (speech and language), and social or emotional domains of development. There are many resources available to help 
guide you if you are concerned that your infant is not meeting their developmental milestones, or if your school-aged child seems to 
be having trouble learning, paying attention, or making friends. If you are ever worried then it is best to raise your concerns with your 
child’s family doctor, pediatrician or cardiologist.
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Why are children with heart disease at increased risk for developmental problems?

We do not yet understand all the reasons why children with CHD are at greater risk for learning disorders, attention deficit hyperac-
tivity disorder (ADHD), and other developmental difficulties. However, we continue to learn more each year. Some likely contribu-
tors include the effects of being on a heart/lung bypass machine during open heart surgery, lower oxygen levels, and prolonged 
stays in the intensive care unit and in the hospital. In some children, premature birth and a genetic abnormality or syndrome may 
play a role.

What should we watch out for?

Not every child with CHD will have problems with their development or challenges in school, but it is important that they be 
closely observed during infancy, preschool and school years to promote early detection and intervention. Your child’s doctors will 
regularly ask questions to gauge your child’s development and ensure that they are reaching their milestones appropriately.

In a younger child, pay attention to their acquisition of fine motor, gross motor, social, and language skills. Your child’s doctor can 
let you know what to watch for, or you can use the Centers for Disease Control and Prevention website (link below) for information 
on the average age that children reach various developmental milestones. If your child is older, then you can watch for learning 
problems (difficulty with reading, writing, math, or language) and trouble with social interactions. Look out for changes in your 
child’s behaviour, as attention issues or impulsive behaviour are more common in children with congenital heart disease. Though 
many behavioural changes are simply a normal part of growing up, some can be a sign of ADHD or can be the first clue to a learn-
ing disorder.

Teachers are a valuable resource as they can identify concerns in school that may not be readily apparent at home. Be sure to ask 
your child’s teacher if they have any concerns about your child’s language skills, academic performance, learning ability, or atten-
tion and concentration.

Keep your child’s pediatrician informed about anything that you are concerned about, as they can start the process for a formal 
evaluation. For a school-aged child, this may take the form of a more objective psychosocial and cognitive assessment.

How can we help promote normal development and support a child having difficulty?

Certain games and activities that we play with children naturally promote healthy cognitive development. For example, you can 
use sing-a-longs to promote memory and word identification, identify opportunities during the day to practice counting, shapes and 
colors to promote language development, regularly read to your child (even as a baby) to support social and language develop-
ment, and ask lots of “why” questions during the day to help your child problem solve and think critically about their environment.

You can also play a range of games with your child to promote problem solving and creativity, from building with blocks to engag-
ing your older child in board games and puzzles. There are a myriad of ways to encourage cognitive and even physical develop-
ment in children. If your child is having trouble in a specific area, then your pediatrician may suggest specific techniques to target 
that specific domain of difficulty. At the school level, it is helpful for some children with learning or attention difficulties to have 
an IPP, or individualized program plan, focusing on their needs and strengths. Finally, your pediatrician can also be an excellent 
resource in coordinating community resources to help support your child.

Children require continued support and understanding from their family. If any de-
velopmental difficulties are present, emphasize to your child that all children are 

unique and face different challenges and everyone has certain things that 
they may find difficult. Continually remind your child that a challenge 
with learning or paying attention doesn’t reflect on their self-worth.

Resources and Further Information:

1. California Heart Connection. Developmental Delays, Learning Difficulties/Disabilities and 
Behavioral Issues in Children with Congenital Heart Disease. 2013. Availablefrom: http://
caheartconnection.homestead.com/files/Developmental_issues_and_CHD_2013.pdf [ac-
cessed December 20 2014].

2. Developmental Milestones. Centers for Disease Control and Prevention. Available from: 
http://www.cdc.gov/ncbddd/actearly/milestones/ [accessed December 22 2014].

3. Sara Peronto. 10 Ways to Promote Your Child’s Cognitive Development. Friendship 
Circle. Available from: http://www.friendshipcircle.org/blog/2014/06/09/10-ways-to 
promote-your-childs-cognitive-development/ [accessed December 20 2014].
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LOCAL SURGICAL TEAM  IMPLANTS WORLD’S SMALLEST PACEMAKER
      Alberta-first procedure offers shorter recovery time, lower risk of infection      Alberta Health Services - Dec 8, 2014

CALGARY – In an Alberta first, a medical team at Foothills Medical Centre (FMC) is now implanting the world’s smallest pacemaker, 
which offers shorter recovery times and a lower risk of infection for patients with heart rhythm disorders.

About an inch long, the device is a fraction of the size of traditional pacemakers and doesn’t have external cords or an external power 
source. Calgary is one 55 centres worldwide, including three in Canada, participating in an international study evaluating these 
devices. “This miniature pacemaker can be easily implanted via a minimally invasive procedure. Once implanted, patients are barely 
aware it’s there,” says Dr. Derek Exner, a heart rhythm specialist and researcher with Alberta Health Services (AHS) and the Libin 
Cardiovascular Institute of Alberta at the University of Calgary’s Cumming School of Medicine.

“Heart arrhythmias or rhythm disorders are extremely common and reducing the size of pacemakers can have a tremendous benefit 
to a patient’s quality of life.”

Dr. Exner and his team have installed eight of these devices in patients at Foothills Medical Centre since September. Unlike traditional 
pacemakers – which are visible under the skin near the collarbone with electrodes or leads connected to the heart through veins – the 
electrodes and battery are all contained within the new, smaller device.

“Providing the world’s smallest pacemaker to patients right here in Alberta shows once again that we are a Canadian leader in health 
research and innovation,” says Stephen Mandel, Minister of Health. “I am very proud of the advancements we make in health care – 
advancements that improve the health and quality of life of Albertans. I commend the team at the Foothills Medical Centre for their 
research and their commitment to improving patient care.” Pacemakers provide Heart Beats  and regularize heart rhythm. More than 
200,000 Canadians are living with pacemakers, which can extend a patient’s life and also improve the quality of life.

“Patients have a faster recovery with this new device – one week compared to four – and there is less chance of infection or device 
problems since it is a single, integrated unit,” Dr. Exner says.

“When the study is complete in two to three years, we expect these new devices will become more widely available and used 
commonly in patients needing pacemakers.” The device, which is shaped like the tip of a pen, is inserted through a small incision 
in the groin and guided by X-rays into the right lower heart chamber. The entire procedure takes less than an hour and the device is 
expected to last up to 10 years.

Victor Bohonos Orist was the first patient in Calgary and the second in Canada to receive one of the miniature pacemakers. The 
87-year-old man says he was able to return to his normal level of activity the day after the procedure.

“The first thing I asked was when I could start playing golf again. They told me as soon as I could schedule a tee time,” says Orist.

“The device is so small, I forget it’s even there.”

Dr. Todd Anderson, Director of the Libin Cardiovascular Institute and a University of Calgary researcher, says smaller devices and 
minimally invasive procedures are improving patient outcomes and changing the way patients with heart rhythm conditions receive 
care. 

“Libin’s cardiologists and cardiac surgeons have a reputation for performing the most innovative and forward-thinking procedures. 
This new mini-pacemaker is one more example of that,”  
Dr. Anderson says.
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Did you know there are summer camps available 
that are specifically tailored for children and teens 

with CHD?  If your child is between the ages of 7 and 
17 and has a heart condition, they qualify to attend 
one of these amazing camps!

Located in Mission, B.C., Zajac 
Ranch hosts hundreds of children 
per year with serious and chronic 
illnesses and disabilities who might 
not otherwise have a chance to enjoy 
a summer camp experience.  While 
this camp is not exclusive to heart kids, it 
does include one week in the summer that is only for 
children and teens with CHD. Activities include swim-
ming, fishing, canoeing, kayaking, volleyball, archery, 
rope courses, climbing wall, baseball, basketball, boc-
ce ball, horseback riding and much more. There is a 
fee for this camp of approximately $545 in addition to 
travel expenses. For more information visit their web-

site at www.zajacranch.com. 

Camp del Corazon is held 
at Catalina Island Camps 
located at Howland’s Land-
ing, a private cove on beau-
tiful Catalina Island, Cali-
fornia.  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 coun-
sellors at all times. The only cost for campers is for 
their transportation to and from the camp. To register 
or for more information, please visit their website at  
www.campdelcorazon.org.

Heart Beats is pleased to sponsor children wishing 
to attend one of these camps. A one-time reimburse-
ment of the enrolment fee (Zajac Ranch) or return air-
fare (Camp del Corazon) will be provided to the par-
ent who signs up their child for one of these camps. 
For more information, please contact us at info@
Heartbeats.ca or speak with one of the nurses at the  
Cardiology Clinic.

Summer Camps For Kids With CHD

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” regu-
larly 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.

Heart Beats is looking to form a Run Com-
mittee to help organize our 2015 Family 
Fun Run in October.  While the run itself 
is months away, work has already com-
menced. If you can spare a few hours a 
month to help organize our one big fun-
draiser, please contact Cindy Castillo at 
cindyc@Heartbeats.ca at your earliest con-
venience.  No prior run experience is re-
quired.

Volunteer          
      Opportunity
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On May 12, 2014 my husband, Matt, and I found out that we 
were expecting a baby boy. It was our 18 week anatomical 

screening ultrasound and I was giddy with excitement. Our 
daughter would be turning 4 in two days and we would tell her 
on her birthday. She had been hoping for a little brother. I was 
so excited that we would have our boy that I barely noticed the 
sonographer leave the room to get someone else to look at the 
pictures. There was some talking amongst the sonographers and 
they took some more pictures. I wasn’t paying attention to any of it. 
When they told us that there was a bright spot on the baby’s heart, 
it didn’t register with me that it could be something very serious. 
I thought it might be a small hole in the baby’s heart that could 
close up before birth. I also knew that a bright spot on the heart 
could be a marker for Down Syndrome, but I had completed the 
first trimester triple screen and the likelihood of us having a baby 
with a chromosomal abnormality was even lower than average. 
I really wasn’t worried, but agreed to go into the Maternal Fetal 
Medicine Centre for a more detailed scan in a couple of weeks. 

On June 2, when I was 21 weeks pregnant with my son, I became a 
Heart Mom. After another detailed scan and a consultation in one of 
those dreadful rooms with the comfortable looking arm chairs and 
the tissue box on the table, my life changed completely. I met with 
Dr. Somerset, a perinatologist, and he explained to me that there 
was a problem with the baby’s heart. I learned what a Congenital 
Heart Defect was that day. After using most of the tissues in the 
box, all I can remember is asking, “Will he need heart surgery?” 

Two days later, my husband and I returned for a fetal echo and 
to meet with our cardiologist, Dr. Fruitman. This is when we 
received our son’s diagnosis of Critical Aortic Stenosis. Critical. 
That one word meant a lot. There was a risk that our son could 
develop hydrops due to heart failure while in utero. He may not 
survive the pregnancy. If he was able to make it to full term, he 
would most definitely develop Hypoplastic Left Heart Syndrome 
(HLHS). But then Dr. Somerset asked us if we would be open to 
a fairly new procedure that was still in the experimental stages. 
An intrauterine aortic valvuloplasty could allow our son to, not 
only grow to full term, but also attempt to prevent progression 
to HLHS. He encouraged us to look into this procedure and find 
out if our son would even be a candidate. Dr. Fruitman gathered 
the latest research for us and spoke with the cardiology team at 
Boston Children’s Hospital and The Hospital for Sick Children in 
Toronto. These were the only two centres performing this type of 
procedure in North America. My husband and I both found that 
researching our son’s CHD and the fetal intervention were one 
of the best ways to cope. Knowledge is power. We felt that we 
needed to be informed so that we could make informed decisions. 
We poured over articles and online medical journals, learning 
about results of past interventions and predictors for success.

Because of the risk to the fetus in performing the aortic 
valvuloplasty, there were very specific criteria that would allow 
our son to be a candidate for this procedure. The fetal echo had 

to show that there was forward blood flow through the 
aortic valve. It also had to show that the aortic stenosis was 

critical enough that our son may not survive without a fetal 
intervention. His left ventricle also had to be a reasonable 
size and functioning fairly well. Essentially, it was a very time-
sensitive decision. If we had waited any longer, his left side 
of his heart may have already been too underdeveloped to 
save. Eighteen days after we were given our son’s diagnosis 
we were on a plane to Toronto, hoping for the best. 

We arrived in Toronto on Sunday night and had a fetal echo 
scheduled first thing on Monday morning. We met with Dr. 
Edgar Jaeggi, Head of the Fetal Cardiac Program at Sick Kids. 
He was very caring and compassionate when explaining 
what would happen in the days to come. We had discussed 
the procedure itself and all the risks and benefits with Dr. 
Fruitman prior to coming to Toronto, so we were as prepared 
as we could have been. A needle, much like the needle used 
when performing an amniocentesis, would pass through my 
abdomen, the uterine wall, through the baby’s chest wall and 
into his left ventricle. Once the needle was in place a guide 
wire, with a dilating balloon attached, would be inserted 
into the aortic valve. With the balloon in the correct position 
it would then be inflated to tear open the stenotic valve to 
allow blood to flow through. The specific size of the balloon 
used was very crucial to the success of this procedure. It 
had to open the valve enough to allow blood flow through 
to the aorta, but not too much to cause major leakage back 
into the left ventricle. Our little boy had a big job to do. 
He had to be in the correct position (chest facing up) in my 
uterus or else this entire procedure would not be possible. 

After the fetal echo was completed and we had met with Dr. 
Jaeggi, my husband and I were off to Mount Sinai Hospital to 
meet with Dr. Greg Ryan, a perinatologist in charge of the Fetal 
Medicine program. He completed another detailed ultrasound 
and spoke with us about what would 
happen the following day. Dr. Ryan was 
the one would be performing the 
intrauterine aortic valvuloplasty 
and it would be done in a 
procedure room at Mount 
Sinai. The procedure was 
really quite minor for me 
to go through, but could be 
lifesaving for our baby. It was 
still considered experimental 
and not without risks. 

We knew this type of 
procedure was not done 
often, as many of the medical 
staff we encountered 

HALF A CHANCE FOR                                            A WHOLE HEART  

By Shandra Tymchuk
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were intrigued by our case. The first time this procedure was 
performed successfully in Canada was in 2009, and we were 
told that we were the first family from Alberta to have this done. 

Matt and I returned to our hotel room with nothing to do but 
wait. It was a night filled with a bit of stress, not much sleep, 
and many prayers. The next morning we were back at Mount 
Sinai for another ultrasound. The baby’s measurements had to be 
taken again to determine correct doses of medications that may 
be needed if he were to show any signs of distress. Dr. Ryan and 
Dr. Jaeggi were available. The procedure room was ready. The 
nurses, anaesthesiologist, and the fellow were ready. We were 
all just waiting for one thing; our little guy to be in the proper 
position. Once the baby was chest up, he was given a paralytic. 
This was injected directly into the umbilical cord. Our son had 
always been a very active baby with strong movements, so it was 
strange for me to not feel any fetal activity. There was eleven 
hospital staff in the procedure room, including three fellows. 
My husband was allowed to stay with me as well. I was awake 
during the entire procedure and we were both able to watch 
everything on the ultrasound monitor above the bed. There was a 
great deal of preparation that went into this procedure, however, 
from the time that the needle was actually in the baby’s heart 
to the time Dr. Ryan was finished was only about ten minutes. 
There was a sense of positivity that filled the room. Everything 
went according to plan. I never knew I would feel so much love 
and gratitude towards doctors that I had met just the day before.

Our nurse Collen, Dr. Ryan, Dr. Jaeggi and me! The balloon 
was in, dilated, the needle is out of baby’s heart, and everyone 
seems happy.

I was discharged within 
two hours and able to walk 
back to our hotel room. I 
felt a sense of relief that the 
procedure was considered 
a success. I knew our son 
was not in the clear yet. We 
had another ultrasound and 
fetal echo scheduled for 
the following day. I knew 
that there were cases that 
the fetal intervention had 
been deemed successful, 
but the baby still did not 
survive the pregnancy. This 
was the first step in a very 
long road for our family. 
But I was not worrying 
about these things. At that moment, all I wanted was to feel 
my baby boy kick again. Around eleven o’clock that night, 
just as I was falling asleep, I felt my son move. And then he 
moved again. He kicked up a storm all night long and kept me 
awake. It was the most joyous, sleepless night I had ever had. 

The intrauterine aortic valvuloplasty was done on June 24, 2014 
and our son, Isaac Theo Tymcuk, was born on October 4, 2014 
weighing in at a whopping 9 lbs 7 oz and 22 inches long. I am 
so grateful that our little heart baby came into this world at such 
a healthy weight and I do believe he was able to grow so well 
because of the fetal intervention that we chose to have done. On 
October 7, Isaac had another balloon dilation done on his aortic 
valve, and then had a hybrid surgery on October 20, 2014. We 
will be going back to Edmonton in January for Isaac to have an MRI 
and another cardiac cath done. The size and function of his heart 

will be measured and a final decision will 
be made about whether or not Isaac will 
be able to maintain a biventricular heart. 

Isaac has a very unique heart. There was 
not one right way to fix his CHD. There 
were different options on how to treat 
him, both in utero and after birth. Different 
options mean different opinions from 
medical professionals and, as parents, 
we have some very serious decisions to 
make about what is best for our son. The 

sole reason that Isaac may be able to live with his whole heart is 
because of the fetal intervention that was performed at 24 weeks 
gestation. I am so grateful for all of the medical professionals that 
have been involved in Isaac’s care so far and the type of care that 
is available to us here in Canada. We know how lucky we are. 

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  

Fifteen minutes after the procedure and I’m 
feeling great! I was left with a 5mm scar and a 
chance to save my son
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WCCHN Update
The Western Canadian Children’s Heart Network

The Western Canadian Children’s Heart Network was established to link expertise between 
the five Pediatric Cardiac Centres and improve inter-provincial cooperation and partner-
ship. The WCCHN spans more than 4-million square kilometers and serves a population 
of over 11 million. Pediatric Cardiac Surgical services are regionalized at two of the Net-
work’s five centres, BC Children’s Hospital in Vancouver and Stollery Children’s Hospital 
in Edmonton.

The core function of the Network is to coordinate and integrate care for Pediatric Cardiac Patients across the Western 
Canadian provinces. The Network encourages cooperation in education and clinical practice, supports research ef-
forts, and advocates for the continual improvement of pediatric cardiac care services across the four western prov-
inces. Collaboration among the WCCHN partners ensures that pediatric cardiac patients in Western Canada have 
access to the highest standard of pediatric cardiac care.

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. 

Research 

We welcome your ideas!! The WCCHN is currently looking into research ideas from families, and potentially partner-
ing 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. 

Canadian Congenital Heart Alliance
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 
working 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.

President’s Message 

Thank you to everyone for helping us spread the word about congenital heart disease (CHD) and the work that CCHA is doing 
to help patients and their families.

I think both families of children with CHD and adult patients will be relieved and grateful to hear that the number of adults with 
CHD has increased 70% from 10 years ago, thanks to outstanding medical care and research. This is because now 90-95% of 
children are surviving to age 18, and many into their 60s and 70s (and maybe even beyond!). There are now an estimated 257,000 
Canadians with CHD, and two-thirds are adults. About half of the patients will require ongoing specialized cardiology care, which 
is provided at the 15 specialized centres across Canada. Many will require re-operations, implantable devices (pacemakers and 
defibrillators), and costly medications. Unfortunately, only a fraction are now being followed; the rest are considered “lost to 
follow-up” - perhaps because they feel too well to consider themselves “heart patients”, or they think the distance to travel is too 
far, or they don’t know they should be getting specialized care. Regardless of the reason, many patients end up being seen when 
it’s too late to receive optimal care.  Through our ongoing efforts, we are trying to make patients and their families aware that 
specialized care exists, and to encourage them to get the care they need as they age and face new health challenges. 

Through our educational projects and presentations, peer support networks and camp, advocacy work, and research advance-
ment, we are working hard to make sure patients and their families get the support they need throughout their journey with CHD. 

Shelagh Ross,  CCHA President       info@cchaforlife.org •www.cchaforlife.org    Twitter: @cchaforlife
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COMMUNITY UPDATES

What’s new with your heart child and family? Send us your pictures, sto-
ries, updates and achievements (big or small) so we can acknowledge 
and share them with the community! Will your heart child be celebrat-

ing a birthday between May and August?  Let us know so we can acknowledge  
their special day.  Please email to jenb@heartbeats.ca for inclusion in our next 
newsletter.

Birthdays  Happy birthday to these very special kids! 

    Joshua Edel turned 3 on January 17

Kiera & Kaley will be celebrating their  
7th birthday on March 10th

   Evanna turns 1 on April 29

Curtis turns 6 on April 9th. Curtis has lots to celebrate this year as he has a 
new baby sister (Sophia) and finally got his new heart in September, 2014.   
Curtis got to attend a star-studded gala put on by David Foster and he is 
seen here trying on a tuxedo for the event.
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A Lifetime of Support  
                for Heart Beats
I first joined Heart Beats after Daniel was born in October 1988.  The first 
meeting was held at ACH that December and featured Dr. Penkoske showing 
transplantation of a neonatal heart.  I was blown away at the movie and 

soaked up the talk that she gave about developments with CHD in infants. 
When Daniel was born, I had raced to the library to read whatever I could 
find on single ventricles.  I found one paragraph in a medical book that did not 
explain very much.  In those days we did not have internet and easy access to 
information so going to HB was my link to learning more.   

That evening I met Lavene and ended up talking for two hours with Johanna in the ACH underground parking lot. I 
felt reassured that since their girls were older than Daniel, that was a very good sign.  I did not realize that we had 
just begun a life long friendship that would span many years and situations. 

I started attending Heart Beats and was asked to be the secretary by Pam the cofounder.  I quickly became very 
involved and soon had the role of Vice Chair and then Chairperson for several years.  Roger and I did the newsletter 
for several years and I became treasurer for probably about 15 years after that.  We had so many great times with 
other families which made the journey less painful and it felt so good to be understood and have commonality.   

Our parties were the highlight for our children.  Since we had several teachers in our group, the kids crafts were 
always creative and wonderful at the Christmas parties and we had special guests like a magician or Rosebud the 
Clown.  We had an annual picnic at the Francis Ranch that included pony rides and swimming.  Wow!   

As a group, we lobbied for more PICU beds in Edmonton for our children and saw favorable results. We started 
fundraising with our Silent Auction/Banquets at the Italian Club and started raising a lot of money for the first time 
in our history.  We were able to buy equipment and help families in need.  We raised public awareness and were 
able to provide some excellent meetings and speakers.  We met monthly at that time. We had a fundraiser at Stage 
West specifically for 2 families one year and we hosted fashion shows, and silent auctions that were very successful. 

We became incorporated in the 1990s and were able to issue tax receipts. This helped us even more with fund 
raising efforts.   

In the last 5 years, we have hosted our annual Heart Beats Run at Eau Claire.  This has enabled us to help even more 
families, and now it is more important than ever that we do, since funding has been cut substantially in Alberta.  
We celebrated our 25th Anniversary and I had the privilege to co-chair with Johanna and our lovely committee of 
Denise, Bev, Robin, Heidi, Jeannine, Jen, Patty and Cindy to name a few.  It melded former members with present 
members and proved to be a wonderful evening featuring our now adult CHD “kids” and a walk down memory 
lane.  I have had the pleasure of knowing women who have become my deep friends and “heart sisters”.  While the 
journey has been difficult and sorrow filled at times, it has also been triumphant and very supportive. As technology 
advances, so do our children’s futures. 

I am giving up my job as treasurer, but am staying on as a Heart Beats member and mom.  When I saw our many 
little heart children and their siblings at the recent Christmas party with such determination and courage, how can 
we not stay engaged and participatory?  As it has been said, “our children do not give up easily.  Nor should we.” 

Wishing you health but most of all, perseverance and all the best for 2015. 

- Sylvia Falk

 All the knowledge I possess everyone can acquire, 
but my heart is all my own.  
- Johann Wolfgang von Goethe
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 All the knowledge I possess everyone can acquire, 
but my heart is all my own.  
- Johann Wolfgang von Goethe

 Remembering 
Alysha Oliphant passed away on November 25, 
2014 from complications related to her heart disease 
(HLHS). She was just 17 years old.  She leaves behind 
her loving family; father Todd, mom Jeannine and 
her two sisters Kelsi and Sara.  

Along with her family, Alysha was an active member 
of Heart Beats.  She volunteered as Santa’s elf 
at many Heart Beats Christmas parties and most 
recently, despite her declining health, put together 
a run group for the Family Fun Run.  Alysha will be 
forever remembered for her kindness, courage and 
infectious smile and she will dearly missed by all of 
us in the Heart Beats community.

Below is Alysha’s English 30 Personal Essay about her 
life with CHD.  She wrote the essay in July while she 
was very sick following her open heart surgery in May.  
Her journey continued after this essay when she bravely 
endured another grueling heart surgery in September 
from which she was never able to fully recover.  

Ann Frank once said “No one has ever became poor 
by giving”. Being one in one hundred born with 

a congenital heart condition is no ordinary journey. 
Having specialized care from doctors and support 
systems in place for children like myself suffering with 
heart disease, it gives light at the end of the tunnel for 
us and our families. As I have grown into a teenager I 
have a greater understanding, and my perspective has 
changed.  I have received so much but also I have been 
able to give back as well. Experiences in my youth lead 
to change and evolution in my perception. This modified 
my awareness therefore actions on account of those 
previous experiences. 

Hypoplastic Left Heart Syndrome (HLHS) is a severe 
heart defect where my left ventricle did not develop in 
utero. With only the right side of my heart functioning 
life is much different and I have many difficulties and 
obstacles to continually overcome. Enduring many open-
heart surgeries to maintain the limited heart function that I 
have, is one of the major obstacles I have conquered and 
with my determination I will continue to in the future. 
Being one of the oldest kids with HLHS in Alberta I have 
always been a leader in a sense. I always seem to be the 
first to try out new drugs, surgeries or studies as many 
look to learn from my specific condition. When I was 
younger this never seemed to bother me as the hospital 
was my second home and the doctors were much like 
family. As I have grown older my view has been altered 
making the constant focus on my condition irritating 

and exhausting at times. As my 
anatomy is very complex many 
doctors and nurses like to exam 
me, sometimes I feel very 
annoyed and overwhelmed. 
Although aggravating at times, 
I have also now after all these 
years been able to understand 
the severity of my condition, 
which has opened my eyes to the importance the hospital 
and doctors play in keeping me alive. In a sense it’s a bit of a 
win, win situation, as the medical profession is learning from me 
and I have been able to live life up to this moment.

I have spent a majority of my life in the hospital undergoing many 
tests, surgeries and appointments. I’ve endured four open-heart 
surgeries with the last one being a couple of months ago. From 
this surgery in comparison to the others when I was a toddler, 
my perspective has changed greatly. I have been influenced my 
entire life by the hospital as I really didn’t know any different. 
When I was younger my time spent in the hospital felt normal 
and still does to a certain extent as my life is consumed by it. 
It is no longer a place at one time that seemed like a second 
home, but more like a jail that keeps me hostage and shows me 
the very worst aspects of life. The scary reality in which I have 
learned is that the hospital may look like a happy place with 
it’s brightly painted walls and animal themed play grounds but 
there is nothing positive or even joyful about the things I have to 
endure while in hospital. As I’ve matured, the more alarming and 
frightening each visit becomes, much like many of the other kids 
in the hospital experience, I don’t have much choice or control 
over my body.  

Being born with a severe heart defect has always put me back 
a few steps behind my peers with physical activity, especially 
cardio activity. Working with only half of my heart functioning 
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means that my energy level is so much less than everyone else. I would 
often miss out on many activities because my body just couldn’t keep up. 
So I would sit most of the time and just watch everyone have fun while 
they took advantage of their normal, healthy lives. I managed to play ten-
nis competitively for a few years but had to give it up when much of the 
competition became older and stronger and I just wasn’t able to keep up 
anymore. Living with heart disease has greatly affected my physical poten-
tial and also my perspective on little things in which many people take for 
granted everyday. 

Although I have been dealt this unfortunate card in the game of life, there 
are still various individuals and organizations that provide support and at-
tempt to help me forget, even if it is just for a moment. On account of my 
condition I have had many opportunities come my way, one of the biggest 
was my Make a Wish. When I was five years old I was granted a wish to 
go to Disney World to spend time with my family, away from the hospital. 
Looking back now I can see how important it was for me as a young child to 
forget about the hospital and spend a week having fun like any five year old 
should. As I have grown older the opportunities have grown and matured 
with me. I had the opportunity to attend camp this summer with other kids 
who have heart defects, but unfortunately I was unwell and could not go.  
I have received hockey, concert tickets and even have received cards from 
people that I look up to, like members of the Saskatchewan Roughriders 
football team. Organizations like Kids Upfront have given me the opportu-
nity to see and do things that make up for all that I have missed. Reflecting 
back I can now see what an impact attending these events have really had 
on my overall perspective and attitude towards my condition and life as a 
whole. Seeing how happy I felt from some of the experiences I received 
from others, it became apparent to me when my health improved I also 
wanted to devote my time to helping kids just like me. Luckily my mom 
has been involved in a non-profit organization called Heart Beats Chil-
dren’s Society of Calgary, since I was two years old.  I volunteered my time 
through this foundation by assisting the board with the organization of their 
annual family fun run, and various children’s parties throughout the year.  
Seeing how excited the younger kids get when they see Santa or receive a 
gift bag at a party has really altered my perspective. It gives me an insight 
into how I used to feel at that age and during the times I can barley remem-
ber even to this day. Volunteering is the outcome and my own way of giving 
back to those who have helped and still continue to help me get through 
my condition day by day. By seeing what an impact others had on me, I 
strive to have that same influence on others in which I’m reaching out to. 

The life I have been given in the world of heart disease isn’t the life anyone 
expects to receive. With the short appointment trips to the long stays in 
the hospital, it’s a place no one wants to be but with the support of family, 
friends and the many organizations that help kids like me to enjoy activities 
and events that we miss out on compared to normal kids everyday lives, 
makes life a little more bearable. Getting involved and volunteering makes 
me feel richer inside and to see those young kids smile, which live the same 
life as me gives me so much satisfaction. As I’ve seen the impact it has 
opened up a new perspective and appreciation towards those who have 
helped me.

Alysha Oliphant – English 30, Personal Essay


