
Keeping the Beat
Winter 2016 Offering information, resources and emotional support to families dealing with congenital heart disease.

In this Issue

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

CHD Awareness Week .................................... 2

Raising awareness for CHD ............................. 2

Upcoming Events ............................................ 3

Your Support in Action. ................................... 4

Donating to Heart Beats .................................. 4

Heart Beats Family Fun Run ............................ 6

Help Wanted: Race Director ........................... 6

A Winter Wonderland of Wishes  .................... 7

Subscribe to “Keeping the Beat” ...................... 7

Eysen’s Story ................................................... 8

Heart Beats in Social Media ............................ 9

Kids up Front ................................................... 9

Journey’s Story ................................................ 10

Heart Camps.....................................................11

Keeping kids active in winter .......................... 12

WCCHN & CCHA ........................................... 13

Community Updates ....................................... 14

Offbeats. ......................................................... 15

Congenital Heart Defect Awareness Official 
Proclamation ................................................... 16

Heart Beats hosted its annual Christ-
mas Party on November 29th and it was 
a huge success!  Over fifty families attended 
this year and enjoyed a deluxe brunch, season-
al crafts and meeting or reconnecting with local 
heart families. A visit from Santa capped off the day 
and he posed for photos and distributed over 90 gifts 
and candy canes to all the children in attendance. 

HEART BEATS 
CHRISTMAS PARTY
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R
aising awareness is important because not only are most people 
unaware of CHD, the more awareness we raise, the more likely it is 
that people will give money to CHD research, which 

could improve the lives of our children and adults living 
with CHD. In addition, you never know when raising 
awareness could save a life. Here is some ways that you 
can raise awareness in our community:

Bulletin Boards - Some hospitals, doctors’ offices, local 
grocery stores, pharmacies, schools, libraries, 
etc. have bulletin boards where people 
can put information about CHD, local 
groups and events. Be sure to ask if you 
can put CHD Awareness information on 
these bulletin boards around town.

Social Media - Posting information 
about CHD in social media, such as 
Facebook, websites, blogs, email 
signatures, and online newsletters 
can be very helpful in spreading 
awareness. 

School Activities – Many schools 
participate in Jump Rope for Hope 
and are learning about heart health.  
Ask your child’s principal if you can visit 
your child’s school or classroom to talk 
about hearts and heart defects in an age-
appropriate way. An idea for younger children 
would be to distribute colour pages or crafts.

Valentine’s Cards - Everyone likes to get a Valentine card or item. Consider tucking in an information 
note about CHD.

Talk to Anyone Who Will Listen - Talk about CHD to anyone who will listen. This can be at the 
grocery store, in line for a movie, or anywhere. This conversation can often be started by wearing 
CHD clothing and accessories such as a run shirt from our Fun Run or a Heart Beats shopping bag.

Be sure that the information you are sharing is accurate.  If you need information about CHD, visit 
our website at www.heartbeats.ca/links. You can direct people to our information video, which is 
also found on our website at www.heartbeats/video.

RAISING AWARENESS FOR CHD
The month of February is an excellent time to raise awareness of CHD.  Aside from Valentine’s Day, February 
is Heart Month and the week of February 7-14 is Congenital Heart Defect Awareness Week.  CHD Awareness 
Week is an annual awareness effort to help educate the public about congenital heart defects. Participants 
include individuals, local support groups, national and local organizations and congenital cardiology centers 
around the world. Calgary mayor Naheed Nenshi has issued a proclamation acknowledging February 
7-14, 2016 as Congenital Heart Defect Awareness Week (see back page).
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Upcoming Events

Annual Family Event
Please join us for our Annual 
Family Event on Saturday, 
February 20th from 12:30-
4:30 pm at Cardel Theatre 
located at 180 Quarry Park 
Blvd in Calgary. A family 
friendly movie, crafts and 
snacks will be provided courtesy 
of Heart Beats.  While there is not 

cost for this event, Cardel has asked that 

all those attending bring a canned good(s) 

for the local food bank. Please RSVP by February 1st to 

jenb@heartbeats.ca.

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

      
Mom’s Coffee 

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

Out alternate months throughout the 

school year.  Whether your “heart child” 

is an infant, teen or adult, we welcome 

you to visit and chat with other moms 

and dads about parenting kids with CHD. 

Grandparents are welcome too!  Food and 

non-alcoholic beverages are covered by 

Heart Beats. The group will meet on various 

dates and locations around Calgary, so please 

check your monthly email for times and dates.   

 

 

Teens Talk Transition 

Saturdays, 10:30 a.m. - Noon 
     FEB 

   MAR 

27 

 5 

12 

19 

  ree 4 week workshop designed to help 

youth (Ages 14-18) learn to manage 

their health in a supportive, fun 

environment with their peers 
F   

A lberta Children’s Hospital  

2888 Shaganappi Trail NW, Calgary, AB 

 Room A2-905 

  or more information or to 

register, contact Ashlee at 

(403) 604-0719 or email 

ashlee.mcguire@ahs.ca 

F
   

   MAR 

   MAR 

MAR 

Heart Beats Annual 

Meeting
The Annual Meeting is scheduled to take place on 

March 10, 2016. If you are interested in finding out 

more about Heart Beats or would like to volunteer 

as a member of the executive, you are welcome 

to attend. Please email Cindy Castillo at cindyc@

heartbeats.ca for more information.
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Donations made to Heart Beats Children’s Society of Calgary are 
used to provide information, resources and support to families liv-

ing 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. 
 

Your Support in Action

Donating to Heart Beats 
If you wish to contribute to the support of families of children with congenital 
heart defects, you can donate in the following ways:

1.   Mail a cheque to:  

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

2.  Donate online at www.heartbeats.ca by clicking on the Donate Today icon on the homepage where you can 
make secure donations by credit card to Heart Beats through CanadaHelps.org.  

3.  Make a directed payroll donation through the United Way.  To make a payroll donation, fill out the United 
Way Payroll Donation Application Form. In Section 3: How I Would Like to Help the Community, check the 
Other box and indicate an amount to: Heart Beats Children’s Society of Calgary. Please include our charitable 
business no: 88907 6261 RR0001

4.  Donate unused gift cards. If you have unused gift cards lying around, donate them to Heart Beats and receive 
a tax receipt for their value. These gift cards can be helpful to a family traveling to Edmonton for their child’s 
surgery, a family receiving a Christmas hamper or for events for Offbeats (our Youth Group). If you aren’t sure 
of the balance on a gift card, most merchants have an area on their website where you can enter in the number 
on the back of the card to find out. Please remember to add your name and address to the card as well as the 
amount on the card so we can mail you a tax receipt.  If you need more information, please email us at info@
heartbeats.ca.

Tax receipts are issued for donations of $20 or more. 
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Thank you to the following donors for your support!
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HEART BEATS FAMILY FUN RUN
        Cindy Castillo

On Saturday, October 17 Heart Beats once again held our annual fundraiser, the 6th An-
nual Heart Beats Family Fun Run. Over 600 runners gathered to run or walk along the 

Bow River Pathways, enjoying a beautiful Fall morning. As always it was humbling to see 
all of the different heart families and their friends and family gather together to honour and 
help those who have been affected by Congenital Heart Disease. It was great to see all of the 
teams that were created in honour or memory of Heart Heroes. With run registrations 
and additional donations we were able to raise $38,000. In a wavering economy this 
amount is astonishing and once again we thank all who came out to the event to run, 
donate, cheer or volunteer. 

The Kid’s Run was especially fun this year as every child that ran was given a super hero 
cape kindly donated by ShopLift!. Almost 100 kids ran or walked and made it to the 
finish line with capes flying!

We also had the privilege of having the Oliphant family selling handmade heart pil-
low cases, jewelry, CHD Awareness ribbons and cards in memory of beautiful Alysha 
who passed away in November of 2014. All proceeds from these sales were kindly 
donated to Heart Beats. 

It was another fantastic event. Thank-you to everyone who contributed and came 
out to join the fun! We hope to see you next year!

Thank you to the following corporate sponsors  
for supporting the 2015 Family Fun Run.

50sqft PBA Land and Development 
Crowfoot Physiotherapy 
Dream Industrial Management Corp   
Flyershop 
LazyT Farms 
PCL Construction Management Ltd. 
Pepsi 
ThyssenKrupp Industrial Solutions Canada Inc. 
Wolsey Structural Engineering Ltd.

Thank you to Dave Porteous and McKenzie Towne Real Canadian 
Superstore for sponsoring the food for the run and to Vanessa Miller 
for volunteering her talents as the official photographer for the Fun 
Run.

WE NEED YOU
 Heart Beats Run  
 Race Director Position

After 6 great runs, I have decided to hand the Run 
Director torch onto someone else. The organizational 
groundwork has been developed so the new Race 
Director will not be starting “from scratch”. Your duties 
will include but not be limited to, corresponding with 
the Running Room, corresponding with registrants and 
donors via email and by phone, determining the race 
course, registering the run online with the Running 
Room, ordering t-shirts, organizing volunteers, and 
organizing advertising. This will be a paid position. 
We are looking for someone with event organization 
experience, ideally with experience organizing running 
events.. If you are interested in taking this on, please 
send me an email at cindyc@heartbeats.ca. Thanks! 
Cindy Castillo
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Jax was born with Hypoplastic Left Heart Syndrome, so the left side of his heart 
was just a little too small. He also has Crisscross heart (CCH), which affects ap-
proximately seven in one million babies. 

“He was born like that, and has had three open heart surgeries,” mother Shannon 
said. “One when he was seven days old, one at six months old, and one at three 
years old.”

Although Jax’s heart is a little different than other kids, his spirit is cheerful and 
eager. “Because he’s on blood thinners, he can’t play certain sports that have a lot 
of contact, so hockey was out.” Shannon said. “He may get tired quicker than his 
friends when he grows up, but as for right now he runs around with everybody else 
just fine.”

Jax loves colouring and crafts, and in true Canadian spirit, he does like hockey— 
but he just plays in the house or with his dad. He plays soccer, and he likes his 
gymnastics, but aside from sports he loves and excels in kindergarten, and even 
enjoys shopping! “He must have gotten [his love of shopping] from me.” Shannon 
laughed.

Jax joined our Make-A-Wish® family when he received his wish to visit Walt Dis-
ney World® Resort in June of 2015, where he met some of his favourite characters from Cars.

His family attended the annual Wonderland of Wishes event Make-A-Wish® Southern Alberta hosted in November of 
2015.

While Jax and his brothers love seeing Frosty the Snowman dance around to cheery holiday music, playing fun games, 
and winning prizes, there is a deeper impact that events such as Wonderland of Wishes bring to families like Jax’s.

“He gets to see other kids like him. A lot of other heart families go to [Wonderland of Wishes] too, so we get to see them 
at Make-A-Wish events and Heart Beats events as well. The kids end up becoming good friends with other kids that are 
like them. Kids don’t feel alone then.” Shannon said.

Jax gets to play with kids he can connect with, his brothers get to meet other siblings in situations just like theirs, and 
they all get to have fun doing it!

“He’s actually much healthier than a lot of other heart kids, so we’re just so thankful and lucky that he’s doing so much 
better now. We’ll be attending Wonderland of Wishes every year. It’s such a fun thing to do with all the kids. I just love 
Make-A-Wish.” 

Make-A-Wish Southern Alberta’s mission is to grant the wishes of children with life-threatening medical conditions to 
enrich the human experience with hope, strength, and joy. As the largest global wish granting organization, Make-A-
Wish has granted wishes for more than 350,000 children since 1980, with funds donated locally staying local. 

For more information on how Make-A-Wish Southern Alberta grants magical wishes for their Wish Kids, please visit 
www.makeawishsa.ca. If you think you or someone you know may have a child between the ages of 3 and 17 who 
qualifies for a wish, please refer them on our website, www.makeawishsa.ca/refer-child, or call Vickie Sauve, Make-A-
Wish Southern Alberta’s Wish Granting Coordinator, at 403-228-3666. 

A WINTER WONDERLAND OF WISHES
Brenda Cullum-Shergold

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 Car-
diology 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”
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My husband and I were so excited to find out we were expecting our first 
child. At my 18 week ultrasound the tech seemed very unsure and had to 

call another tech over. After my appointment, I was immediately contacted by 
my family doctor who said that he would like to go over my ultrasound. There 
I was told that I would need to go to Foothills Hospital and have an echo done 
on my baby’s heart. I was so nervous and scared since we didn’t know what was 
wrong with baby’s heart.

At the Foothills, my husband and I had an hour long echo and then we were taken to a conference room where the 
cardiologist explained that our unborn baby had CHD. We had never heard of it before nor did we know it affected 
1 out of 100 babies. We were in shock and completely devastated. Our son was diagnosed with TGA (transposition 
of the great arteries) a VSD and ASD. We went home that evening and told the news to our family and tried to do as 
much research as possible on what was to come. 

Over the next few months my pregnancy was closely followed and I prepared myself to relocate to Edmonton. My son 
was to be born there and have his open heart surgery done at the Stollery Hospital. 

On October 4, 2014, Eysen William Burgess arrived by emergency c-section at 40 weeks. He weighed 7 lbs 2 ounces. 
He was quickly taken in the Stork to the Stollery Hospital. At just 6 days old, he had his repair done. I remember that 
day like it was yesterday. During the Echo they realized his coronary arteries were also backwards and that it would be 
very difficult to move them around. This made the risk of complications during surgery higher; however, the surgeon 
felt very confident that everything would be alright. We waited for 5 long hours. Finally the surgeon came out saying 
everything went well and that we could see our boy soon, but by the third hour we realized that something wasn’t 
right and out came the surgeon once more. He explained that Eysen was still bleeding and during the surgery his left 
ventricle was perforated so he had to go back and repair this hole. 

Once we were able to see him in the PICU, the Doc-
tor on shift was very concerned. Eysen was very sick. 
His heart had been repaired but this injury had made 
his left side not pump well and his mitral valve was now 
having severe regurgitation. They had the Ecmo ma-
chine beside his bed and didn’t know if he was going 
to make it through the night. My husband and I had no 
word left…we just sat and prayed as hard as we could. 
Every minute, every hour that he kept going was consid-
ered a miracle. Eysen was fighting hard to stay alive. The 
next three weeks were difficult. He had failed extubation 
twice and had more complications. His kidneys were 
taking a hit from all the medication and they couldn’t get 
his heart rate and blood pressure under control. His right 

diaphragm was paralyzed. He developed PAC’s (premature atrial contractions) and arrhythmia. 

After almost a month in the hospital, things started to look positive. Eysen finally had a successful extubation. His 
kidneys were starting to recover and the meds were helping to control his heart failure. They started talking about a 
transfer back to Calgary. We couldn’t believe it because he still was so sick, but they assured us the Alberta Children’s 
Hospital would take good care of us.

On November 7th we were finally transferred. It was bittersweet. We were so happy to finally be one step closer 
to going home but we would miss the wonderful staff of doctors and nurses who had taken such good care of our 
baby. At the ACH, we were followed by the cardiac (red team). We stayed on Unit 2 for 20 days. Finally we heard 
the words we never thought we would hear, “You are ready to go home”. Eysen went home on an NG tube and 4 

By Anastasia Burgess Eysen’s Story
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different medications to be given every few hours. We were followed by home 
care who would come every week and weigh him. He had regular echos done 
every few weeks and was seen by a dietitian. Since Eysen had this injury to his 
heart, the cardiologist didn’t know what to expect for him. They even thought 
that he may need another surgery on his mitral valve because he was having 
severe regurgitation and had to be on diuretics so that his body didn’t become 
overloaded with fluid. Eysen however is a fighter! He was off the NG tube after 
2 weeks and his echos were getting better and better. 

At 6 months old he had a routine Echo done. Our cardiologist was shocked! 
Eysen’s heart had started repairing itself to the point where he had total func-
tion of his ventricle. His mitral valve wasn’t leaking any more, and the PAC’s, 
arrhythmia was hardly happening. No one thought this would be possible and 
definitely not this soon. He was able to be medication free. 

Eysen turned 1 on October 4th and what a boy he is! He is so full of life and very happy. Words cannot express our 
gratitude to the amazing doctors and nurses at the Stollery and ACH. Without them our son wouldn’t be here. I know 
that our road will never be easy because Eysen is still a heart baby but he has defeated so many adversities in such a 
short time. He is our Hero. 

Since writing this story Eysen had an MRI done and it showed his ventricle is 50% scar tissue. Once again the cardi-
ologist is amazed by how much function he has, since she didn’t realize how much damage he actually suffered. He is 
unfortunately back on medication not for his function but in hopes that his heart will remodel itself. She is concerned 
that he could develop an aneurysm on his heart from this scar tissue stretching and thinning out. Once again Eysen 
keeps fighting the long battle of CHD.  

By Anastasia Burgess 

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  

Eysen’s Story

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

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

Find us...
on Facebook....

Heart Beats and Social Media Kids Up Front
Heart Beats is pleased to be partnered with Kids Up 

Front Calgary, an organization that collects and dis-
tributes event tickets to children’s charities.  Many of our 
“heart families” regularly enjoy free tickets to hockey and 
football games, Stampede passes, concerts, movies and 
live theatre. 

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

One little ticket, one big lift.
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Journey is my name, 
I am almost 5, and I am 

one complicated little boy.  
Now let me tell you a story 
of how I earned my name!  

THE BAD NEWS 
My mom went for an ultrasound at 32 weeks and found 
out I was a very sick little baby and possibly wouldn’t 
make it through the night.  The doctors came in and 
told my mom she needed to be brought into hospital 
asap as my fetal hemoglobin (blood count) was only 23 
which was so low (normal is 170). My parents’ worst 
fear had come true: I was diagnosed with Diamond 
Blackfan Anemia which is a very rare blood disorder that 
only affects 500 people worldwide I would need blood 
transfusions to keep me alive for the rest of my life. On 
top of that bad news the doctors were bracing my parents 
for the worst. They had also told my parents that due 
to my extremely low blood count I had gone into heart 
failure and had severe hydrops. I was diagnosed in utero 
that day with another rare condition: a severe case of 
(TOF) or Tetralogy of Fallot along with other heart related 
issues. I would need heart surgery right away. 

MY FIRST TRANSFUSION
The day of my 32 week ultrasound my mom was in 
the hospital and had to have Inutrine transfusion for 
me (blood transfusion through her stomach into my 
umbilical cord). All went well except the very end when 
the doctor accidentally nicked the placenta. My mom 
was rushed to the OR and had me by C-section (April 12 
2011) weighing in 4.7lbs. 

MY HEART SURGERY
Even though I needed heart surgery right away I needed 
to wait until I was at least 5lbs but reaching that weight 
turned out to be another Journey for me. My oxygen 
levels were quite low and because of that the hospital 
team didn’t want me to eat orally and I was ultimately 
fed by NG tube. By the time I was 3 months old (1 month 
old corrected) I went in for my first of 5 heart surgeries. 
This was my first full repair open heart surgery for my 
TOF/DORV. Surgery went well and my parents were told 
that I wouldn’t need more heart surgery until I was in my 

By Corienna Dickson,  
written from Journey’s point of view.Journey’s Story

20’s. However 6 months later I had to go back in for a 2nd 
heart surgery for the exact same fix as well as a surgery to 
put in a subdural shunt as I had subdural hematomas from 
the low hemoglobin . By the time I was 3 years old I had 
3 open heart surgeries and two failed balloon stents. They 
put in a conduit valve to keep my pulmonary artery from 
narrowing. I am now almost 5 and have been told my heart 
finally looks good and I should be fine till my teen age years 
now. The only downfall I have now is that during my last 
open heart surgery my left lower lung collapsed and now to 
this day it is partially collapsed making it more difficult for 
me to fight off a cold and other illness requiring me to often 
be hospitalized for low oxygen levels. However as of May 
2015 they sent me home with a home oxygen machine so 
that has helped a lot as now when I get sick I just have to 
get mom to turn up the oxygen instead of getting admitted 
to hospital. 

BLOOD TRANSFUSIONS 
I require regular blood transfusions every 2-3 weeks now 
since birth so to date I have had over 100 transfusions. 
Although my family is very thankful for every single blood 
donor they are also very scared. There is no cure for 
Diamond Blackfan Anemia.  There are only 500 people in 
the world with it and the only thing that can help make 
transfusions less frequent or even stop all together is a drug 
called prednisone and sometimes it works great other times 
it doesn’t work at all. Unfortunately for me it does not work 
and we have tried a few times. We have also tried a trial 
drug called leucine with good outcomes but that also did 
not work for me unfortunately. The only other option I have 
now is to have a complete bone marrow transplant which is 
very risky for anyone but even worse for me because of my 
heart conditions plus I would need a 100% sibling match 
and if not there is a high chance of not surviving it. So for 
now my hematologist is looking into seeing if my siblings 
are a match for me.

FEEDING
Ever since I was a born I was fed by NG tube and over the 
years my parents have tried everything to get me to eat solid 
foods to no avail. I am now fully G-Tube fed as they did a 
feeding test and found out that I aspirated liquids and don’t 
know how to handle foods. I am now this past few months 
just starting to try baby foods but even then it is not enough 
to come off G-Tube feeds. I am expected to be fully G-Tube 
fed for at least the next couple of years.

Journey 1 month old –– after 1st  
Open Heart Surgery
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HEART CAMPS
DEVELOPMENT & SPEECH

As you may have already guessed my speech & development 
are severely delayed for my age. However I am a very 
outgoing, friendly and cheerful boy I love being around 
other people, I love to colour and play with toys, and my 
iPad of course is my favourite. I enjoy being around animals 
and I go to a special preschool where they help me learn 
new skills for life. I may be a little slow but I am very smart 
and even though I can not talk much and when I do I am 
hard to understand, I can understand and follow almost any 
direction you can give me do puzzles and solve problems. 
My parents are very proud of me and how far I have come.

THE GOOD NEWS
I have been told by my cardiologist that I will not need any 
more heart surgery until I am a teenager. I am working on 
eating table food and learning to enjoy it to a point where 
I will actually ask for table food. I am doing great in school 
and will be starting kindergarten with a little extra help next 
year. My hematologist is looking into gene testing to see if 
my siblings are a match so I can possibly get rid of these 
blood transfusions. I have not been hospitalized ever since 
I brought home my oxygen machine back in May 2015 and 
it has been great to be home with my family.  

My name is Journey and I got that name because my parents 
were sure I was on the Journey of my life when they found 
out my original diagnosis of the Diamond Blackfan Anemia 
and Tetralogy of Fallot.  They did not realize how much of 
a Journey my life would be but are blessed to have me and 
couldn’t be happier. 

Thank you for reading my story. I hope it has inspired 
you to donate blood and spread awareness for Diamond 
Blackfan Anemia as well as Tetrology of Fallot.

Journey’s Story

Camp del Corazon is an 
organization that pro-

vides a medically super-
vised, 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. Camp 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, includ-
ing tubing. Trained lifeguards oversee each activity in ad-
dition to one or two counsellors at all times. 

 

Camp del Corazon offers the camping program free-of-
charge, as the families affected by this disease already in-
cur 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. The only cost for campers is transporta-
tion to and from the camp, and Heart Beats has a special 
scholarship fund that can cover the plane fare (one time 
per child).  For more information on enrolling your child, 
please speak with one of the Cardiology Nurses at the Car-
diology Clinic or email us at info@heartbeats.ca.

 Journey & wish grantors summer 2014 
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KEEPING KIDS ACTIVE IN WINTER      Alberta Health Services

Snow, ice, cold and fog are just a few of the natural elements we experience when autumn turns to winter. Although 
winter provides us with a great excuse to cozy up inside and stay warm, this isn’t always the healthiest choice. 

Children often experience a variety of distractions on a daily basis and the frosty winter weather is yet another obstacle 
to getting the recommended amount of daily physical activity. In order to overcome the cold, sometimes we all need 
a little extra motivation! Here are some tips and helpful hints on how to get the whole family outside and active this 
winter: 

• Get the whole family involved by building snow angels, or, if you’re really feeling ambitious, create your own 
look-alike snowperson family. 

• Try making the snow into your own work of art by creating snow castles, mazes, or snow sculptures. 

• Take a slide on the wild side and go tobogganing (find a safe hill and remember your winter 
sports helmet). 

• Play snow-pitch, a traditional game of slow pitch isn’t just for summer anymore! Try 
playing a game in your local diamond out in the snow, for a fun twist on this great 
family pastime. 

• Create a more challenging game of hopscotch in the snow by using food 
coloring. 

• Don’t forget snowshoeing and cross country skiing. Even if you don’t own 
equipment, these items can generally be rented at a variety of outdoor 
activity centres and parks. 

• Gear up with a helmet and safety gear and head to your local outdoor 
rink for a skate or a game of hockey.

Sledding and Snow Safety
Getting outside in the winter is a great way for families to be active. But 
remember to keep your child safe while doing winter activities like 
sledding and playing in the snow. 

To help lower the risk of your child getting hurt, make sure:
you supervise your child closely
your child is always in a safe place
you and your child know about any dangers
your child does age-appropriate activities

Winter Safety Tips
• Check the weather forecast so you know how to dress for the day. 
• Choose play areas with warm shelters nearby. 
• Dress in layers. Have a windproof, waterproof outer layer. 

Wear:
a hat to keep the ears covered. If under 3 your child’s head is 
larger than the rest of the body and heat is lost quickly from the head.
mittens instead of gloves  
warm, dry, waterproof boots that aren’t too tight
a neck warmer instead of scarf
clothes without drawstrings 

• Snow forts can be fun, but building tunnels can be dangerous. Tunnels can 
collapse and suffocate a child.

• Watch your child for wet clothes, feeling chilled, frostbite, and being tired. 
• Teach your child about frostbite and hypothermia and how important it is to dress warmly.
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                                 WCCHN Update
The Western Canadian Children’s Heart Network was established to link expertise between the five 
Pediatric Cardiac Centres and improve inter-provincial cooperation and partnership. 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 Network’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 efforts, and advocates for the continual improvement of pediatric 
cardiac care services across the four western provinces. Collaboration among the WCCHN partners ensures that pediatric cardiac 
patients in Western Canada have access to the highest standard of pediatric cardiac care.

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!

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

Our Partners

Sledding Safety Tips
• Only sled when the temperature is above -19 ˚C. Think about the windchill 

factor.

• Choose hills with a gentle slope and a long, clear run-off area. 

• Sled on snowy hills and stay away from icy surfaces. Make sure the hill has no 
jumps, bumps, holes, bare spots, and obstacles. 

• Stay away from roads, rivers, railway tracks, and parking lots. 

• Don’t sled over ice-covered rivers, streams, or ponds. 

• Only go sledding in the daylight on hills that are well-lit.

• Your child must be supervised by a responsible adult. If your child is under 5,  
have a responsible adult on the sled with him or her. 

• Go down the hill sitting up or kneeling on the sled. Don’t go head first.

• Wear a hockey or ski/snowboard helmet. 

•Check the sled to make sure it is in good shape. Use a sled with good brakes  
and steering. Plastic discs and inner tubes are not safe because they  
are hard to control.

Note: Always check with your child’s physician or cardiologist before  
       taking part in any strenuous activities. 
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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 August?  
Let us know so we can acknowledge their special day.  Please email to jenb@heartbeats.ca  for inclusion in our next newsletter.

Kaden turned 1 in October. After getting his G-tube in July, he started gaining weight. 
We had a minor setback in September after he stopped breathing a few times and 
spent a week in the hospital. Since then he has started to crawling and is trying to pull 
himself up to standing. He’s our little miracle baby that continues to smile through all 
his medical issues.

Eysen turned 1 on October 4th.   
Happy belated birthday, Eysen!

Atom’s Fontan surgery occurred on November 26th and was 
successful with no complications. We’re so thankful for his 
surgeon, Dr. Al Aklabi, and the Cardiology department (both 
Calgary and Edmonton), the PICU team, the Ronald McDonald 
House and Heart Beats, without them, our journey would have 
been a lot harder. Thank you!

Our baby Areeba was born in January of 2015 with CHD. Being pregnant with 
Areeba and having lots of fetal diagnoses was a rough patch. We were told our 
child would not survive until delivery and if he/she does survive then will probably 
be a still born. I had multiple visits to the triage and was made to wear a high risk 
pregnancy bracelet. We went through a very difficult one month post-delivery when 
Areeba was initially sent to ACH and then to Stollery for her Co-arc repair.  We will 
celebrate her first birthday on January 2nd, 2016.

Joshua turns 4 years old on 
January 17th!  He is 1 year 
post-Fontan and doing well!

Sydney will be 
turning 1 year 
old on February 
5th. 

My beautiful HLHS (Hypoplastic Left Heart 
Syndrome) Daughter, Dawn Louise, turns 6 on 
the 23rd of March 2016!  With every passing year 
I like to think of the surgeons, doctors and nurses 
we have met along the way, without their help, 
we may not have celebrated so many! Thank you! 
HAPPY 6th BIRTHDAY MY BRAVE BABY GIRL!

Evanna’s birthday is April 29 and she’ll be turning two!  Update: We’re finally DISCHARGED. 
After 400 days (323 of which were in ICU) between the Stollery and ACH, 7 ICU transfers, 7 
surgeries and countless tests and procedures, we finally got to take our baby girl home – and 
much to doctor’s amazement, we’ve been able to keep her home where she is just thriving 
beautifully! We still have at least one surgery (GTube) and a few Cardiac Caths planned for 
2016, but hopefully we’ll spend a lot less time in the hospital this upcoming year.

Hadley will be 
celebrating her 
first birthday on 
April 3rd.

Atom recovering from open-heart surgery on unit 
4C at the Stollery Hospital in Edmonton.
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If you want to know me,  
         look inside your heart. 
                                                                               Lao Tzu

Offbeats is a youth group that get together throughout the school year 
to do fun things together. If you are between the ages of 12 and 17, 

have a heart condition and like to make new friends, please contact us at 
offbeats@heartbeats.ca and you will be added to the email list to receive 
notices of upcoming events.  

We want to introduce you to the two newest leaders of Offbeats, Courtney 
Morin & Sharon Falk:

 Hi! I’m Courtney Morin, and I’m “1 out of 100” that was born with CHD. 
I’ve been connected with Heart Beats since my youth, as both my parents 
were original members of the group when it was first founded. I was also 
an original member of Offbeats when it was first formed. I have lots of 
wonderful memories of my times with both groups as a Heart Beats kid. 
And I look forward to making more memories as I connect back with Off-
beats :-) I currently work as an IT Project Coordinator with Alberta Health 
Services, and am 29 years old.

Hello! My name is Sharon and I’m a 28 year old, native Calgarian that 
loves biking, snowboarding, and kayaking.  I became connected to Heart 
Beats through my younger brother, Daniel, who has congenital heart dis-
ease and my mom, Sylvia Falk, who has been an integral member of the 
Heart Beats team for many years. Growing up with a sibling with CHD 
gave me a desire to work in healthcare, and now I work as a pharmacist 
at the Peter Lougheed Center. I’m really excited to be involved with Off-
beats and look forward to meeting you! 

We are excited to have Courtney and Sharon become involved with 
Heart Beats!
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