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The Annual Event in celebration of 
Heart Month was held on February 

28th at the Plaza Theatre in Kensington 
and featured the magical talents of 
Richard Young.  Children of all ages 
enjoyed the show and each child had 
the opportunity to go on stage and take 
part in a magic trick.

Annual 
 Family
            Event

Did You Know there are summer camps available that are 
specifically tailored for children and teens 

with CHD?  Heart Beats is pleased to sponsor any child with a heart condition be-
tween the age of 7 and 17 to attend one of these spectacular camps. Please contact 
us at info@heartbeats.ca or speak to one of the cardiac nurses for more information.

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

travel expenses. For more information visit their website at www.zajacranch.com. 

Camp del Corazon is held at Catalina Island Camps located at Howland’s Landing, a pri-
vate cove on beautiful Catalina Island, California.  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 pow-
erboat fun, including tubing. Trained lifeguards oversee 
each activity in addition to one or two counsellors at all 
times. The only cost for campers is for their transportation 
to and from the camp. To register or for more information, 
please visit their website at www.campdelcorazon.org.
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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.  

Heart to Heart: 

Congenital Heart 

Education Day

May 23, 2015 at the Mazankowski Heart  

Institute in Edmonton.

This event is hosted by the Canadian Congenital 

Heart Alliance (see page 11 for details).

Family Campout Heart Beats will be hosting the 2nd family camp out from 
September 11th to 13th at Camp Evergreen just outside 
Sundre. Two nights in a heated cabin, all meals and some 
amazing activities such as houseback riding, canoeing and 
zip lining (just name a few) are all included in one subsi-
dized price of $100 per family (registration forms and pay-
ment in full must be received no later than August 25th).  If 
you are interested in attending this amazing weekend, please 
let us know by August 1st so we can email you the registra-
tion forms. Contact us at info@heartbeats.ca. See you at the 
campfire!

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. 

OFFBEATS
Save the date!  A special Offbeats event for youth ages 10-17 is being planned for Friday, June 5th and will feature dinner and a movie.  Limo pick up is at 5pm at the ACH.  Please RSVP by May 31st to Patty Wiebe at pattyw@heartbeats.ca.

Developmental Conference

Saturday, June 6th at 10:00 am (note: this was originally 

scheduled for April 18):  Dr. Pamela Veale, a Develop-

mental Pediatrician, will speak about developmental is-

sues facing children with congenital heart defects and 

transplants. She will focus on fine, gross and visual mo-

tor skills and will follow with a question and answer peri-

od. The presentation will take place in Conference Room 

2 on the 4th floor of the ACH and refreshments will be 

served courtesy of Heart Beats. There is no cost for this 

presentation other than parking. Please RSVP by June 1st 

to Cindy Castillo at cindyc@heartbeats.ca. 

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 or to volunteer on race 
day, please contact our run coordinator, Cindy Castillo, at 
cindyc@ heartbeats.ca.
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Your Support in Action
Donations made to Heart Beats Children’s Society of Calgary are used to provide information, resources and 

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

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

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

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

• Items of encouragement for children undergoing extended hospitalization;

• Camp Scholarships for children with congenital heart disease.

If you wish to contribute to the support of families of children with congenital heart defects, you may mail your donation to:  
Heart Beats Children’s Society of Calgary, Box 30233, Chinook Postal Outlet, Calgary, AB   T2H 2V9
You may also donate online at www.Heartbeats.ca where you can make secure donations by credit card to Heart Beats through CanadaHelps.org.

Thank you to all our generous donors for your support!

Special thanks goes out to Asher Kotyk and his parents Erin & Jan, who collected 
donations at Asher’s 1st Birthday Party. Happy birthday, Asher!

A big thank you goes out to Lucas Neander and his family.  To celebrate Heart 
Month, they asked their friends to collect bottles for the entire month of Febru-
ary.  On March 1st, Lucas and his mom drove around town and picked all those bot-
tles up and brought them to the depot and donated the proceeds to Heart Beats. 

CP Rail chose Heart Beats as their charity of choice during their February Walk & Run fundraiser. 
For every lap their employees ran, $1 was contributed to Heart Beats and they ran over 1,000 
laps!  Thank you, CP Has Heart, for your ongoing support and for raising awareness of CHD. 

Our names are Jessica and Vanessa Mountford and we are 10 years old. Our cousin Bentlee 
has CHD.  We have participated in the Heart Beats Family Fun Run in 2013 and 2014.  Our 
parents had surprized us with a trip to Disney World this year and we were very happy but 
sad as soon as we realized that we would miss the run.  We did our run by ourselves in Dis-
ney World.  We wanted to raise money to help Bentlee and other children so we asked our 
mom if we could have a Halloween party and charge all of our friends to come. We charged 
them $2.00 to get in and had a concession stand that we sold witches brew, mummy dogs 
and other treats for $.25.  We sent out invitations to our friends at hockey and school with 
Bentlees Blog and Bentlees Heart Journey on You Tube.  Our teachers allow us to share the 
video and we talk about her heart not working and she has to go far away to get it fixed. 
The money we raise will help her and other families. We asked our neighbours and family 
for donations and I, Vanessa, donated $20 of my own money. We hope to continue the run 
and help raise money for CHD families. So far we have raised close to $1000.00 in the last 
two years. 



Spring / Summer 20154

Growing Up with Heart Disease: Celebrating Life
I was able to attend this amazing conference in Vancouver. These are my notes from 
some of the sessions I attended. – Jen Beleshko

The conference was dedicated to Jan Rooks, Cardiology Nurse 
Clinician and Chair of the Growing Up with Heart Disease 

conferences held in 2012 and 2015.  Jan passed away tragically 
last fall following a blizzard and avalanche in Nepal’s Himalayas 
where she had travelled with her husband Grant.  Grant attended 
the opening of the conference and provided a photo album so that 
her friends could see parts of her life outside the hospital spent 
with her loving family and friends. 

Mindfulness and Hypnosis to Build Coping and 
Comfort. 

by Leora Kuttner, PhD., Clinical Psychologist internationally recognized 
for her work in pediatric pain management.

In her talk, Dr. Kuttner discussed self-regulation and its two 
components – mindfulness and hypnosis.  She first dispelled 

what most associate hypnosis with – mind control and its use 
for entertainment.  She then spoke of stress, and how children 
imitate us and our reactions to stress.  She advocates calming 
responses and acting in a way that encourages mindfulness to 
thus put the brakes on stress.  Mindfulness was defined as being 
in the moment with awareness of thought. Acting in the here and 
now, accessing your brain and focusing on breathing.  Hypnosis is 
one of the oldest therapeutic interventions and is not being under 
control, but enhancing one’s own self-control.  It can eliminate 
fear by allowing attention to be drawn away from needles and 
other painful procedures, by encouraging children to focus on 
breathing – for example, blowing bubbles or hugging a teddy bear 
- in order to cope.  In conclusion, a video of a teen who suffered 
from debilitating migraines was able to find relief by turning her 
attention inward to her breathing and then visualizing a panel of 
pain switches connected to the nerves throughout her body and 
being able to switch them off the one by one.

Transitioning from Pediatric to Adult Care:  
A look at ON TRAC and other Transition Initiatives 

 
Mary Paone, MSN, CNS, RN is the Nursing Lead for the ON TRAC Transition 
Initiative and Dr. Brian Sinclair, Cardiologist and Pedestrian at BC Children’s 
Hospital.

The ON TRAC transition initiative was developed to help teens 
and young adults with chronic health conditions plan, prepare 

and transfer from pediatrics to adult care.  While it’s never too ear-
ly to educate your child about their condition and promote auton-
omy, the transition timeline should begin at about age 12-13.  The 
ON TRAC program was designed for the BC health system, but 
the site contains valuable information for ALL youth and their par-
ents who are preparing for transition.  Smart phone apps are also 
available for download and can help to organize and coordinate 
appointments, list conditions and meds and contain important 

phone numbers.  To ac-
cess this program which 
includes readiness 
quizzes and checklists, 
visit www.ontracbc.ca.  

“Take it step by step, 
moment by moment 
– break it into small 
manageable pieces. 
Pat yourself on the 
back for steps accom-
plished.” – a parent 
who has been there.

The goal of transition is to avoid being one of the 50% of cardiac 
patients who are lost to follow-up after leaving pediatric care.   The 
presentation focused on the importance of a having a structured, 
long-term health management team in place prior to transitioning.  
This includes having a family physician by the age of 14 - this primary 
physician would follow your child long after graduating from pedi-
atrics and will be the central point of their care.  While their Cardi-
ologist would follow their heart function, the family physician helps 
with all other health matters and can counsel on diet and exercise, 
stress and anxiety, drugs and alcohol and sex and contraception.  

Exercise: The “Techy” Stuff! 
Astrid De Souza, MSc, Exercise Physiologist at the BC Children’s Hospital.

This session discussed the importance of physical exercise for 
everyone, especially heart patients.  Youth were asked for their 

thoughts about exercise including gym class and team sports.  
Some comments included not being able to keep up, being nervous 
about how their chest felt, getting out of breath and feeling dizzy.  
One adult with a heart condition said that they played rugby and 
cricket as a teen growing up but chose positions that included the 
least amount of running.  Astrid recommended keeping a log to 
see if there is a pattern of chest pain or dizziness during different 
activities and to share it with their cardiologist.  

Astrid addressed the question of when it’s okay to push yourself 
and when you should stop.  An exercise test at the cardiology 
lab measures your heart response to activity and is done on a 
treadmill.  A mouth piece that you blow into monitors how much 
oxygen you are using and measures your endurance.  

Like brushing our teeth, exercise is not an option.  It is recommended 
to get 60-90 minutes of physical activity per day.  Try new things 
to find what you like to do as not all exercise needs to be hard.  
Consider being active with your friends to make it more fun.  The 
heart is a muscle that will get stronger with time.
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Activity trackers and various gadgets were reviewed.  While most 
are beneficial, it is always advised to read the inserts as some 
trackers are not suitable for people with heart conditions.  

Panel: Long-term Heart Health, Prevention and  
Exercise Beyond just CHD
This was a panel discussion by Astrid De Souza (see above), Dr. Brian Sinclair 
(Cardiologist), and two youth with CHD.

Jordan Marcia received a heart transplant at the age of 4.  Jor-
dan grew up not feeling like he fit in – he was not able to 

run as fast or as far are his peers.  He decided to hit the gym 
and now works out 6 days a week and is a certified personal 
trainer.  He eats healthy and drinks 4 litres of water per day.  
He considers himself a good motivator and pushes his friends 
and family members to push themselves and try new activities.

Alyssa Ramanzin was a very active child and preteen who loved 
doing sports, until she had a frightening experience at an amuse-
ment park.  After coming off of a ride, she experienced tachycardia 
(rapid heart rate).  She was diagnosed with Wolff-Parkinson-White 
syndrome, a disorder of the electrical system of the heart.  From 
that point forward, she could no longer keep up with her team 
due to her many subsequent tachycardic episodes, and she fell 
behind in her sport.  At age 16, she had an ablation performed to 
restore a normal heart rhythm.  Today, as a young adult, Alyssa is 
healthy and makes physical exercise and healthy eating a priority.

Benefits and risks of structured sports were discussed.  The ob-
vious benefits were endurance, strength, socialization and self-
esteem.  During childhood, young children just go at their own 
pace and do well.  However, as they grow up, team perfor-
mance expectations and competition increases.  This is where 
risk factors increase for those with lower cardiac output and 
the impact and injury to those on blood thinners, prosthet-
ic valves and pacemakers.  While those with simple heart le-
sions that are fully repaired can normally “go for it”, those with 
more complex lesions should focus on sports with moderate 
aerobic/low intensity strength activities.  Your child’s cardiolo-
gist can let you know what sports are suitable for your child.

Keynote: There is Much More to Your Child than 
Their Heart
Gwen Rempel, PhD, Faculty of Health Disciplines, Athabasca University and a 
Circle of Security registered parent educator.

Gwen Rempel gave a wonderful talk about the stresses around 
parenting a child with complex heart disease.  She has spent 

several years researching, interviewing and writing about children 
with HLHS and their parents.  Her research findings reveal that 
there is very little support for parents under the pressure of raising 
children with complex heart disease.  They must live through 
traumatic experiences, face an uncertain future with their child, 
experience significant financial burden and navigate a complex 
healthcare system that is not prepared for their needs.  Many 
struggle to prepare their children for surgery – what, when and 
how much to tell them– and they are further traumatized by their 

child’s stress reactions.  The inconceivable realities that these 
parents must face throughout the life of their child has a major 
impact on them.  In fact, a study has shown that 37% of these 
parents scored similarly to those being treated for PTSD and 
anxiety.  

Children too face tremendous stress – they have regulatory 
challenges (sleep, feeding, sensory and behavior) that require 
intervention.  Unfortunately many miss valuable linkages 
with early intervention and community support because of 
hospitalization and necessary surgeries.  They experience stress 
reactions, especially when returning for subsequent surgeries and 
procedures, possibly related to trauma from previous life-saving 
interventions.  The school system is not prepared for these children 
and many do not adequately monitor and support developmental 
and learning challenges in kids with CHD.

There is a direct correlation with how parents cope with stress 
and how their child will.  Regular assessments of how parents and 
children’s emotional states are needed.  Parents need to let the 
medical staff take care of the child’s physical needs and be there 
at an emotional level for their child to build security for them – be 
their safe haven. The Circle of Security is a relationship based early 
intervention program designed to enhance attachment security 
between parents and children (see below, and Google Circle of 
Security for more information).  Gwen concludes with suggesting 
that parents let the medical staff worry about tubes being pulled out 
and focus their energy on being there for your child emotionally.  
“Be there for your child - don’t just do something, but stand there 
and pay attention - your child is trying to tell you something” 

Cardiac Surgery: Looking Forward, Looking Back 

Dr. Andrew Campbell, Cardiac Surgeon.

This talk looked back to the earliest interventions and for-
ward to what innovations are on the horizon in cardiac sur-
gery (I will focus on the “Looking Forward” part).  Through-
out the history of cardiac surgery, the following is true 
- every advance takes time and every innovation costs lives. 
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Some recent advancements include the 
following:

• The portable ECMO, which can now 
be transported to a patient who is then 
transported to the Hospital for treatment. 
The newest ECMO now deliver better 
oxygenation and more efficient pumps. 

• Assessing neurodevelopment in chil-
dren.  Ten years ago, there was no 
method of assessing neurodevelop-
ment in children with CHD.  Now, 
there is consistent and ongoing studies 
using brain imagery.  While the belief 
has always been that neurodevelop-
mental problems stemmed from sur-
geries, bypass, ECMO, etc., studies are 
now leaning toward restricted blood 
flow in the prenatal period.  White 
matter lesions, perhaps indicating tiny 
strokes, were indicated during prena-
tal development which is believed to 
be responsible for learning disabilities. 

• Ventricular Assist Devices (VADs) are 
used for keeping patients alive while 
awaiting a heart transplant, to let the 
heart recover so a transplant is un-
necessary or to support people who 
will never be a candidate for a trans-
plant. These VADs can allow a pa-
tient to go home and resume a life 
outside of a hospital; however clots 
and stroke remain the “achillies heel”. 

What’s on the horizon?

•Hybrid surgeries that are performed 
with a Cath, for example a hybrid 
Norwood which would avoid open 
heart and bypass and allow children to 
grow.

•Cardiac replacement remains the 
“holy grail” because while survival of 
cardiac transplantation remains good, 
immunosuppressants are not perfect. 
Rejection, infection, malignancy 
and kidney disease all remain major 
concerns. A heart built from a patients 
cells could solve the rejection problem. 

Growing Up with Heart Disease: 
Continued

Results of the Fontan-Associated 
Liver Disease Study 
by Dr. Steven Greenway, Cardiologist

Of those born with congenital heart disease some of the most severely affected 
children are those with only a single functioning ventricle (e.g. hypoplastic left 
heart syndrome or tricuspid atresia with a hypoplastic right ventricle). The surgi-
cal reconstruction of the circulation, known as the Fontan procedure, has allowed 
children born missing half of their heart to survive to adulthood. However, the 
abnormal Fontan circulation chronically stresses the liver and Fontan-associated 
liver disease (FALD) is increasingly recognized as a serious complication.

Although FALD can be a serious problem that limits future interventions and ther-
apies the prevalence in our local population of Fontan patients is unknown. Fur-
thermore, the most sensitive and specific non-invasive markers for this disorder 
are also unknown. A variety of scores and markers have been developed for other 
chronic liver diseases but they remain essentially unapplied to the understudied 
and high-risk Fontan patient population.

In collaboration with the Adult Congenital Heart Disease clinic at the Peter 
Lougheed Centre we created a research study to examine the status of the liver in 
patients before and especially after the Fontan procedure. The aim of this study 
was to assess liver function and structure in our local Fontan patients. From this 
study we also hoped to develop an effective and efficient strategy to increase sur-
veillance for FALD in this high-risk population. To do this we used standard and 
specialized laboratory blood tests, a standard liver ultrasound and a specialized 
ultrasound scan of the liver to assess for fibrosis (scarring of the liver which de-
velops in response to chronic injury). The specialized tests include the FibroTest 
and the FibroScan and have been associated with scarring of the liver in viral 
hepatitis.

This study has now been completed. Of the 88 Fontan patients followed in south-
ern Alberta, 19 children and 11 adults participated. Overall, we found that most 
patients after the Fontan had some abnormal tests. However, consistency between 
tests was poor. Test results were affected by the long-term congestion of the liver 
that occurs after Fontan completion and therefore the FibroTest and FibroScan 
were abnormal in 
almost all patients 
regardless of time 
post-Fontan. We 
did not identify any 
cases of liver can-
cer. Although many 
of the tests that we 
looked at were not 
found to be reliable, 
some blood tests and 
the liver ultrasound 
appear to be helpful 
in identifying liver 
injury.

In conclusion, the importance of the liver is increasingly recognized as Fontan pa-
tients grow older. However, many of the tests that are used in other liver diseases 
cannot be applied to the Fontan liver. This means that more research is needed. 
The development of drugs that can decrease fibrosis may be helpful in treating 
FALD in the future.
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Talk with the Docs
In our previous issues, we have had the privilege of learning more about the Cardiac Surgeons in Edmonton by 

interviewing Dr. David Ross and Dr. Ivan Rebeyka. In this edition, we are pleased to feature Edmonton’s new-
est cardiac surgeon, Dr. Mohammed Al Aklabi.  

Where did you grow up and what were your early years like? 

I grew up on a farm in Bisha, Saudi Arabia. My early years were great with lots of outdoor activities. The dream to 
be a surgeon was with me since elementary school. My parents inspired me to do my best and were very supportive. 

What made you decide to become a paediatric cardiac surgeon? 

This was influenced by my great mentors. I was touched when I saw Dr. Zohair Al Halees, renowned heart surgeon, 
performing a complex heart surgery in a tiny baby in Riyadh, Saudi Arabia. 

Where did you go to school? 

I did my medical school in King Saud University in Riyadh, then general surgery training in King Fisal Specialist 
Hospital. I came to Canada to do my training in cardiac surgery at the University of Alberta followed by one year fel-
lowship in Heart and Lung Transplantation and cardiac assist devices then one year fellowship in Pediatric cardiac surgery 
at the university of Alberta. This followed by a year of training in Peds cardiac surgery with focused visits to highly specialized centers including 
Birmingham Children Hospital, UK, Boston Childern Hospital, and the Hospital for Sick Kids in Toronto. 

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

I joined 2 of my great Mentors Dr. Rebeyka and Dr. Ross at the Stollery Children’s Hospital, in Edmonton after finishing my Training. 

Do you remember how it felt when you performed your first heart surgery? 

The first heart surgery I did was atrial septal defect closure, the feelings were unique, especially when patient was discharged in good condition. 

What would you say is the biggest challenge about cardiac surgery and what is the biggest reward? 

Although there are major advancements in pediatric cardiac surgery, there are still babies that are born with very complex heart defects that we 
can’t help.  The biggest reward is when I finish doing heart surgery and come out and tell the family that their loved ones are doing well. These 
family moments of joy are invaluable and rewarding. 

Do you think heart surgery will change in the next ten years? If so, in what way? 

I think so and more specifically there is advances in artificial heart devices that may decrease the need for heart transplantation in the future. 

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

As mentioned previously, there are advances in artificial heart technology that will prompt the patient quality of life.   We had some kids that we 
implanted an artificial heart support device in who were discharged home and attended school for a year before they got a heart transplant. 

Your job obviously comes with a lot of stress, expectations, and unfortunately sometimes losses. That must be very 
hard. How do you deal with that? 

Our job is stressful but having the support of our families and colleagues is important to continue and strive to provide the best patient care. We 
are lucky to have a great team at work that are very supportive. 

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

I like travelling with my wife Nora and our kids. We like to play sports together as well. Trying to find spare time to read a book is always on my list. 
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By Amber Keller

Let me start by saying Curtis is our miracle child who broke 
records and continues to amaze everyone who comes in con-

tact with him. Although some days on our long journey have 
been rough and included days when we may have wanted to 
toss in the towel, somehow we stayed strong. We’ve tried every-
thing in our power to live a normal life even if that meant signing 
Curtis out of hospital against his doctors’ better judgments. Of 
course, our “normal” has been far from a typical normal life, but 
we are used to the craziness it brings. To people looking in, they 
would wonder how we did it…its simple, its LOVE. 

In his short life, Curtis has beaten the odds.  Born a healthy 
screaming boy, we had no idea our precious boy was so sick, 
or had a life of fighting ahead. Not that it would have mattered 
either way because we loved him!  It is truly amazing how you 
come to realize how much you love someone when the risk of 
not having them comes into play. When Curtis was three months 
old he stopped breathing in my arms. We called 911 and were 
brought to the hospital where we learned he had a small hole 
in his heart and would need surgery. We lived a normal life for 
about 13 months until he went for his very first surgery. Up until 
this point, he was healthy and you wouldn’t know he had a 
heart issue. Life was good. 

Curtis was 16 months when he went for his first surgery.  Dur-
ing his surgery they repaired what they needed and everything 
looked great.  This should have been the end of our journey and 
he should have been able to live a normal, heart healthy life. 
This wasn’t in the cards for Curtis as shortly after his first surgery, 
he developed pneumonia which led him into heart failure. He 
was in PICU for weeks. 

Once Curtis was strong enough, he required another surgery to 
try to fix his heart after pneumonia. He had a great team who be-
lieved his heart was fixable. He came back from one surgery grey 
and “ill” looking. They were quick to rush him back to OR. I had 
full trust in his team.  This team would fix him and make it right. 
We left Edmonton with a fixed heart, pacemaker and mechanical 
valve.  

The words ‘heart transplant’ were never talked about and the pos-
sibility never even entered my mind, even after a few more hic-
cups - a GTUBE was placed to help get meds and food into him.  
When we went in for a normal clinic visit, I never thought I would 
be punched so hard in the gut when his doctor said there was 
no other option for Curtis’s weakening heart. We were to go to 
Edmonton and meet with a new team - the transplant team.  I was 
shocked. I couldn’t wrap my head around this news and when I 
called my husband, he was equally shocked. 

Our family again came together and drove to Edmonton.  They 
opened him up to try a few things and asked a million questions 
and tried even more tests and procedures to save his heart. It was 
unsaveable; and once we came to realize this, we had to put a 
stop to all the tests and surgeries.  Some clearly were needed 
so they could know what heart he could have, some were not 
needed and we felt they were more so the doctors could under-
stand what had happened. We didn’t care how it happened - we 
no longer knew how much time we had with our son and want-
ed to him to be as happy as possible and the surgeries and tests 
were not letting him be happy.  This was only one of many major 
choices we had to make.  One of the biggest ones was saying NO 
to Berlin heart and VAD system. We took our chances and took 
him home. No one knew how long he had and we knew the risks. 
We made the right choice.  Curtis had two more happy years at 
home.  

When his heart failure got worse, Curtis started an IV medicine 
called Milrinone. This would be his life line for 1.5 years. When 

Curtis Keller – Breaking Ground and Beating the Odds
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we first started on this drug we thought we would be living in the 
ICU for the rest of his time waiting for a heart.  Time progressed 
and we moved to the floor. A first, a shock!  Time moved forward, 
our Doctor fought and fought and got us home!  We were the 
very first to be going home on this medication. Curtis had a PICC 
line, which his medicine ran into and he carried a backpack full 
of his medicine that ran 24/7. He was breaking ground. He would 
live this way for over a year, and he would go swimming, go to 
school and live outside the hospital. Being a normal boy, he did 
go through PICC lines like crazy and each time it broke, we had 
to stay in hospital until it was replaced.  Each time he got sick, we 
moved back in to the hospital.  We spent Christmas, birthdays and 
holidays in hospital but it was worth it to have our freedom, even 
if it was only for short times.

Eventually he reached the end of the line with Milrinone and he 
was becoming a very sick little boy.  The doctors had put him on 
the highest dose he could have, but he was no longer able to walk 
and was on oxygen 24/7.  We were spending more and more 
time in the hospital and he was clearly in end stage heart failure.  
We were informed that we needed to pack our bags and head to 
Edmonton as it was time to talk about VAD (or life support) again.  
It was clear to us know that this would be the last step, our final 
step, while we waited for a heart for Curtis. He could only live on 
VAD for a short time, and with implanting the system great risk 
would come. Risk we knew he currently had to take.  The drive 
up to Edmonton was quiet. We were all scared, and with Curtis 
almost five and now very aware of what was going on around him 
we couldn’t really discuss with each other on an adult level what 
was going to happen in Edmonton.  We continued to stay positive 
even though the grim reality of losing a son very soon was heavy 
in our hearts. 

Upon first assessment, we were admitted to hospital.  During the 
first few days it was made clear to us that the doctors were hop-
ing to wait on putting Curtis on a VAD (ventricular assist device) 
as we were hoping to go with “HeartWear” a more portable VAD 
system, one that he might be able to go home with. He would be 
the smallest patient for them to attempt the HeartWear device on 
and wanted to wait for him to grow a little more.  Unfortunately, 
Curtis took a bad turn, and the doctors wanted to go ahead right 
away with getting a VAD in. A BIG GUT WRENCHING blow, one 
of many to come the next coming weeks. The hardest weeks were 
to follow and we truly were just stepping into a living hell. Before 
the next morning, every family member that could drove up, some 
driving all night to see Curtis. 

We knew that there was a chance we wouldn’t see Curtis again, 
and after saying “bye” at the doors of the OR,  we knew he could 
be coming on a VAD called Berlin heart which would tie us down 
to living in hospital and we knew he could be coming out on 
ECMO, the final life support. We knew this all, yet we let them 
take him away in hopes that we would get our Curtis back or even 

better a healthier Curtis.  A Curtis we could do many more fun 
things with. This had to be done to have a future with him. 

Surgery was LONG but having a waiting room full of family and a 
Facebook page full of strangers lifting us up in prayer made it a lit-
tle more bearable. The doctors came out, and he made it through 
alive.  It was tight but they were able to put the HeartWear in. We 
could finally breathe!  We didn’t know we had a lot more bumps 
ahead. 

Days all mush together in the CICU.  You meet people, you say 
goodbye to fellow fighters who are all living in hell.  You all think 
it can’t get worse until you meet someone who truly does have it 
worse.  At times we even wondered, “why can’t that be my kid 
getting a heart”, or why “why can’t my kid ONLY have a hole”. 
But in the end, we were all fighting to keep our heart children 
comfortable and alive. We were all family bonded with our heart 
children and our struggles outwardly seeming different but were 
actually alike in a lot of ways.   

Curtis seemed to be doing good and recovering well.  We cel-
ebrated his 5th birthday that April in the CICU. Things on the out-
side seemed to be going well, but inside a storm of clots were 
happening in his little body. His machine was having issues, and 
we were shocked when they told us they had to go back in and 
replace his HeartWear. We knew clots was a big down fall to his 
VAD and a very risky one.  We again handed him over to save 
his life. This time it was easier, the first time went so well we as-
sumed this one would only go that much better. We were wrong. 
They got a new one in, and replaced his medicinal valve for a 
tissue one, all in hopes to reduce clots. In the end it worked, in 
the meantime his body wouldn’t stop bleeding. The doctor told 
us it was going to be a long night. We waited and prayed for the 
bleeding to stop. We waited some more. The doctor brought him 
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back to CICU with an open chest because the bleeding wouldn’t 
stop. We were able to see him briefly before they decided that 
he was safest in the OR. He just kept bleeding. As fast as they 
were in giving him blood, he was losing it. We were getting 
scared. They finally stopped the bleeding, enough to bring him 
back. We again got to see him, but this time we were looking at 
someone who wasn’t Curtis. In this moment, this was the very 
first time I really mustered up the words and said good bye to my 
child.  Over the last five years, I had stayed positive and never 
liked to say good bye or believed this could be his last surgery. I 
was the optimist and when someone would tell me to say good 
bye, I would get angry. Not this time, no one had to tell to me 
say good bye. This swollen person that I was looking at wasn’t 
my son, I said good bye and lost hope for the first time. 

Thankfully, Curtis kept fighting. Days passed and the bleeding 
slowed down, they finally closed his chest. Curtis was massive, 
swollen everywhere. As the swelling went down, and my son 
started to come back so did my hope. It was a long road in CICU 
but the day came, and we were moved upstairs. 

We kept moving forward. He hit milestones like learning to walk 
for the third time, and getting potty trained.  After a LONG 4 
months and lots of training we were able to take Curtis to live 
with us at the Ronald McDonald House. We lived there for a 
few weeks while our doctor in Calgary was trained to take care 
of Curtis as he was the youngest to date and the first in Calgary 
to come home with the HeartWare. Finally the day arrived that 
we never thought we would see just a few months prior - we 
were going home to Calgary as a family!  This was only possible 
thanks to a great team in Edmonton and a very willing Doctor 
here in Calgary.

That September, after two years of being on the transplant list, 
the call finally came!  I was in the middle of hosting a Tupper-
ware party, when Curtis’ doctor called. I couldn’t believe the 
words he was saying, and as I ran around the house looking 
for my husband I just kept screaming “Curtis got a heart, Curtis 
got a heart”.  We never thought the call would come and didn’t 
have bags packed or have a plan! Thankfully, tons of people 
were around to take care of Curtis’s younger two siblings.  Alex 
and I got to the hospital as soon as possible. We explained to 
Curtis what was going on and he was so happy. The things he 
was happy for were so random and totally Curtis like to be able 
to eat salt and vinegar chips. He ran down the hospital halls, so 
happy knowing what was going on around him.  He knew his 
fight would be getting easier in just a matter of days, and he was 
ready to hit the next challenge with a smile and good spirits! 

When we arrived at the hospital, we were told that we might not 
be able to fly with Curtis to Edmonton.  I was upset, but Curtis 
gave me a high five, ready to go without me.  It helped that one 
of his favourite nurses was there and ready to take him. Thank-
fully, I was able to go in the end. I knew it was a risky surgery 

and I wanted to spend every second with him, soaking up every 
word he was saying. Family from all over Alberta met us in Ed-
monton for Curtis’s biggest surgery yet. 

The wait in the PICU waiting area is ALWAYS long. I have a big 
family so we take up the space. Time flies when you have that 
many siblings to bug.  It ended up being the shortest surgery he 
has ever had, and the news was all good when they came out.  
He recovered in speedy time and we were able to go home with 
in a few short weeks. He was able to attend the David Foster 
Foundation Gala and become the star of the show. The impact he 
made on people when they found out he just received his gift was 
profound! I am proud to be his mother, and can’t wait to see how 
he changes the world. 

Today, Curtis is FULL of life, full of spunk, full of energy. We will 
be forever thankful for the doctors and nurses who have walked 
(and keep walking) this road with us. And even more so for the 
donor family, whom we don’t know personally, when in their 
darkest hour thought about helping another child live. No words 
can ever express how thankful we are for them and their gener-
osity. We encourage everyone to sign your donor cards, and tell 
your family to do the same.  If anyone is on the fence about doing 
so, I encourage them to meet Curtis - I promise you, you will no 
longer be on the fence!

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
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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 your story that is already posted on 
the website, please forward your story or updates to WCCHN@albertahealthservices.ca. Be sure to include your child’s name, 
diagnosis, and a picture(s) along with your story.

Research: 

We welcome your ideas! The WCCHN is currently looking into research ideas from families, and potentially 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
Heart to Heart: Congenital Heart Education Day 

The Canadian Congenital Heart Alliance (CCHA) is co-hosting a patient conference in Edmonton on 
May 23rd at the Mazankowski Alberta Heart Institute.  Registration is free and the deadline is May 15th.  
To register, contact Bonda.Toppin@albertahealthservices.ca or 780-407-6552.  For more information 
about the conference, please contact Shelagh Ross at info@cchaforlife.org or visit their website at www.
cchaforlife.org.

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

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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     Adam Thomson at 3 years old recovering from    
surgery.

Adam began Judo at just 8 years old and has 
gone on to win several provincial and national 
championships, most recently winning the 2014 
Quebec Open, earning silver at the 2014 Ontario 
Open, and winning gold at the 2015 Edmonton In-
ternational Judo Championships in U16.  He plans 
to represent Canada on the international scale and 
continue to represent Alberta at national competi-
tions.

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 this fall?  Let us 
know so we can acknowledge their special day.  Please email to jenb@heartbeats.ca  for inclusion in our next newsletter.

Heart of a Champion
Adam Thomson was born with 
a large ASD and had his surgical 
repair at age 3 in Edmonton.  
Today, Adam is 14 years old, 
healthy and very athletic, excelling 
at both Judo and wrestling. In 
fact, he qualifies for the nationals 
in both sports and was recently 
profiled on CTV as their Athlete 
of the Week!  Way to go, Adam!

      Adam today at 14 years old.

At his first ever wrestling nationals this year, 
Adam placed 5th in freestyle and won the sil-
ver medal in Greco-Roman competition.  His 
wrestling coach has described him as having 
the strength, drive and discipline to go all the 
way to the Olympics! 

Welcome, Baby!
We are pleased to introduce Marie Eloise, born on April 1st, 2015.  
She was 3.1 kg for 50 cm.  After 5 days in NICU at the Stollery, 
she had her Norwood surgery on April 6th by Dr. Rebeyka. Her 
return from surgery was a bit dramatic but she eventually recov-
ered. The surgeons closed her chest on April 9th and she was sent 
back to the Alberta Children’s Hospital in Calgary on April 16th. 
She’s now dealing with some feeding issues but she’s doing really 
great. She’s showing us every day how strong she is. Our hearts 
are filled with love and we are so grateful for the wonderful staff 
at the Stollery and ACH. We know that without them our daugh-
ter wouldn’t be with us today.  We also would like to thank Heart 
Beats for their support and everyone that helped us on our journey.

Bernadette and Laurent
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BIRTHDAYS
Happy birthday to these very special kids! 

Holly turned 3 on April 11th. She is posing in an  

outfit she picked out herself! 

Shawn will be 2 on May 1st

Lauren Exall will be celebrating her 
7th birthday on May 9th.

Isabelle turns 14 on May 11th.   A 
highlight of the past year was going 
to Iceland where she went 120 me-
ters inside a volcano, snorkeled in 
a fissure between the Eurasian and 
North American continental plates, 
rode an Icelandic horse, and hiked 
on a glacier.  One thing she is look-
ing forward to in the coming year is 
getting her Learners License!

Callen will be turning 1 
 on May 26! 

Sawyer-Mae will be 
celebrating her 2nd birthday 
on June 1st.

Nathan turns 10 on 
July 19th.

Jax will be turning 5 on July 21st 
and will be starting kindergarten in 
September! 

Ava will be celebrat-
ing her 3rd birthday 
on August 10th.

Atom Kunkel will be turning 
3 on August 20, and has been 
surgery free for the last 1.5 years.  
He has just been weaned off O2, 
and is definitely loving life and 
being a little explorer. 

Krysta will be 15 June 6th! 

Lucas will be 14 on May 
 8th.  This picture was taken during  
the Alberta Cup in Camrose  
on Feb 7th.
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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 web-
site 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”

The Transplant Connection
            By Kelly Webber, Nurse Clinician at the Cardiology Clinic / Alberta Children’s Hospital

With summer coming it is important that transplant patients remember to stay hydrated and protect their skin from sun exposure.  
Below is a clip of an article reinforcing the importance of using sunscreen if on immunosuppression.

Skin Cancers in Transplant Patients 
   by Susan O’Gorman, MD, and Gillian Murphy, MD

People who undergo organ transplants are living longer than ever, with some 250,000 patients alive in the US as of 2011. With im-
proved survival, however, the increased risk of skin cancer in transplant patients has become ever more apparent.

Transplant patients are given drugs to suppress their immune system so that it will not attack the donated organ as a foreign invader; 
the drugs enable the body to accept the organ. Unfortunately, immune-suppressed people, including recipients of all major solid or-
gans (heart, lung, kidney, pancreas, liver), have a much higher risk of skin cancers than people in the general population. Squamous 
cell carcinoma (SCC), the second most common skin cancer, is the most frequent problem, occurring 65 to 250 times more often in 
transplant patients, but melanoma also occurs 6 to 8 times more frequently. Kaposi’s sarcoma, basal cell carcinoma (the most com-
mon skin cancer), and Merkel cell carcinoma (a virulent but normally very rare skin cancer) are also more common in transplant 
patients.

Prevention 

Though UV exposure is such an important skin cancer risk factor for transplant patients, it can be readily reduced. Following a 
transplant, patients must be exceptionally diligent about using sun protection. First and foremost, they need to seek the shade and 
avoid sun exposure when the sun is most intense, between 10 AM and 4 PM in temperate zones. This is true even on cloudy days, 
since UV rays pass through clouds.

If sun exposure is unavoidable, they should wear bright- or dark-colored, tightly woven or knit opaque clothing. Ideally, this should 
include long-sleeved shirts, long pants, a broad-brimmed hat, and wide-lensed wraparound UV- blocking sunglasses to cover as 
much skin as possible. For greater assurance, they can seek specially designed UV-protective clothes that display an ultraviolet 
protection factor (UPF) label, indicating their level of sun protection; clothes with a UPF of 50 or higher are needed for transplant 
patients.

 

 Save the Date! 
July, 8th, 4-8pm.  The 4th 
Annual Transplant Fam-
ily Picnic will be held at 
North Glenmore Park at the 
“Snowy Owl” site.  Bring a 
potluck dish to share and 
whatever meat or main dish 
you’d like for your family.  
Please contact the nursing  
office to RSVP for this event.
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The heart that loves 
is always young. 
- Greek Proverb

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. 

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



Spring / Summer 201516

 

What: A free workshop that supports emerging adults living with chronic  
health conditions to manage their health  

Who: Youth / Young adults 14-24 years of age 

When: Fall 2015 
Why: Benefits of self management  include increased energy,programs  

 decreased fatigue, pain & depression! 
 

For more information about dates, times & location,   call Ashlee McGuire at 403-943-1658 or email  
ashlee.mcguire@albertahealthservices.ca

 
 

 

health, self efficacy & excercise  


