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The Alberta government has 
announced that it will provide 
partial coverage to help parents 

pay for Neocate, a specialized infant 
formula designed for babies with 
serious medical conditions who 
cannot tolerate breast milk or other 
formulas. 

Neocate costs an average of $690 a month, and most insurance companies do 
not cover the cost of the formula because it is considered a dietary supplement, 
not a drug.
This comes as welcome news for families in the Heart Beats community as 
several medically fragile “heart babies” require Neocate, sometimes well into 
their toddler years.  
“Enzo has been on Neocate since he was four months old - it’s been over three 
years now,” said heart mom Rachael O’Neill. “Neocate was the single most 
financially crippling part of Enzo’s care. We made too much money on paper 
to qualify for the Child Health Benefit, he wasn’t NG or g-tube fed until later, 
and he was very complicated and undiagnosed so didn’t qualify for FSCD for a 
long time.” 
“At times we were paying close to $2000 a month on Neocate when Enzo’s 
caloric needs were highest. Buying Neocate sometimes meant choosing to 
eat less myself,” said Rachael. “When our house flooded in 2013, it was the 
contaminated cases of Neocate that I broke down and cried over - not family 
pictures, all of our clothing or destroyed furniture. Neocate is life-saving for 
Enzo, so we did everything we could to provide it for him. I am so incredibly 
proud of our province for making sure that families no longer have to make 
impossible sacrifices like we did to feed their complex infants.”
 Starting in May, the province will help cover the cost for families who apply 
and have a prescription for Neocate from a pediatrician, a neonatologist or a 
pediatric gastroenterologist. Families will then have to apply for the government’s 
non-group coverage to get the benefit.  A monthly premium ranging from $82 
to $118 and a co-payment of up to $25 per prescription will also be required.

“Some babies have to rely on specialized infant formulas to 
meet their nutritional needs. But these formulas are costly, 
medically necessary and, in many cases, cause families 
considerable financial hardship,” explained Associate 
Health Minister Brandy Payne. “After speaking with these 
parents and hearing about the financial strain they are 
under, our government decided this coverage should be 
provided. It’s the right thing to do.”

                 Alberta Government  
to Subsidize 

Special Formula

Spring / Summer 2016 Offering information, resources and emotional support to families dealing with congenital heart disease.
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Upcoming Events

OffbeatsOffbeats is a youth group that meets several times during 

the school year. Participants enjoy fun activities like

bowling, crafts, pizza night and an awesome wrap-up

party in June. If you are between 10-17 years old, have

a heart condition and like to meet new people and have

fun, please contact Sharon or Courtney at offbeats@

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.   

Family Camp 
Heart Beats will be hosting the 3rd annual family

camp out from September 9th to 11th at Camp

Evergreen just outside Sundre. Two nights in a

heated cabin, all meals and some amazing activities such

as horseback riding, canoeing and zip lining (just to name a 

few) are all included in one subsidized price of $50 per adult 

and $25 per child ages 5-17, (children 4 and under are free)

To register contact Patty Wiebe at pattyw@heartbeats.ca

.  Your spot will not be confirmed until your waiver form

and payment have been received.   There was a waitlist

for the camp last year so register early!

Family Fun Run

Mark your calendars! H
eart Beats will be holding its 7

th 

Annual Family Fun on Sunday, October 16th. As in prior 

years, th
e race will begin at Eau Claire Market and fol-

low 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.running-

room.com. Register before September 15th to ensure

you receive a run shirt.  D
on’t miss th

is opportunity to 

take part in our biggest fu
ndraiser of the year! Form a 

team; collect sponsors.  T
here are prizes for the top fun-

draisers. A
ll 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.

Celebration of Hearts Anniversary Gala

Save the Date!  The year 2017 will mark 30 years of Heart Beats supporting children with

heart disease. To acknowledge this milestone, we are planning a celebration gala at the Cal-

gary Italian Club on Saturday, February 11, 2017.  An authentic Italian dinner will be served, 

and the evening will include dancing, fabulous raffles and door prizes (including a “wall of

wine”!) and much more.  Look for more details in the next issue of “Keeping the Beat”

Beach Day

Join us for some fun in the sun at Lake Midnapore on 

Sunday, July 24th from 1:00-4:00 pm. The event will take

place rain or shine as we can move people indoors if need 

be. There is a limited number of people who can be admit-

ted to the beach, so please RSVP to Pattyw@heartbeats.ca

no later than July 20th. Your name must be on the RSVP list 

in order to access the beach. 
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Donations made to Heart Beats Children’s Society of Calgary are used 
to provide information, resources and support to families living with 

congenital heart defects in Southern Alberta.  The following is just a few 
ways your donations have helped:

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

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

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

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

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

You may also donate online at www.heartbeats.ca where you can make secure donations by 
credit card to Heart Beats through CanadaHelps.org.  

Your Support in Action

Anonymous  
in memory of David Saby

Claude Joly & Denise Bolduc,  
in honour of Roman Beleshko

Maddie Bosgra
Camron Consulting  

in memory of David Saby

Cathy Howarth
Lucile Joly 

in honour of Roman Beleshko

Suzanne Joly 
in honour of Roman Beleshko

Eugene & Pat Kolotyluk  
in memory of David Lee Saby

Andrea Leung  
in honour of Sydney

Danielle Mazurette 
in honour of Roman Beleshko

Ryan McDowell 
Candice Morneau

ATCO Ltd.
ATCO Structures & Logistics

The Benevity Community Impact Fund
TELUS Cares 

on behalf of Michael Power

Unifor Local 4451
Watson Family Foundation at the Calgary Foundation
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Thank you to the following donors for your support!

Heart Beats thanks Ryanne, a 12 
year old student attending school 
in Delburne, Alberta, for raising 

$731.45 towards our teddy bears.  Ry-
anne was inspired to raise money after 
her younger sister had heart surgery and 
just loved her Heart Beats teddy bear. 
Along with her school, she decided to 
hold a fundraiser during their Valentine’s 
Day dance where Ryanne and her team 
presented their beautifully made PowerPoint presentation to 
raise awareness about CHD.  Thank you, Ryanne and everyone 
who contributed to raising money for our teddy bears!

Maddie Bosgra was one of the four young people Heart Beats 
sent to Camp del Corazon in August 2015.  It was an awesome 
experience for Maddie and she wants other young people with 
CHD to have the same opportunity, so in February she decided 
to raise money by making and selling gourmet popcorn and do-

nating the funds to Heart Beats for 
their camp scholarship fund.  It 
was a more successful fundraiser 
than Maddie anticipated and she 
was kept very busy making bags 
of yummy gourmet popcorn all 
month.  In the end she was able 
to donate over $760 to Heart 

Beats!  Thank you Maddie!

Heart Beats extends a big thank you to 
these special youths who are making 
a big difference!

Maddie Bosgra presents the dona-
tions she raised to Patty Wiebe, 
Treasurer of Heart Beats.
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EDMONTON – Parents of newborns in the Stollery Children’s 
Hospital neonatal intensive care unit (NICU) can now stay with 
their babies overnight thanks to a newly established Family 
Care Unit.

Nine Stollery NICU beds have been transferred into the Family 
Care Unit, located in the Lois Hole Hospital for Women at the 
Royal Alexandra Hospital. These beds are for newborns who 
are closer to discharge from hospital and require less intensive 
care.

“Creating a space where a parent can stay with their baby 24 
hours a day, seven days a week, not only provides comfort to a 
family, but also helps with enhanced parent-infant attachment 
and bonding,” says Karen Pelletier, Patient Care Manager, 
Stollery NICU.

The Family Care Unit has larger rooms equipped with 
breastfeeding chairs and an adult-sized bed for parental 
sleepovers in the room – furniture that cannot be accommodated 
in the highly acute care setting of the main NICU.

“The Family Care Unit provides a wonderful space for parents to 
bond with their newborn babies,” says Brandy Payne, Associate 
Minister of Health. “This addition to the Lois Hole Hospital for 
Women will help give some of our newest Albertans the best 
possible start in life.”

The Lois Hole Hospital for Women is a centre for high-risk 
pregnancy and deliveries; staff and physicians deliver more 
than 7,000 babies at the site each year.

Each year, more than 1,100 babies are admitted to the Stollery 
NICU at the RAH.

Jessica Pott, 33, delivered her twins Henry and Olivia at only 
28 weeks on Jan. 21.

“Although parents are allowed to stay with their babies in the 
NICU 24 hours a day, there’s only a chair at the bedside,” says 
Pott. “You can’t comfortably sleep overnight — and you’re in 
close proximity to other families. It can get a bit stressful.”

Last Friday, Henry and Olivia — each now weighing more 
than five pounds — graduated to the new Family Care Unit, 
where both Jessica and partner Jean-Michel Cyr can now sleep 
overnight next to their babies.

“Since there are two babies to a room, we can each have a 
single bed, and we’re able to have our own space and some 
privacy,” adds Pott. “It’s nice to be able to have a nap or a 
shower while the twins are sleeping. It feels like a hotel, but 
with nurses.”

Support from both the Royal Alexandra Hospital Foundation 

(RAHF) and Stollery Children’s Hospital Foundation 
was instrumental in opening the new Family Care 
Unit.

The unit located in the Lois Hole Hospital for Women 
was built in support with RAHF community donations; 
breastfeeding chairs have also been ordered.

“The hospital is setting new standards in patient care 
by expanding on the idea of mom and baby hospital 
units by offering family-centred care where dads or 
other support persons are welcome to stay as well,” 
says Andrew Otway, President of the Royal Alexandra 
Hospital Foundation. “This groundbreaking concept 
takes the patient experience to a new level. The 
Family Care Unit builds an extremely critical bridge 
for parents and their newborns to transition from 
hospital to home and we could not be more proud of 
the program.”

The Stollery Children’s Hospital Foundation 
contributed $108,000 towards equipment for the new 
Family Care Unit, which includes a central monitoring 
system with cardiac infant monitors, milk warmers, 
breast pumps, a milk fridge-freezer unit and a code 
cart. Single beds for a parent to stay at the bedside, 
as well as a fridge, toaster, and microwave were all 
donated to enhance the family experience on the unit.

“We make sure babies and new parents who need 
to be at the Stollery or in our neonatal intensive care 
unit at the Royal Alexandra Hospital get the best, 
most compassionate care possible,” says Mike House, 
President and CEO of the Stollery Children’s Hospital 
Foundation.

“This new Family Care Unit will provide them with 
increased comfort and privacy so they can focus on 
the treatment and recovery of their baby.”

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

Family Care Unit enables overnight 
stays with NICU babies
March 15, 2016, Alberta Heath Services
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Camp del Corazon is an organization that provides a medically supervised, residential summer camp for children ages 
7-17 who are living with heart disease. Located on Catalina Island, 22 miles off the California coastline, the camp has 
served approximately 300 children each year since 1995. Having begun with a volunteer staff of two, 49 campers 

and a minimal budget, our growth and success stands as a testament to our steady commitment to the population we serve.

We offer our camping program free-of-charge, as the families affected by this disease already incur incredible financial 
burdens from medical bills and often have to seek private or home schooling due to the numerous doctors’ appointments and 
hospital stays these children require. Children with congenital heart disease are the most underserved pediatric population 
in the nation, and funding and resources for these children are very scarce. The overwhelming amount of funds raised by 
prominent charities goes toward adults with coronary artery disease, heart attack and stroke. There is much attention paid 
to adults with heart disease, but virtually nothing for children born with damaged hearts.

The children served by Camp del Corazon are not eligible for the summer camping experience offered by other member 
agencies of the American Camping Association due to the fact that they require round-the-clock medical supervision and 
care. Many of these children have had several open-heart surgeries, pacemakers, and/or heart transplants, and many face 
several more surgeries in their futures. These children and their families live every day knowing that they are at a high-risk 
for mortality. Our camp offers an opportunity to finally be ‘normal,’ to forget their ailments and to connect with others who 
have had similar experiences and scars. For most of these children, this is the only experience they have away from home, 
as they are often too sick to go on vacations or to even stay overnight at a friend’s house, away from their parents, who have 
to monitor their health on a 24-hour basis. Parents of children with heart conditions are often fearful that activities enjoyed 
by ‘normal’ kids could be harmful. There are very few camps with the ability or medically trained staff to provide for these 
special needs children, or places that their parents would trust.

Camp del Corazon enriches the lives of children living with heart disease. We are more than just a summer camp though. 
Not only do we provide a summer camp experience for children, but we also provide opportunities for growth, education 
and support.

The camp is free to attend and the only cost to parents is transportation.  Heart Beats has set up a camp 
scholarship to fund the transportation to and from the camp (one time per child). Several of our youth have 
attended the camp and they all had an amazing time. 

If you are interested in signing your child up for this year’s camps, please visit their website at www.campdelcorazon.org. 
The upcoming dates are as follows:

2016 Camp Session Dates
Session 1: August 25 - August 29
Session 2: August 29 - September 2
Session 3: September 2 - 6 

For more information about the camp scholarship, please contact 
us at info@heartbeats.ca or speak with one of the cardiology nurses

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

SUBSCRIBE TO 
“KEEPING THE BEAT”
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(OTTAWA) – As part of this year’s National Organ and Tissue Donation Awareness Week, Canadian 
Blood Services, along with organ donation organizations across Canada, is encouraging Canadians 
to take three important steps: make the decision to donate organs and tissues, register their intent 
to donate, and have open and frank conversations with loved ones about organ donation.

Approximately 4,500 Canadians are waiting for a lifesaving organ transplant and many more 
are waiting for tissue transplants. One organ donor can save up to eight lives, and one tissue 
donor can enhance the lives of 75 people. The sad reality is that on average, 250 Canadians 
die each year waiting.

“One-third of all Canadians who need a transplant will never receive one,” says Kim-
berly Young, Canadian Blood Services’ director of donation and transplantation. “We 
encourage Canadians to register as organ and tissue donors and have that very im-
portant discussion with their families so their wishes are known. Canadians should 
also consider living organ donation. This is an important choice that over 500 peo-
ple acted on last year. We can all play such a huge role in turning lives around by 
making these simple decisions,” she says.

The Woolfsmith family from Calgary are passionate advocates for organ donation, 
and living proof of the difference donors can make. Several years ago, when three-
year-old Mackenzy Woolfsmith passed away due to a severe head injury, her parents 
donated her organs, and their generous gift saved four lives. The family hopes more 
Canadians will register their decision to donate and speak to their loved ones about 
their wishes.

Green is the official color of organ and tissue donation, symbolizing the hope 
organ donors provide to patients in need and their families. As part of this 
week, organ donation advocates across the country will be wearing green 
ribbon pins. Landmarks from coast to coast are being lit up in the same 
green to remind Canadians of all the men and women who have died 
waiting for transplants, and to express gratitude to organ and tissue donors 
and their families for giving the greatest gift of all, the gift of life.

By the numbers
Canadians are five to six times more likely to need an organ transplant  
than to become a deceased organ donor.

One-third of Canadians who need a transplant will  
never receive one.

4,500+: Canadians waiting for a transplant.

250: Average number of Canadians who die each year waiting 
for a transplant.

2,427: Lifesaving organ transplants performed in Canada in 2014.

3,259: Sight-restoring cornea transplants performed in Canada in 2014.

595: Deceased donors who gave the gift of life in Canada in 2014.

555: Canadians who were living donors in 2014.

90+%: Percentage of Canadians who support organ donation — yet only about 50 per cent  
have made the decision to be a donor.

Two minutes: The time it takes to register your decision on organ donation online at LiveOn.ca.

Talk to your family about organ and tissue donation and discuss your wishes.
With more than 500 Albertans waiting for an organ transplant and many more waiting for tissues, registering your 
consent to donate on the new donor registry can make a profound difference in someone’s life!

Canadians Encouraged to Register to Give 
Life Through Organ or Tissue Donation

Canadian Blood Services 

Monday, April 18, 2016
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Canadian Blood Services 

Monday, April 18, 2016 Canadian Transplant Games 
The 2016 Canadian Transplant Games will be held in Toronto, Ontario – Monday, Au-

gust 8 – Saturday, August 13, 2016.

Since 2000, the CANADIAN TRANSPLANT GAMES (CTG) has been a showcase where 
organ transplant recipients from across the country come to enjoy competition and ca-
maraderie while celebrating a second chance at life. Held every two years, the CTG is a 
family oriented event. In addition to the competition for recipients there are activities and 
education opportunities designed for family members and other supporters. The purpose 
of the Games is to:

    Increase organ & tissue donation in Canada and beyond

    Demonstrate the active and healthy lifestyle that may be achieved following transplantation

Promote the success of organ donation and transplantation

Offer hope to the thousands of Canadians on transplant wait lists

Provide an opportunity to thank donors and donor families for their precious gift of life
www.organ-donation-works.org/english/events/national-events/ for details.

																													 	

The Canadian Transplant Games (CTG) is getting closer to becoming a reality.  In less than five months, 
Toronto will welcome hundreds of participants and supporters from across Canada, as well as our 
International friends to the 8th Canadian Transplant Games.  For one exciting week of competition, 
camaraderie and celebration from August 8 – 13th. we will celebrate our gifts and honor our donors and                        
"Compete with the Strength of our Gift" 
 
Since 2000, the CTG have been a showcase for transplant recipient athletes from across the country to 
enjoy the competition and camaraderie while celebrating a second chance at life. Previous games have 
been held in Sherbrooke, St. John’s, Edmonton, Windsor, Quebec City, Calgary and Moncton in 2014.  
These national games are Canada’s largest organ donation awareness event and the purpose of the 
games is to:  
 

ü Increase organ & tissue donation in Canada and beyond  
 

ü Demonstrate the active and healthy lifestyle that may be achieved following transplantation  
 

ü Promote the success of organ donation and transplantation  
 

ü Offer hope to the thousands of Canadians on transplant wait lists  
 
ü Provide an opportunity to thank donors and donor family for their precious gift of life  

 
ü Raise awareness and educate, and encourage the public to consider organ & tissue donation   

 
ü Create a Games environment that is built on the contributions, skills and collaboration of community volunteers, corporate 

sponsors and all levels of government  
 

ü Leave a legacy of volunteerism, community spirit and organizational development  that will have a lasting value to all 
involved  

	
	

The games are competitive but inclusive of all levels of abilities for organ transplant recipients aged 4 – 
80+ years.  Entry is open to recipients of life supporting allografts and hematopoietic cell transplants from 
other individuals or species which require, or have required, the use of immunosuppressive drug 
therapies.  (Organs transplanted include kidney, heart, liver, lungs, and bone marrow)  Competitors must 
have been transplanted for at least 1 year, with stable graft function, be medically fit and have trained at 
the events in which they have entered. If a potential competitor has been transplanted for at least 6 
months, with stable graft function, has been training and has permission from his own doctor, his entry 
may be considered by the CTA medical committee and be allowed. 
 
These Olympic style games will be 6 nights/7 days, in length, and include:  Opening Ceremonies, Family 
and Cultural events throughout the week, an event recognizing Donors and Donor Families, Olympic style 
sport events, Closing Ceremonies followed by a Gala dinner and dance. The registration fee includes the 
athlete’s village, (accommodations and most meals), local transportation, athletic event participation, and 
social events, including the Gala on Saturday, August 13th.  
	 	

The David Foster Foundation 
The David Foster Foundation is a non-profit charitable organization dedicated to pro-
viding financial support for non-medical expenses to Canadian families with children 
in need of life-saving organ transplants. 

In the past 28 years, the David Foster Foundation has assisted close to 1,000 families 
with children in need of major organ transplants and provided much needed dollars 
in direct family support. In 2006, the Foundation became a national organization, ex-
panding to help families across Canada.

The Foundation works in collaboration with transplant teams across Canada to provide support for children up to and including their 
18th birthday year once they are listed for pediatric transplant to post-operative checkup.

Types of support may include:

•Transportation costs, accommodation, long distance phone calls and meals and groceries for the family while they are in another  
  city for their child’s transplant or related care;

•Clothes and basic personal items if the family has to leave their hometown suddenly for treatment or for their child’s transplant; and

•Rent or mortgage assistance on a short-term basis if necessary while the family is in another city or province for surgery or medical   
  treatment.

The foundation staff works with the transplant team to help provide guidance and assistance as the families go through the processes 
involved in their child’s transplant and medical care. For more information, visit their website at www.davidfosterfoundation.com.

Kids Up Front
Heart Beats is pleased to be partnered with Kids Up Front Calgary, an or-

ganization that collects and distributes event tickets to children’s chari-
ties.  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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Emmett’s Journey

Our journey into the congenital heart defect world began with our 
second child. At my 20-week anatomy ultrasound, our family doctor in-
formed us they had come across a small concern. That concern was my 

body had created a single artery umbilical cord. At the time, the possible com-
plications it could lead to sounded scary enough, and as a routine safe-measure 
I was referred to a clinic in Calgary to have further imaging done to check for 
any congenital issues with our baby. (We live in a small town two hours east of 

Calgary). 

We had really thought this precaution would turn up nothing. Our daughter was just over a year old and completely 
healthy, we had no reason to expect anything else with our second baby. To our complete shock, we were told they 
had found something from the ultrasound and were asked to stay in the city for a few more hours until a doctor from 
the Children’s Hospital could come speak with us. During our meeting with a pediatric cardiologist, we learned our 
son had a heart defect known as a double aortic arch. His body had created two aortic arches coming off his heart (we 
normally have one), which looped together making a vascular ring. Inside this ring was his esophagus and trachea. 
Leaving that consultation, we felt pretty confident. We were told surgery to fix this type of heart defect was one of the 
less invasive ones as it would not be open heart surgery, and because they already knew he had it, it would be fixed 
before complications arose. 

I did my due diligence as a mother and began searching the internet for all the information I could find on double aortic 
arches (DAA). What I was surprised to learn was that it is extremely rare, and extremely serious – we really had not been 
given that impression during our meeting. The one thing I read that stuck with me ever since, was that having a DAA 
was like having your body choke you from the inside. As you grow, that ring will become tighter and compress into 
your trachea and esophagus, literally squeezing your airway and making your body unable to swallow. This sounded 
terrifying, but thankfully the doctors already knew he would be born with it and could fix the defect before it got to that 
point. That single artery umbilical cord we were originally worried about was a blessing in disguise. 

On September 4th 2015, Emmett was born in Calgary 
since our local hospital was not equipped to handle his 
unique situation. The doctors were not sure how the 
birth would go considering his jeopardized airway, and 
the NICU team immediately assessed him. Thank God 
he was completely healthy with no complications. That 
was sadly short lived. On day five of Emmett’s life, he 
began to choke every time I nursed him. We took him 
straight to the Alberta Children’s Hospital ER. Originally 
we were instructed to do this for two reasons; one being 
if he was having trouble breathing, and two being he 
was having trouble eating. In my mind, I figured things 
would be quite straightforward from there on out. He 
was having complications, so surgery would be needed 

to fix his heart defect, and we would move on. It was not that easy. After Emmett was assessed at the ER, we were sent 
home without an answer or assistance on his feeding problem. We had no other option than to figure out what to do 
on our own.  

From birth until he was five months old, we had to feed Emmett with a preemie sized nipple bottle while he lay on his 
back. We learned if we held him at any sort of incline he would aspirate his milk. During those months we did regular 
check-ups with a cardiologist at the Children’s Hospital. We continued to bring up his feeding problems, but other than 
a few tests and diagnostic imaging being completed, no one would address the issue for us. We were even told at one 
point that it wasn’t related to his vascular ring and surgery would not help. In hindsight I should have really pushed my 
concerns harder there and then. It was ridiculous to be told his DAA was not the cause of his feeding problem, when 
that was exactly one of the symptoms we were told to look out for. 

Samantha Plett
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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

After Emmett was five months old, he hit a huge achievement. He was finally off 
a preemie sized nipple, and we could hold him upright to take his bottle! All of a 
sudden we had a completely normal baby that showed no problems at all. It wasn’t 
long before he began to struggle during his feedings though. He was visibility fight-
ing each swallow, and it slowly got worse each week. When he was seven months 
old we were back at the Children’s Hospital ER after he had gone an entire day of 
not being able to ingest anything. This was the first time we felt the doctors were 
finally on our side and actually going to help him. 

We spent five days in Unit 2, which ultimately got us on the path to Emmett getting 
the help he had needed this whole time. A CT angiogram showed the compression 
the vascular ring was putting on his trachea, which was pushing into his esophagus 
and narrowing it. From there the cardiologists brought his case to the surgical board 
and he was approved for surgery. May 2nd 2016 Emmett is scheduled to have his 
DAA repaired in Edmonton, just a few days before he turns eight months old. De-
spite the struggle we had getting to this point, we could not be more thankful to 
all the amazing staff, nurses, and doctors we have met this last year. Everyone that 
dedicates their life to helping children are a huge blessing!  

Samantha Plett
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A child with CHD affects not 
only the immediate family, but 
the extended family as well.  
As a grandparent, your experi-
ence 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. 
Here is the story of Ted & Kathy 
Nibourg, Grandparents of Isaac 
Tymchuk.  

Matt, Shandra and Joelle had just returned from a 
family vacation to Disneyland.  Joelle was beside 

herself with excitement.  She had some news she wanted 
to share with her grandparents.  She was going to be a 
big sister.  The initial euphoria was shattered a few weeks 
later.  On June 4th, Shandra, Matt and Joelle came for a 
visit. It was an unusual visit, occurring in the middle of 
the week.  The Tymchuks had some disturbing news to 
share with us. Ultrasound had shown an anomaly with 
the baby.  The scans had revealed a problem with the 
baby’s heart – critical aortic stenosis which is a narrowing 
of the aortic valve resulting in impaired oxygenation of 
the blood. 

Matt and Shandra decided to do everything possible to 
give their unborn child a fighting chance – a testament to 
strength they have as a couple.  They flew to Toronto to 
have a relatively rare in utero balloon dilation performed 
to open the baby’s aortic valve.  Joelle stayed with us 
at that time.  It was a difficult time trying to keep our 
emotions in check for the sake of our granddaughter 
while at the same time worrying about our daughter 
miles away.  To our relief the procedure went well.  Matt 
and Shandra returned to Calgary to await the birth of 
their baby.  The next few months were a roller coaster 
of emotions waiting for that day – hoping for some type 
of normalcy. Our daughter’s positive attitude helped as 
she and our son-in-law had researched everything and 
were able to explain procedures to us that we had never 
heard of.

On October 4th, 2014 little Isaac Theo Tymchuk was 
born at the Royal Alexandra Hospital in Edmonton 
weighing a wonderful 9 pounds 7 ounces and stretching 
23 inches which gave us a sense of hope.  Isaac was 
sent by ambulance across town to the Stollery Children’s 

Grandparents’ Corner
Hospital where he had a balloon dilation performed at three 
days of age.  At 16 days he became the first baby in western 
Canada to receive a two-part heart operation in the new 
hybrid operating room at the Mazankowski Heart Institute.  
There was some bitter sweet pride in this distinction.  We 
were proud of Isaac, proud of Matt and Shandra for their 
strength and proud of our health care system for making this 
possible.  We were also very proud of our granddaughter, 
Joelle for being such a stalwart trouper through all this.  It was 
heartbreaking to watch our little man covered with tubes 
and monitors and to see the stress his parents were going 
through.  As grandparents we felt the emotions through 3 
generations: ours, our daughter’s and our granddaughter’s.  
The trips back and forth to Edmonton from Stettler were 
especially trying.  

Our emotional worries were starting to settle down when 
Isaac returned to the Stollery for a second heart operation.  
Again, all the fears and worries returned the next March 
when Isaac had heart reconstruction and his mitral valve 
replaced.  Again it was up and down the QE2 and up 
and down emotions.  Life did not settle down when Isaac 
returned home to Calgary.  Instead of trips north it was 
trips south.  Some were very positive like the times that 
we saw Isaac’s smiles and giggles and getting hugs from 
big sister.  Other times were not so much like the time we 
had to watch Isaac being flown by STARS from the Alberta 
Children’s Hospital in Calgary to the Stollery in Edmonton 
or just before Christmas when he was in hospital and unsure 
if he would get to be home for the holidays.

Life has settled down for us it seems as far as Isaac is 
concerned. There are still those times where we worry 
that his progress is too good to be true like when we hear 
his INR is too high or low, but we relish the progress he’s 
made. Our grandson has taught us to enjoy each day and 
not to take anything for granted. The positive moments are 
starting to outweigh the negative: his baptism, the NG tube 
finally disappearing and 
recently his first steps 
claiming his official status 
as a toddler. Watching 
him with his big sister 
is heartwarming.   What 
we have learned over 
the last two years is the 
tremendous strength 
of our daughter, her 
wonderful husband and 
the amazing resilience 
of their children. 



Spring / Summer  2016 11

Our Partners:          WCCHN Update
The WCCHN’s website is a great source of information that is constantly evolving. The most recent 
edition is resources related to transition to adult care.

Please visit www.westernchildrensheartnetwork.ca.

Please feel free to submit your child’s story to wcchn@ahs.ca (please be sure to include your child’s 
name, diagnosis, and a picture!) If you feel that there is a resource that would benefit you or others 
that isn’t found on our site, please let us know! We are always looking for feedback and recent 
stories to share!

It is with mixed emotions to announce that Anita Hadley, WCCHN Coordinator, has accepted another position within Alberta 
Health Services. Recruitment is currently underway for her replacement. WCCHN would like to thank Anita for her significant 
contribution to the positive growth of the network over the last two years. We wish her all the best in her new role.

CCHA
The CCHA, founded in 2004, is a non-profit organization that supports all Canadians with congeni-
tal 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.

Heart Healthy Recipes for Kids (and Kids at Heart)
Following a healthy diet can be a challenge for every member of the family. Heart kids in particular seem to have a difficult time 

with the tastes, textures and portion sizes. It can be a balancing act to get enough calories into them and encouraging healthy 

foods at the same time. So we are looking for your help!  Send us your heathy living tips and recipes so we can share them with 

the community!  We are getting the ball rolling with these easy, summery treats from the Canadian Heart & Stroke Foundation. 

Tropical Smoothie   Makes 4 servings

⦁Ingredients
1/2 cup (125 mL) finely grated carrot   1 cup (250 mL) plain fat free yogurt

⦁1 medium banana     6 ice cubes

⦁3/4 cup (175 mL) 100% pineapple juice or orange juice

Directions

1.  Place all ingredients in a blender and purée until very smooth.

2.  Serve immediately.

Chocolate covered frozen bananas  Makes 6 servings

    Ingredients
3 small bananas     1/4 cup (50 mL) dark chocolate chips (at 

6 popsicle or lollypop sticks    Decorative sprinkles (optional)

Directions

Peel bananas and cut in half. Insert a popsicle stick into the end of each banana.  Place bananas on a dish and put them in the 

freezer for at least 1 hour.

Place chocolate chips in a microwave safe bowl and microwave on high for 30 second inter-

vals until melted; stirring in between. It will take 60 to 90 seconds.

Remove the bananas from the freezer.

Place the tiny candies onto a flat plate.

Using a pastry brush, brush the chocolate onto the bananas and immediately roll in the  

candies. You have to work quickly. Due to the temperature of the bananas the chocolate  

hardens very fast.

Serve immediately or store in the freezer for up to two days.

Developed by Nadine Day, RD. ©The Heart and Stroke Foundation
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Somewhere....someplace...today....
A family is waiting to hear

Is something wrong with their baby?
The answers aren’t quite clear

This family has entered an unwanted 
world
And they just don’t know what to expect
Somewhere...someplace...today
They first heard the words: heart defect.

And how they hoped this was not true
And thought...this cannot be…
I too...know just how this feels.
This happened to ME.

Somewhere...someplace...today...
A man and a woman embrace
Their baby is in surgery
They long to see her face.

They haven’t got to hold her yet
Without a cord or line
They pace the room awaiting news
And hope she’ll be just fine.

Prayers fill this busy waiting room
And mom and dad are scared
Somewhere...someplace..today...
The tiniest hearts are repaired.

Somewhere...someplace...today...
A child’s growing fast
Smiling, laughing, thriving
Her mom thinks...can this last?

It’s almost easy...to forget
That anything is wrong.
Somewhere...someplace...today...
Her child seems so strong.

CONGENITAL HEART DEFECT                author unknown
A poem for all those extraordinary moms and dads who are parents to a child with CHD 

Somewhere...someplace...today...
A little girl fights...just to live...
A father holds her tiny hand...
His love...all he can give...

The doctor’s are all baffled
They fear that she might die
Somewhere...someplace...today...
A family says goodbye.

Somewhere...someplace...each year...
More than 40,000 families will see...
What it means...when something’s wrong...
They’ll face a CHD.

Today...for just a moment... 
Stop...remember...reflect... 
My life has been forever changed by  
a heart defect.
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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 between May and September?  
Let us know so we can acknowledge their special day.  Please email to jenb@heartbeats.ca for inclusion in our next newsletter.

Marie celebrated her first birthday on April 1st 2016. Thank you to Icing Smiles for provid-
ing the beautiful & delicious cake

Lucas Neander turns 15 on May 
8th! Lucas is a passionate  

cross-country skier with  
Foothills Nordic Ski Club. 

Isabelle Wiebe turns 15 on May 
11th.  She is looking forward to 
starting High School.

Aurora celebrates her 10th birthday on May 15th 
. At her party, she asked her guests to bring a 
donation to Heart Beats. Thank you, Aurora, and 
happy birthday!

Krysta Chase has overcome so many ups and downs with fluid retention and 
sinus/atrial tachycardia this year with her HLHS and Turner’s Syndrome Mosaic, 
but continues to show strength as she smiles daily and touches others hearts!  
Even though she is very small for her age at 4 ft 3 in, she continues to put up a 
big fight to survive! Her birthday is June 6th and she will be turning sweet 16 
this year! We are positive that there has to be many more to come!  We love you 
Krysta! Keep on truckin’!!

Lucas at the World Cup Ski Tour 
Canada 2016 in Canmore with a 
Norwegian champion and one of his 
ski heroes!

Bentlee turns 5 on 
May 12th.  She went 
on her Make-a-Wish 
trip aboard a Disney 
Cruise in February

Callen celebrates his 2nd 
birthday on May 26! 
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Sam is celebrating his 3rd birthday on 
August 23. He’s learning to walk around the 
neighbourhood with his walker. He’s starting 
PUF programming with GRIT so he’ll be “in 
school” starting September!  

Roman has been curling out of The Calgary 
Curling Club since 2014. In February, he 
competed in his first bonspeil. Out of ten 
teams, his won gold, and Kevin Koe present-
ed the medals to the team. More importantly, 
all the kids had fun participating.

Heart Beats
Children's Society of Calgary

Chairperson Cindy Castillo
cindyc@heartbeats.ca

Vice-Chairperson Heidi Smethurst
info@heartbeats.ca

Treasurer
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submissions for the newsletter will be
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Remember, your best source of medical
information is always your physician.

Patty Wiebe
pattyw@heartbeats.ca

Secretary
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 Kristina McGuire
      info@heartbeats.ca
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Family Fun Run Carolyn Seipert
      run@heartbeats.ca

Hunter will be celebrating his birthday on 
August 7th. Lately he is doing great with his 
feeding both bottle and solids.  He has had 
an NG tube since birth and we are desper-
ately trying to get him to the point where he 
doesn’t need it anymore. 

Atom will be turning 4 on August 
20th. He continues to do well after 
his Fontan and loves to explore.



 

 
 

  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.  
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