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February 7-14 is Congenital Heart Defect 
Awareness Week. Calgary joins other 

communities around the world to raise 
awareness of CHD.
Do you want to spread awareness, but are not sure 
how to get started? Here are some ideas:
•	Ask to host an information night and bake sale at 

their child’s school.
•	Have a “Wear Red” day in your child’s dance class/

karate class/choir practice, etc. Everyone in the class can 
donate a toonie to Heart Beats.

•	Ask to speak at your church or community group. Extend a 
challenge to each member to tell 3 other people CHD facts to 
spread awareness.

Join other heart families to kick off CHD Awareness Week! We will be 
hosting a fun family event with crafts, refreshments and a family 
friendly movie on Saturday, February 4th from 1:00-3:30 p.m. at 
Cardel Theatre located at 180 Quarry Park Blvd. There is no cost 
for attending this event, but we will be gratefully accepting wine, 
unused gift cards, or raffle items for our upcoming Gala.  
Please RSVP to jenb@heartbeats.ca by February 1st.

 

   HEART BEATS  
CHRISTMAS PARTY

Milk & Cookies with Santa - 40 families gathered for Heart 
Beats’ Annual Christmas Party on November 26th, 2016 

at the Silver Springs Community Centre.  The unseasonably warm 
weather nixed our plans for skating and sledding, but there were lots 

of Christmas crafts to do as well as hot chocolate and snacks to enjoy.  
Santa stopped by with gifts for all the kids in attendance.  It was a great kick-off to the 
Christmas season!

CONGENITAL 
HEART DEFECT 
AWARENESS WEEK
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Raising 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
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Upcoming Events

Annual Family Event
Join us for some crafts, 
refreshments and a family 
friendly movie at Cardel 
Place located at 180 Quarry 
Park Blvd.  There is no cost 
for attending this event, but 
we will be gratefully accepting 
wine, unused gift cards or raffle 
items for our upcoming Gala. Please 

RSVP by February 1st by emailing  

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.  

   

Heart to Heart  

Parent & Tot 
Heart to Heart Parent & Tot is an 

informal group offering families with 

young children an opportunity to 

connect with other families sharing 

the common experience of living 

with CHD. Weekday play dates will be 

organized for heart tots and their young siblings 

a few times a year at various locations around the city. 

To be added to the mailing list to receive notification 

of upcoming events, please email info@heartbeats.

ca with the name and age of your heart child and any 

young siblings.  back cover of this newsletter for more 

information.

Heart Beats Annual  
General Meeting
Heart Beats Annual General Meeting is tak-ing place on Tuesday, March 21st, 2017.  Anyone who is interested in learning more about what we do, or becoming involved, is welcome to attend.  For more informa-tion, please email info@heartbeats.ca 

Celebration of 
Hearts Anniversary 
Gala
Heart Beats is turning 30 and to commemorate this 

milestone, we are holding a celebratory gala for our members and 

invited guests. It will be held at the Calgary Italian Cultural Centre on 

February 11th. beginning at 6:00 p.m.  The evening will include a four 

course Italian dinner with wine, music, dancing, door prizes and some 

fabulous raffle items, including two tickets to anywhere WestJet flies.   

Free parking is included.  Tickets have been reduced to $75 each and 

would make a perfect evening out with your Valentine.  Please email 

Patty Wiebe at pattyw@heartbeats.ca to order your tickets.

Offbeats
Offbeats is for CHD youth ages 12-17 and is led by Offbeats alumni Courtney, Vittorio, and Sam.  On Feb-ruary 4th at 4 pm they are meeting at Vivo for climb-ing wall, swimming and pizza.  RSVP by February 1st to off-beats@heartbeats.ca.   
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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. 

 

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 may mail your donation to

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

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

Thank you to all our generous donors! Your support of our heart families is very much appreciated.

HEART BEATS FAMILY FUN RUN
        

The 7th annual Heart Beats Family Fun Run took place on October 16th, 2016.  It was a great morning of community 
with our heart families and those that support them.  Over 600 racers, including over 30 teams, participated in the 10 

km, 5 km and kids 1 km races.  Congratulations to the age category and overall race winners who were acknowledged 
on race day.  Race results can be found at https://www.startlinetiming.com/en/races/2016/heartbeat.

Thank you to our race sponsors:  

•	Wolsey	Structural	Engineering	 	 •Dream	Industrial	Management	Corporation
•	Global	Analyzer	Systems	Ltd.	 	 •Crowfoot	Physiotherapy	Ltd.	
•	Flyershop	 	 	 	 	 •Running	Room
•	Superstore	–	Signal	Hill	 	 	 •4Imprint

We also send out a big thank to those who made donations to Heart Beats.  The Annual Run is our biggest 
fundraiser and this year it made $39,000!   Lauren’s Angels was the top fundraising team collecting 
$5,000, and Sadie Koslowski was the top fundraising individual collecting $2,350.  The money raised 
will support children in southern Alberta born with congenital heart defects/disease and their families.  
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CAMP DEL CORAZON

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. Camp activities include a climbing wall, adventure 
games, waterfront activities (i.e. swimming, kayaking), archery, court games, “boom ball”.  The camp offers an opportu-
nity for heart kids to be ‘normal,’ to forget their ailments and to connect with others who have had similar experiences 
and scars. Additionally, it offers an opportunity for parents to send their child to camp with peace of mind knowing it 
is staffed by medically trained volunteers including nurses and cardiologists.   

Camp del Corazon offers the camping program free-of-charge.  The only cost for campers is transportation to and from 
the camp.  Heart Beats has a scholarship fund that will cover the plane fare for first-time campers from southern Alberta.  

Calgary teens have attended Camp del Corazon over the past three years.  Last August Ryan, Korynn and Isabelle all 
returned for their second camp experience.  There are plans to return for a third time!

Camp dates for 2017 are August 24-28, August 28-September 1, and September 1-5.

For information on how to apply for camp, visit www.campdelcorazon.org .  For information on the Heart Beats camp 

scholarship fund, email info@heartbeats.ca .

Offbeats had a very fun Christmas Party on December 4th decorating mini gingerbread 
houses, playing hockey (both street and air versions), and an entertaining “white 
elephant” gift exchange.  

The upcoming Offbeats events are:

•	Saturday,	February	4th	@	4	pm:		Climbing	wall,	swimming	and	
pizza at Vivo (11950 Country Village Link NE).

•	Saturday,	April	22nd:		Details	TBD

Offbeats is led by Courtney Morin, Vittorio Borelli, and Sam Croft 
… all Offbeats Alumni!  It is for youth agest 12-17 with a CHD.  To 
receive more information, or to be added to the Offbeats mailing list, email 
offbeats@ heartbeats.ca .

OFFBEATS
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Extremely low risk of exposure to bacteria         
through open heart surgery identified

December 1, 2016:  Approximately 11,500 AHS adult and pediatric patients to be notified

EDMONTON	–	Alberta	

Health Services (AHS) is notifying about 11,500 former open-heart 
surgery patients of an extremely low risk of infection related to po-

tential exposure to bacteria during their procedure.
The Federal Drug Administration (FDA) and Centers for Disease Control 
(CDC) in the U.S., as well as Health Canada, have reported a potential 
risk for Mycobacterium chimaera infection associated with certain heat-
er-cooler units, which are used to warm and cool blood during adult and 
pediatric open heart surgery.

AHS has used and does use these heater cooler units at the Foothills Medical Centre in Calgary and at the Ma-
zankowski Alberta Heart Institute and the Stollery Children’s Hospital in Edmonton.

“We are releasing this information proactively to share details about the potential risk of exposure to M. chimaera 
bacteria as well as to reassure patients and families that there is an extremely low risk of infection in those who 
may have been exposed. No infections have been identified to date in any AHS cardiac patients,” said Dr. Mark 
Joffe, AHS Senior Medical Director, Infection, Prevention and Control.

“As always, patient safety is our first priority. Our sites follow manufacturer instructions for use to clean and 
maintain these machines. At all sites, we have implemented additional safety measures to further minimize risk.”

M. chimaera infections cannot be spread by person-to-person contact. Infections grow slowly and may take 
months or even years to develop. Symptoms can be subtle, but will generally progress over several weeks and 
may include:

•Fever    

• Unexplained, persistent and profuse night sweats

•Unintentional weight loss 

• Muscle aches

•Fatigue

• Redness, heat or pus at the surgical incision site

“It’s important for patients to understand that symptoms are far more likely to be caused by other health condi-
tions or short-lived bacterial or viral infections than M. chimaera,” said Dr. Joffe. “The risk of M. chimaera infec-
tion is extremely low but it is important to consult with your doctor if symptoms persist for more than a couple of 
weeks and you feel that your health is declining.”

Over the coming days, AHS will mail notifications to Alberta physicians and discharged open-heart surgery pa-
tients who may have been exposed to M. chimaera during their procedure. The public notification will include 
adults and parents or guardians of pediatric patients.

AHS is monitoring the situation very closely and will continue to follow all Health Canada guidance and direc-
tion related to the use of heater cooler machines.

Individuals looking for more information can contact Health Link at 811.

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.



Winter 2017 7

Seven-year-old Make-A-Wish® Southern Alberta Wish Child, Julian 
had a heart transplant and stroke shortly after birth. He also suffers 

from daily seizures. 

His mom, Jeannine says their family decided now was the time to 
have Julian’s wish granted after a recent medical scare. 

“It wasn’t until he had a seizure last year that put him in a coma 
that we decided it was the right time to make a wish. He is at risk 
for SUDEP (Sudden Unexpected Death in Epilepsy). It was never as 
heart-wrenchingly apparent as it was the morning I found him in a 
coma.”

Julian loves to dress up and play act his favourite superheroes and 
villains. Through his many treatments and tests he has maintained his 
positive attitude and love of life. 

His one true wish was to go to Walt Disney World Resort® during the 
Halloween season. He was looking forward to spending time with his 
family, dressing up and meeting his favourite characters. 

Jeannine says the trip was a welcome break as the family is facing a 
tough decision regarding brain surgery for Julian.

“It is a nerve-wracking time in our lives. Make-A-Wish gave us the most 
amazing memories and allowed us an opportunity that we just could not 
have had without their support. We are forever grateful.”

While the family was at Disney World they had a feeling of happiness 
and creating memories never to be forgotten. 

“This experience helped our family to realize that we need to take 
time to relax and focus on making time to create special memories,” 
says Jeannine. “We want to spend quality time with each other being 
ourselves and enjoying each other and trying not to get so caught up in 
the mundane tasks of everyday living.”

Make-A-Wish® is honoured to grant the wishes of children like 
Julian. We grant wishes to children, ages 3 to 17, with life-threatening 
medical conditions to enrich the human experience with 
hope, strength, and joy. To date in 2016 we have granted 
50 wishes. To learn more about Make-A-Wish Southern 
Alberta visit 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 visit 
makeawishsa.ca/refer-child, or call Vickie at 403-228-3666.

JULIAN’S	WISH	TRIP	TO	DISNEY	WORLD
December 1, 2016:  Approximately 11,500 AHS adult and pediatric patients to be notified
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For as long as I can 
remember, mother-

hood was not in the 
cards for me.  Sitting 
on the examination 
table, as a young girl, I 
recall a doctor recom-
mend to my mother 
that I have my tubes 
tied at 16. At the time, 

I didn’t understand what “tubes tied” meant, but I 
understood what their concerns were about: preg-
nancy.  Pregnancy meant death, something we all 
wanted to avoid.  
I was born with a complex heart condition called 
hypoplastic right heart syndrome. Essentially, the 
right side of my heart was not working. The right 
ventricle did not pump, a pulmonary valve was 
missing; I had two holes in my heart and underde-
veloped lungs. Doctors have said it is one of the 
most complex of complex heart diseases. 
At 10 days old, I underwent my first heart surgery. 
At 1 year, my second open heart surgery. The mor-
tality rate was 40%. At 6 years old I underwent 
another open heart surgery. It was a major pallia-
tive repair. At 8 years old, because I was increas-
ingly cyanotic, the cardiac team at BC Children’s 
Hospital planned for another cardiac surgery and 
implanted a Blalock-Taussig shunt. The doctors’ 
overall plan was to extend my life with cardiac in-
terventions and then proceed with a heart and lung 
transplant. When I was 17 years old, my health 
took a turn for the worse; I was in congestive heart 
failure. Yet, the advancements in research enabled 
me to have a complete repair of my heart, instead 
of a having a heart and lung transplant. 
From then on, at my cardiology visits, whenever I 
was asked about whether I was thinking of plan-
ning a family, I immediately said I was not inter-
ested—I never asked any questions about it, and I 
figured everything was status quo.
It wasn’t until I was 30 years old, living in Toronto, 

when I learned that the status quo had changed. At 
a yearly check-up with my doctor, I said, “I can’t 
have children because of my heart.” He stopped 
and looked and me. “Yes, you can,” he said.
I was stunned. I thought my heart could not with-
stand the increased blood flow from pregnancy. 
He explained that after the final repair, my heart 
had better blood flow. But most importantly, what 
had really changed was in the last 20 years, clini-
cal studies and research had shown that women 
with various complex heart diseases could man-
age pregnancy.  
I became pregnant at 36 years old. I kept it a secret 
from my family until I was 20 weeks pregnant. I 
didn’t want to worry them unnecessarily. When I 
finally told them, they were shocked, scared, wor-
ried, and happy. I think they were also relieved to 
know I wasn’t letting myself go with all my weight 
gain!  
My pregnancy was just like any other, though 
mine carried a few more doctor appointments and 
tests. My obstetricians and cardiologists worked 
together managing the pregnancy. They meet ev-
ery week to discuss the cardiac obstetric patients.  
One way I think my pregnancy differed from the 
norm was the amount of the unsolicited comments 
I received from medical staff, family, friends, and 
coworkers. At my 12-week echocardiogram, the 
technician told me, “I would never do it!”—mean-
ing have a baby if she had CHD. I lay there won-
dering if I was making a huge mistake. She sees 
patients every day, I thought, maybe she knows 
something I don’t. I decided to listen to the words 
of my brilliant and competent cardiologist, Dr 
Grewal. I cannot count the number of times peo-
ple who weren’t health care workers told me to 
have a C-section. “It will be easier on your heart,” 
they thought. I explained that a natural delivery 
is actually safer for my heart and a C-section had 
increased medical risks. The majority of people 
remained unconvinced. People often commented 

By Joanna Barker  

MOTHERHOOD: THE DREAM I NEVER DARED TO DREAM
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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

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.

on the condition of the baby, believing she would 
have a heart problem, be a born small, be born 
premature—funny no one ever guessed she’d be 
born gorgeous. 
The PACH Clinic did an echo, ECG, and check-up 
for each term of pregnancy, along with a prena-
tal ultrasound to look for any signs of CHD in the 
baby. The rest of the care was through the obstetri-
cian’s office. 
I was to deliver at St. Paul’s Hospital, which is 
where I did the fetal monitoring. It started at 28 
weeks (normally they do it at 32 weeks for heart 
patients), but my oxygen levels were low and my 
heart rate was steadily climbing to 130 bpm. My 
heart rate is naturally high, at around 120 bpm, 
but as one nurse said, we don’t want it higher than 
the baby’s heart rate!
Five days before due date, I was admitted for an 
induction. My blood pressure was high and I was 
really ready to have the baby. I experienced ex-
treme fatigue throughout the pregnancy, but the 
last few weeks were even more exhausting. In the 
end, my water broke just when they started the 
induction. They then stopped the induction, and 
I progressed naturally. I had an early epidural so 
my heart rate would stay lower during the contrac-
tions. After 12 hours of labour, a gorgeous baby 
girl was born, 8.3 pounds. She was healthy and 
beautiful; I was elated.
Motherhood is a dream come true, except it was 
never my dream, I never thought I could dream it, 
which makes it even sweeter!
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Our Partners: WCCHN Update
The	 Western	 Canadian	 Children’s	 Heart	 Network was established to link 

expertise between the five Pediatric Cardiac Care Centres across the four western 
provinces (British Columbia, Alberta, Saskatchewan, and Manitoba) to improve inter-
provincial cooperation and partnership.

The Network’s core function is to coordinate and integrate care for Pediatric Cardiac 
Patients across the Western Canadian provinces.

The WCCHN’s website provides access to a variety of information and resources to assist patients and families 
who are going through medical and surgical interventions related to heart problems.

The	WCCHN	Office	would	like	to	welcome	the	newest	additions	to	the	Clinical	staff:

Dr. Katey Armstrong, a Heart Transplant/Heart Function Cardiologist has joined BC Children’s Hospital in 
Vancouver BC.

Dr.’s Angela McBrien (Echocardiography), Cameron Seaman (Catheterization), Konstantin Averin (Catheterization) 
and Carolina Escudero (Electrophysiology) have joined the Stollery Children’s Hospital in Edmonton AB.  Dr. 
Darren Freed has also recently joined the Stollery team as an additional Cardiac Surgeon.

Dr. Tim Bradley, specializing in Echo and Fetal Cardiology has joined the Royal University Hospital in Saskatoon.

What’s	new	at	the	WCCHN	Office?

•	The	WCCHN	Office	 is	 currently	working	on	 refining	 and	updating	 their	 strategic	plan,	which	was	 last	
reviewed in 2014.

•	We	are	working	on	a	revamping	our	annual	report,	which	will	next	be	released	in	January	2018.	

•	Dr.	Simon	Urschel	(Edmonton	Transplant	Cardiologist)	will	be	visiting	Vancouver,	Saskatoon,	and	Winnipeg	
over the next year for his annual Mobile Transplant Clinic.

•	Updates	 have	 taken	 place	 in	 our	 internal	 database,	which	 has	 streamlined	 the	 catheterization	 referral/
booking processes for Edmonton and Vancouver.

•	All	of	our	committees	are	thriving	and	working	on	a	variety	of	different	projects,	including	a	FAQ	booklet	
for parents. We are excited to be able to share this with families once it has been completed.

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!

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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CCHA
Since 2004 CCHA has worked closely with both adult and pediatric medical professionals and 
patients across Canada to raise awareness of congenital heart disease and the need for lifelong 
expert care. The fact is that now 90-95% of children with heart defects will live to adulthood 
and well beyond, and we must ensure that the care and support is there for them every step of 
the	way.	We	recognize	that	the	effects	of	congenital	heart	disease	extend	beyond	the	patient,	
and so we will strive to be an alliance of patients as well as our families, friends and loved-ones. 
We	need	to	work	hard	to	ensure	that	we	continue	to	get	the	best	care	possible,	not	only	for	
ourselves,	but	also	for	future	generations	of	patients	and	their	families.	We	invite	you	to	join	up	
as a member and get involved.

CCHA	is	the	only	non-profit	organization	in	Canada	that	supports	all	Canadians	with	congenital	
heart defects.

Our work involves:

• Helping to save lives by educating patients with heart defects on how to protect their health.

• Helping to improve the lives of heart defect patients by offering needed support, education, and resources.

• Empowering heart defect patients to advocate for themselves and their community.

• Helping patients with heart defects share stories, make new friends, and trade support and information.

• Keeping patients, their families, friends, and the medical community informed of the latest breakthroughs in congenital heart 
defect (CHD) care, by receiving regular newsletters and attending events and conferences.

• Helping to educate the local and national media, medical community, government, and the general public about the life-long 
needs of heart defect patients.

• Being committed to work with other CHD organizations around the world to improve the lives of Canadians with CHD.

• Working on your behalf to support all CHD patients in Canada

Date:  Nov. 4th and 5th, 2017

Time: 9:00am to 4:00pm 

Location: Chan Centre for Family Health Education, Vancouver

The next “Growing Up with Heart Disease” Conference for heart 
families will take place on November 4-5th, 2017 at the Chan 
Centre, next to BC Children’s Hospital in Vancouver, B.C. Sev-
eral members from Heart Beats have attended past conferences 
and have found the information presented to be well worth the 
trip. The conference includes special sessions for teens with 
CHD.  Childcare is also offered for a fee.  Information regard-
ing registration will be posted on the Children’s Heart Network 
website at  www.childrensheartnetwork.org.

Growing Up with Heart Disease Conference
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Congenital Heart Defects and Physical Activity
                 Adapted from the American Heart Association   www.heart.org

As we are often reminded, physical exercise is im-
portant and should be a regular part of our lives.  

It helps improve overall health and reduces the risk for 
diabetes, obesity and depression.  

That includes most people with congenital heart dis-
ease. Research on patients with CHD, even those with 
complex conditions, has shown that routine moderate 
exercise is safe and beneficial.  

Recommended Activities
The best and safest types of exercise are aerobic activi-
ties. Examples include brisk walking, swimming, biking, jogging, rowing, cross-country ski-
ing, hiking or stair climbing. These increase the heart rate and make you breath heavily - if 
you can speak in full sentences but still feel your heart pounding, you’re likely benefiting 
from a safe level of activity. 

Activities that cause grunting or straining (medically referred to as a “valsalva maneuver”) 
are often not recommended for patients with CHD. This happens when a person bears down 
against a closed throat to increase the strength of arm or abdominal muscles. There’s of-
ten a tendency to do this when lifting heavy weights, doing sit-ups, push-ups or chin-ups, 

etc., but it may be harmful. Straining causes a sudden rise in 
blood pressure, which adds strain on the heart; it increas-

es the pressure in the lungs, which can affect blood 
flow from the body into the lungs; and it often means 
there’s more force on the chest wall, and many con-
genital heart patients have surgical scars in the chest 

that can be damaged, particularly in the first 
year after surgery.  

One size doesn’t fit all
For most patients, the benefits of exercise out-

weigh the perceived risks.  However, what is ben-
eficial for one patient can be dangerous for another.  For 

example, patients with an enlarged aorta, which can occur in 
people with Marfan syndrome, Turner syndrome, coarctation of 

the aorta, or a bicuspid aortic valve, are usually ad-
vised against engaging in strenuous exercise, par-

ticularly activity that involves straining or grunt-
ing like heavy weight lifting.  This is why it is 
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important to work closely with a cardiologist and physician to find types of physical activities 
that are safe for their particular heart condition.  

What about competitive sports?
A cardiologist should be consulted before engaging in any competitive sport. An exercise test 
may be recommended to determine a safe aerobic intensity level.  During the test, the heart rate 
is measured in response to the exercise, blood pressure, heart rhythm and overall exercise per-
formance. The patient is encouraged to exercise at his/her peak while he/she is monitored safely 
and carefully. This test can determine whether a sport is appropriate for his or her heart condition 
and what aerobic level a sport should be played at.

Some examples of team sports that involve low to moderate aerobic intensity are golf, curling, 
baseball and soccer.  Court activities such as tennis, squash and volleyball are also considered 
moderate aerobic activities.  

Intensely physical sports such as football, boxing or hockey are not usually recommended for 
patients with CHD as these can increase the chance for injury and place unnecessary strain on 
the cardiovascular system.  

In conclusion…
Any amount of activity is better than none, and the more physically active a person is, the greater 
the anticipated cardiovascular benefit.  A good target to work towards is to exercise for at least 30 
minutes a day for five or more days a week. If it seems like too much, start with a more modest 
goal and build from there.
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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.

BIRTH	ANNOUNCEMENT
One of Heart Beats very own directors, Uli Ng, welcomed the birth of her second son, 
Clifford Tian Wing Merralls! Clifford was born on November 27, 2016 and the entire 
family is doing very well. Their days are now spent feeding, napping, and protecting the 
baby from a very curious big brother, Teddy. 

Isaac Tymchuk will be celebrating a 
2 year anniversary of his major heart 
reconstruction on March 26. He is 
doing fantastic thanks to all of his spe-
cial nurses; his cardiologist, Dr. Fruit-
man; and his surgeon, Dr. Al Aklabi. 

Adam Bond will be celebrating his first birthday 
on January 27.  After undergoing an emergency 
ALCAPA repair in April and a lengthy hospital stay, 
both in Edmonton and Calgary, we are thrilled he 
is now doing very well.  We are looking forward 
to celebrating this important milestone!first birth-
day on January 2nd, 2016.

Dawn-Louise Archer has Hypoplastic Left Heart Syndrome (HLHS) 
and is currently 6 years old. She will be celebrating her 7th birthday 
on the March 23 at Chessington World of Adventures. She will be 
staying for one night in a hotel overlooking ostriches and zebras, 
have a chance to hand feed giraffes, and enjoy many rides! 

Her whole family has been very proud of Dawn-Louise. She 
recently has been put forward for her first ballet and tap exams, 
which will take place in February and March. She has also passed 
TWO swimming badges! She has only been taking swimming 
lessons since September after finally getting the okay from her 
cardiologist this past August. 

Hope Carey turned 3 on January 9th! She has defied every odd, 
fought hard, and every birthday is a celebration of our miracle. 
Hope had a Swiss cheese heart (tons of VSDs), secondary pul-
monary hypertension, and pulmonary stenosis. She has had two 
surgeries with the incredible Dr. Al Aklabi at 5 weeks and 20 
months of age.  

Marie Foulonneau will 
turn 2 on April 1st - 
around the same time she 
will welcome a new baby 
sister!

Joshua Edel turns 5 years 
old on January 17th!  He 
loves sports, coloring, 
and going to preschool. 
He is 2 years post-Fontan 
and doing great!
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Celebration of Hearts 
30th Anniversary Gala 

 

February 11th, 2017   6:00 p.m. 

Calgary Italian Cultural Centre 
416 1 Ave NE, Calgary, Alberta 

 

You are invited to join Heart Beats as we celebrate 30 years of helping children 
with heart disease in our community.  This adult evening out will feature a four-

course Italian dinner with wine, music and dancing, and some 
fabulous door prizes and raffle items including Westjet passes. 

 
Tickets are $75 each and can be purchased by emailing pattyw@heartbeats.ca 

 
 
 

 

 


