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The 2nd annual Heart Beats Family Camp at 
Camp Evergreen took place on September 

11-13, 2015.  21 families attended, which 
included 42 children ranging in age from 6 
months to 14 years old.  The Camp Evergreen 
staff were great … they kept us well fed 
and busy!  The families enjoyed a variety of 
activities including the climbing wall, zipline, 
archery, canoeing, trail rides, and pony rides.  
They also enjoyed connecting with one another 
… seeing existing friends and making new friends.
We are planning next year’s Heart Beats Family Camp and working 
with Camp Evergreen to hopefully be able to accommodate more 
families.  Mark your calendars for September 9-11, 2016!

Family 
  Camp-Out
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Your Support in Action
Donations made to Heart Beats Children’s Society of Calgary are used to provide information, resources 

and support to families living with congenital heart defects.  The following is just a few ways your 
donations have helped:

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

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

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

• Items of encouragement for children undergoing extended hospitalization;

• Camp Scholarships for children with congenital heart disease. 
 

Thank you to the following donors for your support!

Doreen Black, in honour of Wyatt Land
Stuart Borthwick
Alexa Castillo
Catherine Hesketh
Cathy Howarth
Asher Kotyks
Yves & Shirley Maurette, in memory of Noah Maurette
Lucas Neander
Lauren Taylor
Stephanie Thomas
Bradley Weicker (United Way)
Atco Ltd.
Canadian Pacific Railway Company
Charitable Impact Foundation (Canada)
Community Natural Foods Ltd.
Encana Corporation
Macquarie Group Foundation

Rotary Club of Calgary North
Telus (Martin Prince)
United Way of Greater Toronto
Watson Family Foundation at the Calgary Foundation

The following made donations in memory of Alysha Oliphant:
Christine Abundo
Albert & Joyce Bailey
Valerie Giorgini
Gerry Hafichuk
Jeannine Horsnall
David LaBarre
Paula & Gregory Miller
Earle & Jeannine McVicar
Jeannine Oliphant
Bishop Carroll High School
Sundre Oilmen’s Association

Heart Beats Information Video
Heart Beats extends a huge thank you to Natalie Selinger and Beau Shiminsky 
for donating their time and artistic talents to the design and creation of an ex-
clusive video for Heart Beats.  Please visit our website at www.heartbeats.ca 
to view this incredible video.

Community Bake Sale
My cousin Samantha had apparently been bugging her mom since June to host a 
bake sale in honour of my son, Wyatt.  So together my Aunt Doreen, my cousins 
Amanda and Samantha spent the week baking and packaging up multiple different 
treats. It poured rain the day of the bake sale but they sold out of treats and raised 
$450 for Heart Beats with the help of community kindness. I am really proud of 
them and touched by the support they have shown our family by supporting the 
people who support us. - Robyn Land, “heart mom” to Wyatt

From January through August 2015
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A big thank you to all of the members of Canadian Society of Exploration 
Geophysicists (CSEG), especially to Brendan Smith and Aggie Pawlak, who 

selected Heart Beats as their designated charity. The 63rd annual golf tournament was 
held in Kimberly, BC. Throughout the week-end, money was raised by awesome course 
events including the charity chip–off and long drive competitions, raffles and silent auc-
tion event. In total and amazing $12,000 was raised. Board member, Heidi Smethurst 
and husband, Dave, attended the week-end and represented Heart Beats at the various 
activities. “Sharing the incredible stories about our kids and families, and the practical 
support Heart Beats provides was a privilege. The attendees were generous; both in their giving 
and with their interest of our group. It was a wonderful, fun filled week-end.” – Heidi Smethurst, 
Vice-Chairperson of Heart Beats.

“I Wear Red for Alysha” Ribbon Campaign
On May 29, 1997 I, Kelsi Oliphant, was blessed with a beautiful little sister named  
Alysha Tea Oliphant.  Although flawless in my mind, her heart was far from it.  Alysha was di-
agnosed with Hypoplastic Left Heart Syndrome months before she was born. Bravely fighting 
through her first three open-heart surgeries (Norwood, Glenn and Fontan), and extended hospital stays, 
by the time Alysha recovered from the Fontan surgery, she was no longer defined by her condition.  Play-
ing a variety of competitive sports such as volleyball, tennis, golf, soccer, swimming and dance, while 
excelling in school, Alysha did more with a half of heart then what most do with a full one. 

Alysha lived as close to a normal life as she could, until turning sixteen when Doctors determined she was 
once again in need of another open-heart surgery. Following two more open-hearts and a whole lot of 
fight, our sweet angel lost her battle with HLHS. 

Devastated following Alysha’s passing, I have directed my attention towards raising awareness and ensur-
ing Alysha’s journey will not be forgotten.  I had been playing tennis in the NCAA for two years and my 
fellow student-athletes, teammates and coaches graciously helped me put together a match in memory for 
Alysha.  I came up with the idea to sell red ribbons to symbolize her journey with CHD.  Raising close to thirteen hundred dol-
lars for Heart Beats, the “I Wear Red For Alysha” campaign was an enormous success.  I further expanded this idea at Alysha’s 
graduation ceremony this past June. Six hundred Bishop Carroll High School graduates and supporting staff each wore one of 
my hand made ribbons as they walked the stage to accept their diplomas as a tribute to Alysha. 

Alysha was always actively involved with Heart Beats alongside my mom Jeannine.  The Family Fun Run was one event she es-
pecially looked forward to during the year.  Although last year was Alysha’s final time participating 
and enjoying the run, we plan to continue on her memory at this year’s event.  Despite the fact the 
ribbons originally represented Alysha’s journey, this year’s run will mark the transformation of this 
concept into something much greater.  The ribbons will not only symbolize the memory of Alysha’s 
fight, but also all other children that have lost, or are still battling and living with CHD.  In sell-
ing these ribbons at this year’s run, I hope to increase awareness of CHD and the support needed 
for families like mine. Over the years our family has volunteered and been heavily involved with 
Hearts Beats. With that being said, Heart Beats has also done a tremendous amount for Alysha 
on both her healthiest and sickest days. This is why all proceeds from the sale of the ribbons will 
go directly to Heart Beats to help in their mission in making the journey through CHD a little less 
daunting for the children and their families.

CP Has Heart
On July 11th, CP Has Heart generously selected Heart Beats as a recipient for a Fun Run 
Challenge at their annual Stampede breakfast.  A running simulator in the form of a video 
game was installed and groups of up to four people could compete to run as quickly as 
possible on a stationary mat. Their avatar on screen then ran a race and the first one to the 
finish won!  The more people that competed, the more money was raised for Heart Beats.  
Thank you again to CP Has Heart for once again supporting Heart Beats! 

from left: Patrick Tutty, David 
Smethurst, Aggie Pawlak, Brendan 
Smith, Heidi Smethurst, Jenelle Tutty.

$12,000 Raised at the Annual  
Doodlebug Golf Tournament
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Donating to Heart Beats
If you wish to contribute to the support of families of children with 
congenital heart defects, you may do so 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 dona-
tions by credit card to Heart Beats through CanadaHelps.org.  

3.  You can make a directed donation through the United Way 
through a payroll deduction.  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

Tax receipts are issued for donations of $20 or more. 

On October 17, look for the “I Wear Red for Alysha” table at the 
Heart Beats Family Fun Run.  You can pick up your very own CHD 
ribbon for $2 (cash only), made with love by my Grandmother 
Betty and myself.  Show the world that you too support children 
born with Congenital Heart Disease. 

Written By Kelsi Oliphant, In loving memory of Alysha Oliphant 

Stitched With Love – 
                                                        

    

      Pillowcases  
 
Every child deserves a sweet dream.  ‘HAPPY’ 
Pillowcases are handcrafted with love by Aly-
sha Oliphant’s Grandmother, Betty, as a way 
to raise awareness of CHD and to support 
Heart Beats in honouring the memory of her 
beloved Alysha.  Each pillowcase is made 
with 100% combed cotton and is avail-
able in a variety of fun and vibrant colours/
patterns. These whimsical creations will 
be available at the upcoming Heart Beats 
Family Fun Run on October 17th at a cost 
of $30 each (cash only).  All proceeds will 
be donated to Heart Beats.  Look for the 
display next to the Door Prize table.

Your Support in Action

Gift Card Drive
While Canadians love receiving and giving gift cards, Con-
sumer Reports magazine estimates that one out of every 
four gift cards remains unused after a year. Instead of al-
lowing these unused cards to collect dust or take up room 
in wallets, why not donate them to Heart Beats and receive 
a tax receipt? Unused gift cards can make all the difference 
to a family traveling to Edmonton for their child’s surgery. 
They can also be tucked into one of our Christmas Hampers 
which are distributed to heart families in need or be used to 
organize activities for our youth group. If you are interested 
in donating gift cards to Heart Beats, please mail same to:

Heartbeats Children Society
Box 30233
Chinook Postal Outlet 
Calgary, AB  T2H 2V9

Please be sure to include your name and mailing address 
so we can issue you a tax receipt for cards in excess of $20.

Supporting Heart Beats 
Through the United Way
Many workplaces are currently promoting the United Way 
Giving Campaign by handing out donation forms that will al-
low employees to donate regularly to designated non-profits 
via your paycheque. In addition, many employers will match 
the donation that you make. 

Heart Beats is one of the charities you can support through 
the United Way campaign and signing up is easy! Simply fill 
out the United Way Payroll Donation Application Form, In 
Section 3, entitled: How I Would Like to Help the Commu-
nity Check the “Other” box and indicate an amount to: “Heart 
Beats Children’s Society of Calgary”. Please include our Char-
itable Registration Number 88907 6261 RR0001.

Only $10 per month from 100 donors would net $12,000 an-
nually to Heart Beats. We rely on the generosity and support 
of donors to carry out the work of supporting heart families. 
Thank you for considering supporting Heart Beats through the 
United Way Giving campaign!   
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Upcoming Events

      
Mom’s Coffee Group  & Dad’s Night OutMom’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.   

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. 

      Heart Beats 

   Christmas Party
Join us for our annual Christmas Party on Sunday, Novem-

ber 29, 2015 from 11:00am-2:00pm at the Ramada Plaza 

Calgary Airport Hotel and Conference Centre, 3515 26 

Street NE in Calgary.  A Christmas brunch, seasonal crafts 

and a visit from Santa will be included.  Please RSVP to 

jenb@heartbeats.ca by November 10th, 2015. 

Family Fun Run

Mark your calendars! Heart Beats will be 

holding its 6th Annual Family Fun Run on 

Saturday, October 17th. As in prior years, 

the race will begin at Eau Claire Market and 

follow the running paths along the Bow River. 

There will be a 10km Run, a 5km Run or Walk 

and a 1km Children’s Race. You can sign up by 

clicking the running heart on our website at www.

heartbeats.ca or at www.runningroom.com. Don’t miss 

this opportunity to take part in our biggest fundraiser of the 

year! All funds raised go directly to helping families with heart 

disease in Calgary and Southern Alberta. For more information 

about the race, please see the back cover of this newsletter or 

contact our run coordinator at cindyc@ heartbeats.ca.
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Motor Skills in Children with  
   Complex Cardiac Conditions
   Dr. Pamela Veale, Developmental Paediatrician 

This was the third presentation to Heart Beats from Dr. Veale.  Her presentation was very 
informative and was followed by a question and answer period.  The following are some 
notes that I took at the conference. – Jen Beleshko

The percentage of delay in gross and/or fine motor skills in children with CHD is significant.  While severe disability is uncom-
mon, 40-50% of all children with CHD will experience some delay and the risk increases with the complexity of the CHD.  Most 

of these children will eventually reach their milestones; however, some issues persist over time and the gap between “typical” and 
“delayed” can continue to widen.

Gross motor skills involve large muscle movements such as rolling, sitting, walking, pedaling, climbing stairs, etc.  Delays are obvious 
until about the age of 3, when they become much more subtle and subjective.  

Those at greatest risk are babies who have been hospitalized for an extended period, have a decreased exercise tolerance, have an 
associated syndrome or more rarely, experienced an injury to the brain such as a stroke.  Play is important for these babies in devel-
oping their gross motor skills. Physical therapy can be helpful to strengthen muscles and can do wonders in achieving these skills.

In older kids, the development of gross motor skills is important because kids are physical and want to play and keep up with their 
peers.  Even a mild delay can be a huge deal as a child enters school and can affect their self-esteem.  Typically, kids think they func-
tion better than their parents do!

Being active and exercising is very important for overall development so a discussion of exercise limits with your child’s cardiologist 
is vital.  Questions to ask are: Is a certain activity or sport okay for my child? Is physical contact okay? What about isometric activities 
such a weight lifting?  Sometimes our own expectations need to be modified – for example, we may love hiking but our child may 
not have the endurance to keep up. For some children, individualized sports such as golfing or fishing are more appropriate than 
competitive team sports.  Finding something that will fit their individual needs that they like to do is key.

Fine Motor Skills are almost all hands – feeding, dressing, paper/pencil tasks.  Milestones are less formal and delays 
are often not noticed until the child enters school.  At school, standards exist and curriculum is designed for the “usu-
al” - kids struggle when their needs are higher than this standard. Classroom bypass strategies often use technology 
to facilitate a task for a child with a certain delay depending on the point of the activity.  For instance, if the task is creative 
writing but there is a delay in handwriting, a tablet or keyboard can be used to facilitate the writing part. A referral to an occu-
pational therapist is also helpful – the referral comes from the school, otherwise one can be consulted, and paid for, privately. 
  

Resources:  
www.calgaryyouthphysio.com   • www.michellekellypt.com  • www.saot.ca/findot.php  • www.physiotherapyalberta.ca

June 6, 2015  
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Talk with the Docs
In our previous issues, we have had the privilege of learning more about the Paediatric Cardiologists at the 

Alberta Children’s Hospital by interviewing Dr. Dicke, Dr. Patton, Dr. Harder, Dr. Fruitman, Dr. Clegg, 
Dr. Meyers and most recently, Dr. Greenway.  In this edition, we are pleased to feature Calgary’s newest 
cardiologist, Dr. Erika Vorhies.  

Tell us about yourself -where did you grow up and what were your early years like?

 I was born in Toronto but my family moved to Calgary in my early childhood years, so I think 
of Calgary as my home. I was raised with three brothers, so I had a very busy childhood with 
lots of time outdoors.

What made you decide to become a paediatric cardiologist?

Being raised by a pediatric cardiologist, I had a good opportunity to learn about what the job 
included. I did not decide to become a pediatric cardiologist until later in my pediatric resi-
dency training when I became intrigued by the diversity and challenges of the area and real-
ized that it would be a good match for me. 

Where did you go to school?

I completed my undergraduate degree and medical school at the University of Alberta. I returned to Calgary for my 
pediatric residency training and then moved to the USA where I completed my cardiology fellowship training at the 
University of Michigan. I also completed an additional year of fellowship training in pulmonary hypertension shared 
between the University of Michigan and Denver Children’s Hospital.

Where did you begin your career and what brought you to Calgary?

After my fellowship training, I joined the Pediatric Cardiology Division at the Alberta Children’s Hospital in Calgary 
and have really enjoyed being part of this team of diverse and experienced cardiologists.

What is the biggest challenge in paediatric cardiology and what is the biggest reward?

Pediatric Cardiology is a very exciting field of medicine. Continued research is promoting improved outcomes and has 
changed treatment in many areas, even in my short career so far. It is exciting, but also very challenging to be part of 
such an evolving area of medicine. 

The biggest reward for me is having the opportunity to work with patients and their families. I enjoy being part of a 
patient’s journey and am rewarded by seeing them grow and take on the challenges of their congenital heart disease.

What new innovations can you see on the horizon that will increase the life span and quality of life for pa-
tients with complex CHD?

Newer technologies, such as cardiac MRI, 3D echo and the Melody valve, have improved the care we provide as they 
have advanced our ability to diagnose CHD and have allowed many children to reduce the number of surgeries they 
will need in their lifetime. In the field of pulmonary hypertension, I hope that additional research will help us improve 
the effectiveness and delivery of medications for the care of patients with this difficult disease and hope we can work 
to find a cure. I am excited that as we move ahead there will be many more innovations that will revolutionize the 
way we care for kids with heart disease. 

What hobbies or activities do you enjoy when you are not at work? 

My husband and I enjoy many outdoor activities, including skiing, hiking and biking, so we have really appreciated 
living near the mountains again.
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Heart Beats Youth Attend Camp del Corazon 

Heart Beats sent four young people to Camp del Corazon this summer:  Lucas, Isabelle, Korynn and Maddie.  It was the first 
time for each of them and although there was some nervousness before they left for camp, by the time they returned they 
were all very enthusiastic about their experience and making plans to attend again next year.   In their words . . .

This summer I went to the bonus session of Camp Del Corazon which had a circus theme.  

It was one of the best experiences I’ve ever had!  I remember when we got to the front of 

the meeting place I was getting a bit nervous and anxious … I didn’t know what to expect 

and who to meet or what to do.  I got in a line where they gave me a badge with my name and my 

group, and then some people helped me find my group.  I got to meet everyone and they were all 

sooo nice and thoughtful!  We later hopped on the boat, waved goodbye to our family, and we 

were off!  I learned about my cabin group on the boat ride.  

Once we got to the island it was boiling hot outside.  We then carried our bags to the cabins 

with each group in a separate cabin; ours was named “Hurricane”.  We had lunch and the food 

was surprisingly good!  I was expecting some pasty, tasteless frozen cafeteria food, but they had 

very decent food!  After a fun afternoon of playing and fooling around, we had “Le Petit Cirque” 

come perform for us with their contortionists and a whole bunch of outstanding performances!  

The circus is a group of professional dancers and gymnasts all between 8 and 17 years of age!  

Later, we had a competition to dress up one of our counselors and invent a super power for him.  

But not any counselor!  It had to be our “first timer” counselor.

After a wild night, we had a choice to wake up early and go to early activities for a chance to win 

a team prize, but we decided to sleep-in and skip the early bird activities. We had a packed day 

of hiking, swimming, kayaking and a bunch of extremely fun games!  That night was “Skit night” 

where we had to make a funny skit related to circus, it was a blast!

The next day we once again had a day packed with games, sports and fun!  Our last night was 

“dance night”.  We all danced and had a great time.  There were also games you could play, for 

example: “what’s that smell?”

The day after, it was time to say goodbye to the island and to our friends.  We were all sad to 

leave each other but we knew that it was an unforgettable experience and maybe next year we 

could meet up again for another session of camp.  In the end, I think it was amazing and ex-

traordinary to have this opportunity.  The thing I most enjoyed was probably not the activities, 

even though they were a lot of fun, but it was the people - the staff, the campers - everyone 

was extraordinarily thoughtful and nice! They made me laugh and have fun, and without them it 

wouldn’t have been the same.

Lucas (age 14)

From left - Maddie, 
Korynn, Isabelle & 
Lucas
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Camp del Corazon is a place where I could just be a normal kid.  I did things I never thought I could ever do.  It’s a place where everyone fits in and is welcomed.  I recommend that every child with a heart dis-ease should go to this camp!  I can’t wait for next year! 
Maddie (age 14)

Camp del Corazon is held at Catalina Island Camps 
located at Howland’s Landing, a private cove on 
beautiful Catalina Island.  All of the activities are 
led by trained Activity Counsellors and supervised 
by onsite nurses and physicians. Activities include 
hiking, adventure games, court games, boom ball, 
arts & crafts and a variety of beachfront activities. 
Older campers also have the option of snorkelling 
and participating in powerboat fun, including tub-
ing. Trained lifeguards oversee each activity in ad-
dition to one or two counsellors at all times. The 
only cost for campers is for their transportation to 
and from the camp. This camp is open to children 
between ages 7-17.  For more information on en-
rolling your child, please speak with one of the Car-
diology Nurses at the Cardiology Clinic or email us 
at info@heartbeats.ca.

I went to Camp del Corazon for the first time and I had fun.  There were lots of great activities.  I really liked the giant swing … it was exciting!  Thank you Heart Beats for sending me to camp this summer.
Isabelle (age 14)

Camp del Corazon was different than other things 

that I have done because everywhere else every-

one who knows me tells me that I cannot do things 

because of my heart,  but at Camp del Corazon 

no one told me that.  Instead they told me that I 

could do it.  I also liked meeting new people who 

know what it feels like to have a heart condition.  

One of my favourite activities that was there, and 

that I am looking forward to when I go back, is 

the Giant Swing.  I think that that was the best 

activity there. 

Korynn (age 14)

“Mom, why are you crying? You know Lucas is not going to die in the next five 

days!  This camp is full of doctors and nurses!  Plus, he’s been on so many training 

camps for skiing, you know what it’s like to have him away!”

“Clara, I am simply overwhelmed by how caring and loving those people are to-

wards us. They don’t know us at all, and yet, they are giving us their best attention 

and care.  I just don’t know what I have done to deserve all this, and that makes 

me very emotional.”

Let’s go back in time.  May 2013. Lucas, 12 at the time, is in Edmonton for 

his third surgery.  Upon admission, the nurse who takes care of us realizes how 

outdoorsy we are and mentions how much fun Lucas could have at Camp del 

Corazon in California where she used to take heart kids to.  The seed was planted.

Last January, Lucas and I completed the pre-application online, received a pre-ad-

mission email in early February, then Dr. Harder received and submitted the on-

line medical form which completed the application process.   Then the looooong 

wait.   It was Mid-May when we finally received confirmation that Lucas had 

been fully accepted for the Bonus Session reserved for “First Timers” like him, 

scheduled for August 24th - 27th.  Serious planning could then start!

On August 24th my daughter, Clara, and I dropped Lucas off at 8 o’clock in the 

morning and waited to see the boat leave the terminal, off to exotic Catalina Is-

land.  That’s when Clara’s questions about me crying started.  Four days later we 

were back to pick him up and I was still crying! 

Lucas did not share many details in the first 24 hours after camp, but I repeatedly 

heard “Mom, I don’t want to leave and I really really want to come back next 

year!”

Lucas had an amazing time and we encourage every heart kid to apply!  We are 

so so thankful for this incredible opportunity he was offered.  Thank you to the 

supporters of Camp del Corazon who make it possible for the camp experience 

to be offered free of charge to heart kids.  I also want to say a big THANK YOU to 

Heart Beats.  Because this was Lucas’ first time attending camp, Heart Beats paid 

for his air fare through their camp scholarship program.  Knowing Lucas’ trip was 

covered was the extra boost that gave me the courage to overcome my apprehen-

sion about driving around Los Angeles (Will I survive the traffic? Will I find my 

way to the dock?) and think positively:  “It’s a once in a lifetime opportunity, you 

can’t let that go because you’re scared of traffic.”   Now that we have seen it, lived 

it, experienced it, and basically ‘done’ it, I know I can do it again and I now know 

what I would do differently to make it even easier.... Since Lucas is begging us to 

go back next year, better start the thinking and planning early, right?

We often hear it takes a village to raise a kid and we know we owe so many 

thanks to so many people from my Principal who granted my personal days to Dr 

Harder who filled out the paper work, from Heart  Beats for its financial support to 

the volunteers and staff at Camp del Corazon.  This camp had a deep impact on 

Lucas’ personal development.  So in a word: MERCI a zillion times!

Anne-Claire Chevallier-Neander
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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.

Website: www.westerncanadianchildrensheartnetwork.ca

Family Stories: 

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

Research: 

We welcome your ideas! The WCCHN is currently looking into research ideas from families, and potentially partnering researchers 
and families together to develop study protocols, etc. If you would like to submit research ideas/topics or are interested in working 
with researchers, please let us know: WCCHN@albertahealthservices.ca. 

CCHA
The CCHA, founded in 2004, is a non-profit organization that supports all Canadians with con-
genital heart disease (CHD). They work closely with Canadian patients and medical profession-
als 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. See our 
invite for Heart to Heart Congenital Heart Education Day on page 11.

Our Partners

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

Find us...
on Facebook....

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/Heart Beats Child.

...and
      Twitter
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You Are Invited 

Heart to Heart:  Congenital Heart Education Day 

Please join us in this opportunity to network with other Congenital Heart patients, and learn some of the new 
treatments and management options for congenital heart disease.  Your Congenital Cardiologists as well as an 
Interventional Cardiologist and a Cardiac Surgeon from the Mazankowski Heart Institute in Edmonton will be in 
attendance to present information and answer questions throughout the day.  You and your family are invited to 
participate. 

Where – Peter Lougheed Hospital (Auditorium – “0” level near cafeteria) 

When – Saturday November 7, 2015  

Time –  8:30-3:30 

Brief Agenda -  8:30-9:00 - Welcome 
  9:00-12:00 - Morning presentations (with a short coffee break) 

12:00-1:00 - Lunch –an opportunity to network with other patients and also health professionals.  

  1:00-3:00 - Afternoon presentations  
  3:15- Closing remarks  
Presentation Topics Include: 

 Ready, Set, Go! Making a smooth transition from pediatric to adult cardiac care 
 Becoming your own CEO:  A nurse’s perspective on taking charge of your heart health 
 We’re here for you: The Canadian Congenital Heart Alliance 
 Are you a Ferrari or a Fiat?  Exercise for congenital heart patients 
 Congenital heart surgery: How far we have come, where we are going. 
 Closing holes, replacing valves: What’s new in catheter intervention for congenital heart 

patients. 
 Stressed out? Coping with a chronic heart condition 
 Testing, 1-2-3: What cardiac tests tell us about you heart 
 What to expect when you’re expecting: What congenital heart patients need to know about 

pregnancy, contraception and becoming parents 
 

 

    

Southern Alberta 
Adult Congenital Heart Clinic 

Registration is FREE, 
Lunch is FREE (sponsored by Heart Beats) 

Please RSVP by November 2, 2015 
Nafisa.walji@ahs.ca 

403 943 4565 
           Please include number of people attending, and any dietary restrictions. 
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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 
January and April?  Let us know so we can acknowledge their special day.  Please email to jenb@heartbeats.ca  for inclusion 
in our next newsletter.

Dawn-Louise is a 5 year old girl with HLHS (hypoplastic left heart syndrome) who loves to dance. This 
summer, she took part in a dance academy doing two and a half hour lessons a day (an hour and a half 
longer than what she normally dances in a week).   Her first ever dance performance was on August 
15th with rehearsals from 10:00 am until 12:30pm and then 2 shows between 1:30 pm and 5:30 pm. 
Considering the amount of energy this requires and the fact that she has and struggles with constant 
activity, this is an amazing achievement for her!  Way to go, Dawn-Louise!

Krysta received a 12mm stent in her left pulmonary artery and since then, she 
has so much energy that she can once again ride her bike!

Shawn had a heart cath in June when some collaterals were coiled off.  The plan was 
that he would have his Fontan this fall, but since his cath, his oxygen saturation levels 
are now in the high 80s (a first for him) so the plan is now to wait until he is 4 years 
old! We also don’t need to see his cardiologist until November, and he won’t need an 
echo either! 

Congratulations to Rukia and Orihime for starting Grade 1 this September! Rukia was born 
with hypoplastic right heart syndrome (HRHS) and Orihime has aortic stenosis, bicuspid 
valve, and a doming pulmonary valve.

If you would like to receive Keeping the Beat directly to your inbox, please email us at 
info@heartbeats.ca.  Alternatively, you may pick up a printed edition at the Cardiology 
Clinic or download a copy from our website at www.Heartbeats.ca.  Note: E-mail ad-
dresses 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”

EVANNA’S HEART HOSPITAL-VERSARY

It has been one year since Evanna Irvine was admitted to hospital.  Her parents, Nick and Kierra, decided 
to mark the anniversary with a special get-together. Twenty five of Evanna’s friends and family attended 
and the Unit 2 parent’s lounge was transformed into a party room complete with balloons and a beautiful 
cake donated by a volunteer baker at Icing Smiles. Our best wishes to Evanna as she works toward going 
home.
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BIRTHDAYS
Happy birthday to these very special kids! 

Azra is turning 2 on Sept. 25th

Asher will be turning 2 on  
Sept. 27th!

       Reylen will be turning  
                  1 on Oct. 20th.

Isaac will be turning one on Oct. 4th. 

Roman is 8 on Oct. 9th. In June, Ro-
man had his wish granted to go to The 

Wizarding World of Harry Potter in 
Orlando, Florida.  He had an amaz-
ing time and would like to thank the 
incredible team at Make-a-Wish for 

this amazing experience! 

Alexa is turning 8 on 
Oct. 14

Teddy will be celebrating his first birthday 
on Dec. 10th

Grayson will be celebrating his 
birthday Oct. 10th  

Kirsten will be turning 
10 on Nov. 2nd

Prabhnoor Singh’s birthday is on 
Nov. 26th. He will be turning 6 
this year.
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 Kirsten’s Story

As parents of children with con-
genital heart disease, we are all 

aware of how life gets turned upside 
down, fast!  When Kirsten was born 9 
years ago, with DiGeorges Syndrome 
and Tetrology of Fallot (with an ab-
sent pulmonary valve) our emotional 
roller coaster was just beginning.  As 

we battled the first few years and all of its challenges we could only 
hope things would get better.  And, yes, they did slowly get better.  
We learned to accept the things that cannot be changed while con-
tinuing to strongly support Kirsten’s future, whether it be medically, 
academically or socially related.

We always knew she would need subsequent surgeries to replace 
her pulmonary valve but when the time finally came (nearly 7 years 
after cardiology had expected!) that roller coaster of emotions start-
ed all over again.  We were given a time frame of 3-4 months for 
her OR date so we began to mentally prepare. Would she be as ill 
with such a multitude of complications as last time?  Would unit 2 
become our home again?    How would we manage with 2 other 
siblings in the mix?  Eventually we had to set our minds to this being 
nothing more than a standard procedure for Dr. Ross.  Otherwise 
the fear and the knowing of what was to come may have been just a 
little too much.  Fear is contagious and extremely negative, not only 
for ourselves, but for our entire families.  So we had to put it aside.  
In a way, I feel like we had to be positive in order to help alleviate 
everyone else’s stress levels as well as our own. 

Kirsten’s own level of anxiety was obviously heightened this time 
around.  She is at an age and level of understanding which made 
the OR an extremely scary and painful place.  We continually and 
repeatedly discussed things with her.  Yes it would be uncomfort-
able; yes, you will be asleep; yes, the nurses will give you medicine 
whenever it hurts; yes, there will be Jello and popsicles; yes, we 
will be there with you every step of the way; yes, you will be fine!  

On July 20th, 2015, our entire family travelled to Edmonton for 
Kirsten’s pre-op day of testing.  For us, it was very important to in-
clude Kirsten’s brothers, Nolan and Avery, in this journey.  Though 
they are not oblivious they still really didn’t grasp the severity of her 
health conditions.   It was the best thing we ever did.  They met Dr. 
Ross and were very impressed by the man “who saved Kirsten and 
fixed her heart”.  By being a part of the whole experience they were 
able to see everything (minus the PICU) step by step from preop to 
recovery to discharge. They shared their love and isn’t that what 
everyone needs at times like this-especially from their siblings!

On July 21, my brother cared for Nolan and Avery while we drove 
off to the Stollery.  I found it hard to wrap my head around the fact 
we are walking in off the street, seemingly healthy, in order to have 
one of the most invasive surgeries done in just an hour or two. 
Again, Kirsten’s heart and life would, most literally, be in Dr. Ross’ 
hands.   9 years ago Kirsten ‘needed’ this surgery. She was critically 
ill and getting worse.  She was fragile, small, weak and we knew 
the OR was going to save her life. This time Kirsten was not sick, so 
to speak. She is a big, tall, strong, beautiful girl who was playing in 
the waiting room.  She didn’t ‘look’ sick. She didn’t ‘look’ like she 
was failing every day.  But inside that little body was a heart that 

was indeed failing every day.  It was a totally different experience 
and it seemed a bit surreal. 

Of course, Kirsten was nervous but she was absolutely stronger 
and braver than I have ever seen her.  I was right there with her un-
til she was asleep and then I was allowed to finally let my defenses 
down.  Waiting by that famous fish tank was extremely long and 
difficult.  It was only then that I let my stress come to the surface, 
and boy, did it ever!  

Three hours later Dr. Ross informed us of how little reconstruction 
he actually had to do.  Everything went much better than he had 
anticipated. No other surgeries are 
expected for another 10 years, or 
so, and at that point it will be done 
by angiocath.  Even with the good 
news, we were still waiting for the 
ball to drop.  As we entered the 
PICU the past came back with fury.  
Old emotions welled up and I was 
right back where we were 9 years 
ago. I think I was even looking for a 
tiny baby again. But who was that 
big kid in the bed with all the lines?  
It was indeed our Kirsten.  The biggest kid in the PICU by far.  Not 
even intubated!   Maybe this time would be different after all.  

Indeed it was.  After several hours of stabilizing her blood pressure 
Kirsten showed them what she was made of.  Later that evening 
as Kirsten woke up her first question was “Do I have a milk tube?”  
Boy, did she not want another NG!  Right then I knew she was 
going to soar through this!  Her little fingers and toes were so pink 
and warm!  It had been so long since her colour had been anything 
but blue.  We were discharged out of PICU 24 hours later just as 
her brothers came to see her with the biggest smiles I have ever 
seen!   Sometimes relief cannot be explained in words.

After a very short four day stay in the Stollery we were discharged 
home to Calgary!  Kirsten has been a star!  Though she is still sore 
and needs frequent Tylenol she is nearly back to her old self.   With 
all the sternal precautions summer is pretty quiet which of course 
is “not fair”! But she is happy, energetic, pink and has been eating 
like a horse!  All great things!   

I am blown away by her strength and her courage!  No wonder 
she won the class award for perseverance this year! I think it is safe 
to say we can all learn a big lesson from our children on bravery 
and their impressive ability to endure what most adults cannot.  
There is a lot to be said for the resilience of children. As much as 
we try to teach our kids there is so very much they teach us every 
day!  We look forward to decades of love and lessons from all our 
children! 

By Claudette Chisholm

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 chil-
dren, 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, con-
tact the Newsletter Coordinator at jenb@heartbeats.ca  



15Fall 2015

Heart Beats
Children's Society of Calgary

Chairperson Cindy Castillo
cindyc@heartbeats.ca

Vice-Chairperson Heidi Smethurst
info@heartbeats.ca

Treasurer

Tara Exall

info@heartbeats.ca

Communications

Director
Jen Beleshko

jenb@heartbeats.ca

Nurse Liaison Patty Knox

Event Coordinator

Additional Directors

Johanna Cussigh
info@heartbeats.ca

Sylvia Falk
info@heartbeats.ca

Mailing address:

Box 30233 Chinook Postal Outlet

Calgary, AB T2H 2V9

Website: www.heartbeats.ca

E-mail address: info@heartbeats.ca

Phone:       403-455-2806  (Cindy Castillo)

Charitable registration number 88907 6261 RR 0001

Disclaimer: Any personal opinions/
comments expressed in this newsletter
are not necessarily those of the
Heart Beats Board of Directors. All
submissions for the newsletter will be
accepted; however, we reserve the right to
publish in whole, in part or not at all.
Remember, your best source of medical
information is always your physician.

Patty Wiebe
pattyw@heartbeats.ca

Secretary

patty.knox@albertahealthservices.ca

Design & Production:
Paul Warren, Immersion deSign Inc.
Dad of a Heart Child
www.immersionsign.ca

 Kristina McGuire
      info@heartbeats.ca

All the knowledge I 
possess everyone can 
acquire, but my heart is 
all my own.  

- Johann Wolfgang von Goethe

By Claudette Chisholm

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

Calgary, an organization that collects and distributes 
event tickets to children’s charities.  Many of our “heart 
families” 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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