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Heart to Heart in July and August was held 
on two weekends at two beautiful beach-
es; Lake Midnapore and Lake Chapparal.  

A wonderful time was had on both beach days 
with many new faces coming out and enjoying 

the sunny weather. Heart Beats thanks the Wiebe 
and Parker families for hosting these events.

Are you the father of a child with congenital heart dis-
ease?  Would you be interested in meeting with oth-
er dads in an informal setting to socialize and share 
experiences? A group of “heart dads” meet regularly 
for good food and conversation in a casual setting.  If 
your heart child is an infant or adult (and any age in 
between) you are welcome to attend.  For more infor-
mation, please contact Ferrell Beleshko at beleshko@
shaw.ca.

Calling all Dads!

BEACH DAYS
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Keeping the Beat by  e-mail
Never miss an issue!  Subscribe to our newsletter today by sending an email to info@heartbeats.ca ad-
vising us of your name and e-mail address, and you will receive our electronic version of “Keeping the 
Beat”.  Your email subscription will enable us to reduce printing and postage costs, so that we may use 
these funds to assist heart families in other ways.  Alternatively, you may download a full-colour version 
of Keeping the Beat from our website at www.heartbeats.ca.  

Note: E-mail addresses will be used only to distribute Keeping the Beat newsletter and notices of Heart 
Beats events; e-mail addresses will not be given to any third party.

Upcoming 
Events

      Heart to HeartHeart to Heart is an opportunity for parents to come together in an informal 

and relaxed setting to visit and chat about parenting kids with CHD.  Wheth-

er your “heart child” is an infant, a teenager, or somewhere in between, we 

welcome you to join in and share your knowledge and experience with oth-

ers. Those with children at home are welcome to bring them along.  For our 

weekend dates, we enjoy having the whole family attend.  Upcoming Heart 

to Heart dates are:September: Friday, September 20th at 10:00 a.m. at the home of Lynn 

Nakoneshny 187 Willowmere Close in Chestermere.

October:     Tuesday, October 8th at 10:00 am at the home of Lynn 

Nakoneshny 187 Willowmere Close in Chestermere.

There will be no Heart to Heart in November or December. 

If you would like more information about Heart to Heart or if you 

are available to host, please contact Lynn Nakoneshny by e-mail 

at info@heartbeats.ca or by phone at 403-698-6171.

4th Annual Family Fun Run

The 4th Annual Family Fun Run benefitting Heart 

Beats Children’s Society will take place on Saturday, 

October 19, 2013 and will commence at the Running 

Room at Eau Clair Market.  There will be chip-timed 

10k and 5k runs along with a 1k Kids Run and prizes 

for each category.  To sign up, visit the Running Room 

website at www.runningroom.ca or follow the link on 

our website at www.heartbeats.ca. More information 

about the race can be found on the back cover of this 

newsletter.

As the race continues to grow, so 

does our need for race day vol-

unteers.  If you or someone you 

know can lend a hand please 

contact cindyc@heartbeats.ca.

Tetralogy of Fallot: Spelling it Out Symposium 
The University of Alberta will be hosting this sym-posium on Friday, October 25, 2013 in the Bernard Snell Hall at the University of Alberta Hospital (Edmonton, AB). This educational conference is aimed towards all health care professionals and family members caring for children or adults with Tetralogy of Fallot. Please visit www.westernchil-drensheartnetwork.ca, Events page, under Family Support for the brochure and registration form. 

Heart Beats       

Christmas Party 

Heart Beats will be hosting its annual 

Christmas Party on November 30, 2013 

from 11:00 a.m. to 2:00 p.m. at the 

Greenwood Inn.  A special Christmas brunch 

will be served and there will be many activities, includ-

ing seasonal crafts and a visit from Santa who will dis-

tribute gifts to all children in attendance.  Please RSVP 

to info@heartbeats.ca by November 15th, 2013.

A contribution of $5 per family member (or $20 per 

family, whichever amount is less) is requested to help 

cover the cost of this event and will be collected at 

the party.  However, we do not want the cost to keep 

away anyone who would like to attend, so if cost is a 

concern, please let us know when you RSVP and Heart 

Beats will be pleased to sponsor your attendance.   

Dr. Pamela Veale - Developmental Talk  
 Saturday, January 18, 2014 10am-1pm.

Dr. Pamela Veale will be speaking to parents about 
developmental challenges facing children with 
CHD, including the increased risk of learning dif-
ficulties, ADHD and ADD. The talk will be held 
in Conference Room #4 on the 4th floor at Alberta 
Children’s Hospital. Refreshments and a light lunch 
will be served courtesy of Heart Beats. Please RSVP 
by January 1, 2014 to jenb@heartbeats.ca.
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Remembering

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; and

• Camp Scholarships for children with congenital heart disease.

We appreciate and acknowledge the donations received from the following individuals and organizations from May 
through August 2013: 

Alisch, Kelly, in memory of Hope Koslowski 
Anonymous, in in memory of Hope Koslowski

Bergstein, Bonnie, in memory of Hope Koslowski
Brophy, Trevor

Cambridge, Richard & Celina, in memory of Hope Koslowski
Campbell, Kathryn, in memory of Hope Koslowski

Cousineau, Betty-Lou, in memory of Hope Koslowski
Davidson-Ghazar, Stan & Nancy, in memory of Hope Koslowski

Encana
Gerlinsky, M & D, in memory of Brittany Gerlinsky.

Government of Alberta, Community Spirit Grant
Gregory, Shannon, in memory of Hope Koslowski

Harvey, Roy & Barbara, in memory of Hope Koslowski
Heitman, Donna 

Hendricks, Colleen
Hildenbrandt, Ralph

Howarth, Cathy
Ketelaars, Rebecca, in memory of Hope Koslowski
Horne, Laura Esther, in memory of Hope Koslowski

Hunsley, Scott  
Kerber, D & S

Klettke, Rita & Charles
Klettke, Rosa

Koop, Jon, in memory of Hope Koslowski
Koslowski, Amy and family, in memory of Hope Koslowski

Koslowski, H & A, in memory of Hope Koslowski
Kotlewski, D & J, in memory of Hope Koslowski

Kramer, Tami, in memory of Hope Koslowski

MacLeod, K., in memory of Hope Koslowski
Marchant, Jeff, in memory of Hope Koslowski

Matsune, Heather, in memory of Hope Koslowski
McBride, Brian, in memory of Hope Koslowski
McKee, Carol, in memory of Hope Koslowski
Neufeld, Cory, in memory of Hope Koslowski

Oliphant, Jeaninne, in memory of Hope Koslowski
Pindur, Lindsay, in memory of Hope Koslowski
Pluim, Michelle, in memory of Hope Koslowski

Potter, Brett, in memory of Hope Koslowski
Raimount Energy Inc.

Rickard, Jeff & Sarah, in memory of Hope Koslowski
Rowe, Sacha, in memory of Hope Koslowski

Sheldrake, Robyn, in memory of Hope Koslowski
Skelton, Crystal, in memory of Hope Koslowski

Smyth, Jeff & Julie, in memory of Hope Koslowski
Sunde-Cooper, Lori, in honour of Mathias Pollard

Symanczyk, Melissa, in memory of Hope Koslowski
Umbsaar, D & M

Voros, Shannon, in memory of Hope Koslowski
Watson, Lee, in memory of Hope Koslowski

“If we have missed acknowledging your donation, please contact us so 

we may do so in our next edition”. 

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.

*(If you donate to Heart Beats through the United Way, please let us know so we can acknowledge you as the United Way does not provide us with the names of 
the donors.)

                 HOPE
It was with great sadness that we said goodbye to Hope Koslowski, who earned her wings on 
May 21, 2013 at the age of 13 months.  Hope is sadly missed by her parents and older sister 
along with her family and many friends. In her short life, Hope touched the lives of all who knew 
her, including members of Heart Beats who loved to cuddle her, and the myriads of those who 
had never met her but followed her ups and downs on her mother Amy’s heartfelt blog Mending 
Hearts and Bending Knees.  (http://mendingheartsandbendingknees.blogspot.ca/) Hope’s legacy is 
kept alive today by Amy who continues to raise awareness of CHD and generously shares her journey with her 
many followers through her blog.
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Stollery patient   youngest in world 
                                 to receive artificial heart   

                 Alberta Health Services - August 1, 2013 (reprinted with permission)

Surgically implanted device keeps organ pumping until match for heart transplant

EDMONTON — A six-year-old girl has received a heart transplant 10 months after becoming the youngest patient in the world to 
have a revolutionary heart pump surgically implanted inside her chest at the Stollery Children’s Hospital.

In September 2012, then five-year-old Muskaan Grewal received a HeartWare pump, a ventricular assist device (VAD) which took 
over the pumping function of her heart. The VAD, roughly the size of a golf ball, was designed for adults but has been used in a small 
number of pediatric cases around the globe.

“Unlike other artificial heart machines which require patients to stay in hospital, this device did allow Muskaan and her family to 
return home until a heart became available for transplant,” says Dr. Holger Buchholz, Director, Pediatric Artificial Heart Program, 
Stollery Children’s Hospital. “We believed this device would improve her quality of life and allow her to start Grade 1 at her own 
school in her community.”

The pump sits inside the chest and is connected directly to the patient’s heart. The pump is powered by a small controller, outside 
the body, which is connected to a small cable that passes through the skin of the upper abdomen. HeartWare’s external mechanisms, 
including the controller and battery, weigh less than four pounds, which made it easy for Muskaan to carry them over her shoulders 
in a backpack.

Muskaan was only 10 days old when her parents, Harmon and Sukhjit Grewal, were informed their daughter had Dilated Cardio-
myopathy with non-compaction. With this rare condition, which occurs in one case per 100,000 live births each year, the heart 
becomes weakened and enlarged and cannot pump blood effectively, leading to heart failure.

Over the years, as her health deteriorated, Muskaan was in and out of hospital and required multiple interventions and medications. 
In February 2012, she was listed for a heart transplant.

“Before she got the VAD, Muskaan would get tired just from taking a few steps; she was so weak for such a long time. We used to 
have to carry her from the car to the house,” says Mr. Grewal. “With the device she could run around and play as a normal child.”

The external controller operates the pump and features a two-line LCD screen to display parameters, alarms, and troubleshooting 
tips on operating the system. Muskaan’s parents received extensive training on the device prior to her discharge and were given a 
24-hour hotline number to call in case of emergency. Selvi Sinnadurai, Edmonton VAD Program Coordinator, travelled to her com-
munity where she educated staff at Muskaan’s school.

“Thanks to the training, support, and plans in case of emergencies that we received, 
we felt very confident about going home with this device,” adds Mr. Grewal. “Mus-
kaan has grown up with a number of interventions and she became our little 
helper, making sure we were doing everything correctly.” 

After 10 months with the HeartWare pump, Muskaan developed an infec-
tion and required hospitalization. During her stay at the Stollery, a heart 
became available and she received a heart transplant in July.

“We are so grateful for the care we have received, and to the donor par-
ents and family who made the decision to have their child be an organ 
donor,” says Mr. Grewal. “They have given my daughter the gift of 
life. If you ask her, she says she is free now.”

Muskaan’s cardiac care team expects her quality of life to steadily 
improve — and that she’ll be back in school to start Grade 2 in 
September.

The Stollery Children’s Hospital is a member of the Western Ca-
nadian Children’s Heart Network, a group of pediatric cardiac 
programs across Western Canada that work in collaboration to de-
liver the best possible care for pediatric cardiac patients. The Stollery 
is Western Canada’s largest referral centre for pediatric cardiac surgery 
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Stollery patient   youngest in world 
                                 to receive artificial heart   

                 Alberta Health Services - August 1, 2013 (reprinted with permission) and a national leader in pediatric heart transplantation.

“I think that Muskaan’s case is truly a success of the Western Canadian Children’s Heart Network to provide world-class care to pa-
tients from a vast geographical area,” says Dr. Buchholz. “This collaboration of pediatric cardiac specialists from across Western Can-
ada gave us the opportunity to implant a new device into a young girl who became the smallest patient to ever go home with a VAD.”

The Pediatric Ventricular Assist Device (VAD) Program at the Stollery is one of the largest such pediatric programs in North America, 
and is at the forefront of mechanical circulatory assist device treatment. In 2005, the Stollery became the first site in Western Canada 
to implant a Berlin Heart Left Ventricular Assist Device (LVAD); and in 2011, the first in Canada to implant a HeartWare LVAD in a 
pediatric patient to be discharged home.

In the last year, the Stollery Children’s Hospital Foundation has provided more than $500,000 for specialized diagnostic equipment, 
research, education and family support — assisting families of children requiring transplantation, VAD and other specialized car-
diac care. Thanks to the support of donors to the University Hospital Foundation, adult and pediatric patients at the Mazankowski                        
Alberta Heart Institute are benefiting from the latest technology, research and specialized cardiac programs every day — this includes 
$400,000 to support the expansion of the VAD Program.

Alberta Health Services is the provincial health authority responsible for planning and delivering health supports and services for more 
than 3.9 million adults and children living in Alberta. Its mission is to provide a patient-focused, quality health system that is acces-
sible and sustainable for all Albertans.

Thank you for taking the time to read this.

Project Outreach is a charitable non-profit society founded by physicians from the Alberta Children’s 
Hospital.  The society delivers medical services to impoverished children living in developing countries.  
Ultimately, projects promote self-sufficiency of local medical practices that serve children with physical 
disorders that impede active and productive membership in their community.

In January, 2014, Project Outreach will support two medical missions to Latin America:  An orthopedic 
team in Ecuador and a plastic surgery team in Changuay, Peru.   Both teams will work in collabora-
tion with health care colleagues there. Their mandates will be:

1. To perform surgery on children disabled because of physical disorders in Ecuador and severe 
burn scars in Peru

2. To offer hands-on education to local health care personnel in the treatment of these disabling 
deformities 

3. To raise public awareness of preventative practices that can decrease the incidence of abnor-
malities.  

 On October 25th, 2013 Project Outreach will host a gala event to procure necessary funds re-
quired to carry out these projects.  This will be a cocktail affair at Hotel Arts.  There will be enter-
tainment, visuals of the work and country, and a live and silent auction. Please contact Dr. Joyce Harder 
at the Cardiology Clinic at ACH for more information.  

Please help:  A donation from your business would make a great difference to the success of our event.  
This is a great opportunity for you to showcase your services to a captive audience of four hundred 
generous citizens of Calgary and nearby communities.   We will publicize your business in promotional 
material for the event, in the evening program, as well as prominent signage at the auction.  Donors of 
live auction items will be given special publicity, including a large screen presentation, if desired.  You 
may take pride in knowing that you have contributed to making a positive impact on a needy child’s 
life today and the ongoing medical support of an entire community in the future.  Finally, you can be 
assured that 100% of profits from the evening go directly to the goals of the project.  There are no as-
sociated administrative costs.  We work entirely on a volunteer basis. For more information, please visit  
www.projectoutreachcalgary.org.

INTERNATIONAL CHILD HEALTH SOCIETY

Helping disabled children to live a normal life
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Offbeats

This past May we held our wind up celebration and boy did we celebrate!  Heart Beats generously 
funded a great night out for the group.  The night started with being picked up by a limousine!  The 
limo was very cool, black with neon lights, and great tunes provided by the kids. Orange juice and 

pop were handed out in champagne glasses before we headed out on our drive around town.  The group 
was then taken to Jubilations for dinner and a show titled The Big Boom Theory, which was extremely 
funny and very entertaining.  It was based on the TV show “Big Bang Theory.” The dinner was great and 
the show was really enjoyed by the group as they were all Big Bang fans.  They loved interacting with the 
characters!  After the show we were treated to another fun limo ride back to the hospital.  In fact, we all had 
so much fun that we didn’t want the ride to end and were all disappointed when we arrived at the hospital.  
It was a great way to wind up the Offbeats year and we can’t thank Heart Beats enough for giving us such a 
great night with such special memories!

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

an organization that collects and distributes event tickets to chil-
dren’s charities.  Many of our “heart families” regularly enjoy free tick-
ets 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.

Facebook

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

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

Find us...
on Facebook....

One little ticket, one big lift.

A big thank-you to Norma Becker, RN and Kelly 
Webber, RN for chaperoning this event. Eric, in the limo, said “I AM the man!”  

Offbeats ended “with a bang!”  

OFFBEATS is taking a break : There are no Offbeats activities scheduled for the fall as it is undergoing some reorganization.  Look 
for further information in the next issue of Keeping the Beat.

Heart Beats and Social Media

...and now 
   Twitter too!

Noah attending his first Stampeders football game 
with tickets from Kids Up Front
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Offbeats ended “with a bang!”  

...and now 
   Twitter too!

Heart Beats congratulates these two little heart heroes who underwent their Fontan surgeries this summer. The Fontan pro-
cedure is the final stage of palliative surgeries used to treat some children with complex single ventricle defects.  Here are 
their stories, as told by their moms.

  BENTLEE
Bentlee is a 2 year old girl who has had many struggles and complications after her Glenn. 
She spent 22 months on oxygen and had many caths to try and figure out why she was strug-
gling. We never did get any clear answers and we all hoped for the Fontan to be Bentlee’s fix 
for her chronic shortness of breath and low saturation levels despite the oxygen. 

On June 3rd we handed our precious girl over to the skilled team in Edmonton.  As horrible 
as it is handing your child off, knowing the risks, we were excited. She needed this surgery 
so badly; we knew we had no other choice. 

On June 6th Bentlee came off oxygen!!  What a miracle that day was. The Fontan was work-
ing already. As wonderful as coming off oxygen was that day, she had made little progress in 
every other aspect. She had 2 JP drains in her pleural space that were draining too much and 
causing her so much pain that she stayed on narcotics for just under two weeks. The drains 
were pulled on the 13th day post op, and we came home on day 14. She also developed a 
Staph infection in one of her drain sites that was easily cured by antibiotics. 

Looking back on the Fontan experience it was not so bad, but at the time it felt horrible. Many tears were shed by both Mom and 
Bentlee and there were time we felt we would never get out from our ‘prison’. Having Bentlee home now is unbelievable. The 
energy she has, the pink lips and most of all her NORMAL breathing. She is a typical toddler and keeping up with her 4 year old 
brother.   -Chelsey 

 JAX 

“Introducing Jax Maday”, as our very talented doctors and nurses would say. It had been 
more than two years since Jax’s Glenn and we did notice that he was taking longer naps 
and had trouble keeping up with his friends. It was time for his Fontan. 

Unlike during his previous surgeries, Jax is now old enough to articulate exactly how he 
feels, but he still doesn’t completely understand everything.  We told him only that he 
was having surgery again, and that the good Dr. Ross has to fix his heart so he would feel 
better. So for the third time in his life we put the life of our son into the hands of God and 
a handful of very talented nurses, doctors and his surgeon Dr. David Ross. We were in 
Edmonton for three weeks as our surgery was bumped for a week after we got there – I’d 
say waiting for the big day was the worst and I wanted it to be over. 

After they wheeled my son away, it took three and a half hours until I could see him again. 
The first thing we noticed was that he was quite pale, I supposed that’s going to be his 
new normal now.  He only slept one night in the PICU, and I stayed by his bedside most 
of the night.  He kept waking up and asking the nurse to take off his oxygen and get him 
some ice, he was so thirsty but was not allowed to have much (I did sneak him a little 
more ice). He moved to the Unit 4C3 the next morning but was still very tired and weak.  
I complained to our nurses how bored I was and wished he would wake up and play!  After five days, my boy became quite bossy, 
waking up countless times throughout the night to demand I turn on his TV or get him a warm blanket - now my work had begun. 

Eight days later we were back home. The following week we had an appointment to see Dr. Fruitman.  Jax’s SATS were at 70 and 
an x-ray showed a chest full of fluid so we were admitted to Unit 2 for another week. Thankfully they were able to extract that fluid 
and his SATS came back up to the low 90’s with some help from some extra meds. Since then, he’s been a happy little man. 

There’s not enough words or hugs to express how very grateful we are to all of our nurses and doctors, to all of the good families we 
met along the way and for Heart Beats for all of the support - we truly are blessed.  I must also mention Jax’s big brothers Jacob and 
Jordan, how patient, supportive, strong and loving they have been for Jax’s whole life, no matter how hard it was at times.  -Shannon

We want to hear what is happening with your CHD child and family.  Whether it is an update on their condition, or a 
special accomplishment in school, music or sports, please let us know so we can share it with the rest of the Heart Beats 
Community.  Send your update to jenb@heartbeats.caC
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The Transplant Connection
                                 By Kelly Webber, Nurse Clinician at the Cardiology Clinic / Alberta Children’s Hospital

New Facebook page

Would you like to connect with others who are living with a 
heart transplant or have a child who has had a heart trans-
plant?  Bernadette Dodd, from the Stollery Children’s Hos-
pital, has started a group on Facebook.  The group is titled 
“Pediatric Heart Transplant at the Stollery”.  It is a closed 
group so you will have to request to join and then wait 
for acceptance.  The hope is that this page is a place for 
transplant kids, parents and adult survivors of pediat-
ric heart transplant to hang out, share stories and find 
information. Please respect each other and the health 
care team and make this a positive space of sharing and 

learning.

To the kids...do you have any special news you’d like to share?

We would like to start sharing good news with everyone.  If you have a special accomplishment 
or some exciting news you’d like to share please contact Kelly at 403-955-7316 or email at Kelly.
webber@albertahealthservics.ca  Your news will be printed in the transplant section of the Heart Beats 
newsletter.  This is your chance to show others the positive things that happen in life after transplant.  
You could be an inspiration to parents who have a baby that has had a heart transplant and are looking 
for stories of what some of the possibilities might be when their baby grows up. 

2nd Annual Family Transplant Picnic

This past July we held the 2nd annual Family Transplant 
Picnic at Sandy Beach.  We had a beautiful day with a great 
turn out and it was a great opportunity for families to meet 
up with old friends and make new ones.

Transplant Camp

It is time to register for the Transplant Camp.  The camp will 
be held at Camp Evergreen, the same place it was last year, 
with check in on Friday September 27th and check out Sun-
day September 29th.  This year’s format will be slightly dif-
ferent with “transplant school” occurring first thing Saturday 
morning while no activities are planned.  This will leave the 
rest of the weekend for family and friends to participate in 
all the fun activities.  Of course there will still be the mini-
Olympics with Calgary and Edmonton competing for the 
cup. Kids Korner will once again be available for younger 
children so that parents are able to attend transplant school 
or activities with their older children.  For more informa-
tion, please contact the nursing office at 403-955-7316.  If the cost is a concern please contact the nursing team so we 
can help you out.

Transplant Parent Support Group

Due to low turnout and low response to the feedback survey we will not be holding the parent support group this com-
ing year.  We will aim to have two family events a year.  If you have any feedback in regards to the support group or any 
ideas for family events please contact Kelly at 403-955-7316 or email Kelly.webber@albertahealthservices.ca.    
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Transplant Research Update, by Dr. Steven Greenway

There are several new projects under development.

The first project involves looking at the “microbiome” in transplant patients. The bacteria that co-exist in 
our bodies (in our airways, skin, gut etc.) number in the billions and the effect that these generally peace-

ful ‘passengers’ have on human health is starting to be appreciated and understood. Furthermore, it is 
now realized that disruption of the normal bacterial populations can result in disease. The effect of 
immunosuppression has not been studied and I wonder if many of the gastrointestinal problems that 
transplant patients experience (e.g. diarrhea, abdominal pain, bowel tumours) are related to disrup-
tions or changes in the bacterial populations of the gut. We would like to study the bacteria in stool 
(“poop”!) to see if the bacteria in transplant patients are different from healthy relatives. Studying 
changes in the bacterial populations over time may also reveal changes that are related to patient 
health.

We have been approached by a research group based at the Children’s Hospital of Philadelphia 
to participate in a research study looking at the genetics of transplantation. The “iGeneTRAIN” 
project wants to look at genetic markers in the DNA 

of both transplant donors and recipients. It is hoped 
that this information will help us understand why 

an organ is tolerated or rejected and why differ-
ent people respond differently to medications. This information may be useful now but 

could also be a resource for the future as additional discoveries and insights are made.

Finally, we are making progress on the non-invasive detection of rejection assay. A 
dedicated summer student, Varun Suresh, developed the computer tools needed to analyze a test mixture of DNA which 
simulates a mixture of donor and recipient DNA. The next step is to successfully isolate cell-free DNA from blood. Once 
this has been done we will be ready to start enrolling patients. Ultimately, we hope we will be able to identify injury to the 
donated organ from a blood test. 

Thanks for reading. I hope to keep you updated regularly on our research progress and interests.  
Dr. Greenway is a cardiologist at the ACH

Canadian MedicAlert Foundation – No Child Without

Did you know that your child may qualify for a MedicAlert bracelet and member-
ship for free through his or her school? The Canadian MedicAlert® Foundation, 
which is a charitable organization and leading provider of emergency medical 

information services linked to customized medical bracelets and necklaces, offers free 
memberships to students (from age 4 to their 14th birthday) through the No Child With-
out® program in select schools. 

So far, over 52,192 students across Canada have benefitted from this program. The 
financial support of the Government of Canada and Lions Clubs allows students to 
receive the MedicAlert membership for FREE.  Over 240 school boards representing 
6079 schools offer this program and new schools are enrolling every day! If you would like to see if your 
school is enrolled, please visit http://www.nochildwithout.ca

Website Update
Heart Beats’ enhanced website is now live so check it out at www.heartbeats.ca.  We 
now have a new homepage, new photos and a “Heart Journeys” tab.  We thank everyone 
who participated by sending in photos and stories. 

We are still welcoming personal stories, so please consider writing one for the Heart Jour-
neys section.   If you have already shared your story in our newsletter, you can update it 
and resubmit it to us for inclusion on our website.  Please forward your story along with an 
accompanying photo(s) to Jen Beleshko at jenb@heartbeats.ca.
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WCCHN UPDATE
WCCHN Family Advisory Committee (FAC)

The FAC met on Wednesday, June 19th via telephone confer-
ence call. The committee welcomed Joni Wilson to the FAC as the 
second representative from the Circle of Hearts family group in  
Winnipeg. 

Family Educational Webinars

The WCCHN is working to organize quarterly educational we-
binars for families and patients. More information will fol-
low. We would love to hear from you! Topic suggestions for 
these educational sessions can be forwarded to our office:  
wcchn@albertahealthservices.ca. 

Website: 

www.westernchildrensheartnetwork.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@alberta- health-
services.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

Upcoming Events

The University of Alberta will be hosting a Tetralogy of Fallot: Spell- i n g 
it Out Symposium on Friday, October 25, 2013 in the Bernard 
Snell Hall at the University of Alberta Hospital (Edmonton, AB). 
This educational conference is aimed towards all health care pro-
fessionals and family members caring for children or adults with 
Tetralogy of Fallot. Please visit our Events page, under Family Sup-
port on our website for the brochure and registration form:  www.
westernchildrensheartnetwork.ca. 

The Canadian Congenital Heart Alliance (CCHA) is hosting The 
Beat Retreat from September 19 – 22, 2013 at Camp Quin-Mo-Lac 
(Ontario). The Beat Retreat is a weekend for adult CHD patients, 
18 years of age or older. For more information, please visit their 
website: www.cchaforlife.org

We welcome your comments and suggestions for our website!  Please send us an e-mail with your feedback:  

wcchn@albertahealthservices.ca.

We welcome the following new Cardiologists 
and Surgeons at the WCCHN Centres:

Stollery Children’s Hospital, Edmonton:

Dr. Jennifer Conway, Assistant Professor, Cardi-
ologist; Cardiac Transplantation, Cardiomyopa-

thy and Heart Function, and VAD 

Dr. Andrea Wan, Locum Tenens Cardiologist; In-
terventional Cardiac Catheterization

Dr. Tim Colen, Locum Tenens Cardiologist;   
Echocardiography
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          By Cindy Castillo

Isn’t it funny how we all depend so much on the school year? It is always such a momentous occasion. It seems to mark 
the beginning of a new year, as much as January 1 does. The summer feels like it ends then, even for people who had to 

work all summer anyway and don’t have school age kids and even when the weather continues to be warm. And what I 
find as well, is that my anticipation and anxiety levels seem to be the same as my kids (if not more!). Even more so, I find, 
with sending my heart kid off to school. 

Now that my daughter Alexa has finished Kindergarten and is now in grade one, I do feel a lot more relaxed about her 
being at school. The school she goes to is very understanding of her condition. I gave them a medical record explaining 
what to do in certain situations. They also had me fill out a form with a plan of what to do in case of an emergency that 
was signed by her cardiologist, and because she is on blood thinners, her picture is up in the staff room so that all teach-
ers are aware of this. I have not yet had an official meeting with Alexa’s teacher, but plan on telling her a bit more about 
Alexa at Parent-Teacher interviews. 

Every year that Alexa goes to school I face the same dilemma - how much or how little should I tell her teachers? At the 
beginning of June, Dr. Pamela Veale gave a developmental talk regarding learning issues with children with CHD. She 
showed us some statistics that state that children with severe CHD, like Alexa, have a 45% chance of having a learn-
ing disability. So my questions always is, do I tell the teacher this or do I wait for her to tell me if Alexa does have 
a learning disability? This year, because nothing has been detected so far, I have decided I won’t tell her teacher 
of this possibility. I will, however, keep a close relationship with the teacher and make sure that if anything does 
come up, she and I are able to develop a plan together. 

This isn’t always the best thing for every child. During a discussion at Dr. Veale’s talk, one mom said that she 
feels she didn’t tell her son’s school enough when she found out that the teachers were punishing her child for 
not doing something he was supposed to, assuming that it was a behavioral issue when it turned out to actually 
be a developmental issue. 

So what do we do? I think that as “heart parents” we need to have confidence in our own intuitions and be 
self-assured in doing what we feel best for our child. I also think parents should always try to maintain a good 
relationship with your child’s teacher and school and if the school is not willing to listen to your knowledge 
of your child and what you feel is best, I definitely feel changing schools is always a good option. 

For information on what exactly to tell teachers about your child’s medical condition, here is a link to a 
page from Toronto Sick Kids:

http://www.aboutkidshealth.ca/En/ResourceCentres/CongenitalHeartConditions/AtHome/LearningandEdu-
cation/Pages/Congenital-Heart-Defects-Information-For-Teachers.aspx

For information on how CHD children and developmental issues, this reference list was given to us by Dr. 
Pamela Veale:

 Canadian Pediatric Society

  Caring for Kids (CPS) www.caringforkids.cps.ca

  Main website www.cps.ca

 American Academy of Pediatrics 

  Health topics menu www.aap.org 

 `American Academy of Child and Adolescent Psychiatry 

  Main website www.aacap.org 

 PEDS (Parents’ Evaluation of Developmental Status 

   Examples and information regarding PEDS http://www.pedstest.com 

  AHA Scientific Statement 

   Neurodevelopmental Outcomes in Children with Congenital Heart Disease: Evaluation and

   Management: A Scientific Statement from the American Heart Association

 http://circ.ahajournals.org/content/126/9/1143.full?sid=dc657b9d-f078-46c6-804c-b9431690c689 

Dr. Veale will be giving another talk in early 2014 about how CHD impacts development. Look for details in the 
Upcoming Events section on page 2 of this newsletter.  If you would like to add your name to our email list, please 
let us know by emailing info@heartbeats.ca.

   PARENTING A HEART CHILD: Preparing your child’s school for Back To School!
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Make-A-Wish Foundation & Children’s Wish Foundation
         Making a difference in the lives of children with CHD

Growing up with a CHD can often mean surgeries, procedures, medication and a lifetime of appointments. In some cases, it can 
also mean periods of extended hospitalization. In recognition of these and other challenges facing these children and their families, 
Children’s Wish Foundation and Make-A-Wish have granted the wishes of some of these brave children. For many, the excitement 
and anticipation of their wish coming true can have a positive effect on their healing and makes treatment seem more bearable. These 
wishes have included family vacations, computer systems or meeting a favorite celebrity. Any Canadian child between the ages of 3 
and 17, regardless of economic background, who has been diagnosed with a life-threatening illness qualifies for a wish. This includes 
children with complex heart disease who have had life-saving surgery; in fact, several members of Heart Beats have received a wish. 
The condition does not have to be terminal -  in many cases children who have received wishes have gone on to lead normal adult 
lives.

Children can be referred for a wish by a parent or other family member, friend, medical professional or even a teacher.  The applica-
tion is then sent to the child’s treating physician who verifies the illness.  A representative then meets with the child and family to 
determine a wish that is safe and appropriate.  Most wishes can be granted within a couple weeks of receiving approval, and in some 
cases, even within days if the situation is an emergency.  A child who is eligible for a wish can only receive one within his or her 
lifetime by either foundation.

For more information on referring a child, please contact the following:

The Children’s Wish Foundation of Canada
Alberta & N.W.T. Chapter

271 – 339 50 Avenue SE, 

Calgary , AB T2G 2B3

Tel: 403-265-9039

Fax: 403-265-1704

Email: ab@childrenswish.ca

Make-A-Wish® Southern Alberta Canada
Bay #4, 2308-24 Street SW

Calgary, Alberta, T2T 5H8

Toll free number: 1-866-502-3666

Local number: 403-228-3666

Fax: 403-246-0946

General email: salbertachapter@makeawish.ca
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Cardiology Clinic News
We are thrilled and pleased to announce our new Cardiologist who will be starting in early September, Dr. Erika Vorhies.  Dr. 

Vorhies has special training in Pulmonary Hypertension and will be a great addition to our current complement of Cardiologists.

Cardiology is expecting two new babies within the next few weeks!  Sandra Stang (Echo) & Janet Mustapic (Clerk) are both expecting 
beautiful baby boys. 

Welcome back to Dal Disler (echo) who will be covering Sandra’s maternity leave for the next year.

Beads of Courage Program Coming to Cardiology 
What is the Beads of Courage Program?
“The program is a resilience-based intervention designed to support and strengthen children 
and families coping with serious illness. Through the program children tell their story using 
colorful beads as meaningful symbols of courage that commemorate milestones they have 
achieved along their unique treatment path.”

How does it work?
“Upon enrolment each child is given the Beads of Courage bead color guide. Their Beads of 
Courage journey begins when each child is first given a length of string and beads that spell 
out their first name.  Then, colorful beads, each representing a different treatment milestone are 
given to the child by their professional health care provider to add to their Beads of Courage 
collection throughout their treatment as determined by the Beads of Courage Bead Guide.”

Who can enrol?
Any child who has a complex congenital heart defect can enrol no matter their present age.  The clinic nurse will start the program 
with the child at their clinic visit.  If a child is admitted to hospital the child life specialist will help to keep the beads current. 

We are very excited to be a part of this special program and are excited to get started!  Please feel free to ask about the program at your 
next visit.  We are truly thankful to Heart Beats for their financial support with this program. 

www.beadsofcourage

 

 

Please consider taking part Gwen Rempel’s ongoing research.  
 

1. Family Resilience – parents of children (all ages) with HLHS 
• Questionnaires – online or by mail 
• Individual interviews – in person or by phone 
• Focus groups – in Calgary in early May  

2. Child Heart Stories – children (ages 5 to 17) with CHD who have had 
surgery, and their siblings  

• Child activity/play-based interviews 
• Sibling activity/play-based interviews 
• Parent questionnaires 

 
Contact our study coordinator : 

Laura Rogers, MScRS, OT(C); (780) 492-9047 
laura.rogers@ualberta.ca 

What are parents of children with CHD in Western Canada telling us about their         
     mental health?

Gwen Rempel, nursing professor in Alberta, has interviewed parents, grandparents, children, teens from over 60 fami-
lies in Western Canada whose lives have been touched by congenital heart disease (CHD). Her published findings 
are easy to read and parents resonate with her findings. Push and pull, challenges and rewards, and suffering and 

growth all characterize life with CHD. 
Google search: “Rempel parenting” to find Gwen’s articles or here is a link to two of her articles.  
Link to Facets http://www.hindawi.com/journals/nrp/2012/714178/
Link to PUP http://onlinelibrary.wiley.com/doi/10.1111/j.1365-2648.2012.06044.x/pdf 
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Advice from Our Parent Experts – You!
Education plays an important part of every child’s life.  As parents, we want our children to reach their potential, but school can be 
especially challenging for kids living with complex CHD’s. Decreased energy levels, extended absences, developmental delay and 
learning disabilities can have a considerable impact on education.  How is your heart child doing at school?

After 3 years of fighting the school system to understand our son, his heart condition and how extreme it was, we made 
a very emotional and hard decision to home school. His last year’s teacher was amazing, and she was part of help-

ing make our decision.  The hardest part of this decision was how he would get to be socially involved, and not miss his 
friends.  However he still has his friends, play dates have more meaning, and soon he will be starting some other events 
where he will meet more kids and see them on a weekly basis, as well as his 4-H.  

Luckily my dad wanted to be involved, so he does Clyde’s curriculum with him, and I mostly get to do all the fun stuff.  
I have to admit I am much more relaxed as a mom having him home and being able to watch him and see him grow, 
knowing that if something happens I will be close and not getting the information too late, or not at all.  Clyde loves the 
fact that his school days start at 10, and this is helping with his fatigue, and energy level.  

He was having a lot of troubles concentrating and getting his work done without getting frustrated and needing more time, 
that he could never get in a regular school setting, which now he is finding it less frustrating as he can finish one thing, 
then move on to the next, without being rushed.  We don’t know if this will be a forever choice for us or just for a couple 
years, but already we are seeing such a change in him, which I am thankful for.  

Toni Swanson

It was a very hard decision to send Curtis to kindergarten, knowing that he is in 
extreme heart failure, and not knowing how long his life is going to be or when 

he maybe blessed with a new heart. Once we agreed that going to school was a 
normal part of life that we wanted Curtis to experience, we found a great school. 
A school that would be okay with all his medical needs and concerns, including 
being hooked to a continuous IV pump. 

For the first couple of days, I was nervous and stayed at the school with Curtis. But 
just a few days later, both Curtis and I felt better and he started to take the bus to and 
from school. 

Curtis has missed a few days already due to extreme tiredness (which was expected) 
and he still needs to keep up with weekly hospital days. But overall he is thriving in 
ALL areas.  Even thorough I still get butterflies putting him on the bus every day, I know 
it’s the best “normal” thing for our heart warrior Curtis at the moment. 

Amber Keller

Roman started Grade 1 this September and began taking the school bus shortly thereafter.  
This has been a huge adjustment for him (and us) and we notice that he is very tired when 

he gets home.  At our first parent/teacher interview, we gave his teacher the handout from 
the Sick Kids Hospital website about CHD.  http://www.aboutkidshealth.ca/En/ResourceCen-
tres/CongenitalHeartConditions/AtHome/LearningandEducation/Pages/Congenital-Heart-De-
fects-Information-For-Teachers.aspx. The school then sent home a detailed medical form to 
fill out and asked us to attach a photo of Roman to it.  They posted it on the office bulletin 
board along with other children’s medical forms. We feel confident that if something were to 
go wrong, the school is prepared to handle it.

Jen Beleshko

Curtis on his first day of school

Roman getting on the bus



Fall 2013 15

Heart Beats
Children's Society of Calgary

Chairperson Cindy Castillo

cindyc@heartbeats.ca

Vice-Chairperson / Lynn Nakoneshny

info@heartbeats.caSecretary

Sylvia Falk

info@heartbeats.ca

Treasurer

Communications

Director

Jen Beleshko

jenb@heartbeats.ca

Nurse Liaison Patty Knox

Additional Directors Jeannine Oliphant

Heidi Smethurst

Mailing address:

Box 30233 Chinook Postal Outlet

Calgary, AB T2H 2V9

Website: www.heartbeats.ca

E-mail address: info@heartbeats.ca

Phone: 403-289-4329 (Jeannine Oliphant)

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.

Refuse to be average. Let your heart soar as 
high as it will.   - A. W. Tozer

Curtis on his first day of school

Volunteering With Heart Beats

I’ve learned that you shouldn’t go through life 
with a catcher’s mitt on both hands.  You need 

to be able to throw something back.  - Maya 
Angelou

Heart Beats believes that families are the best re-
source available to help other families, and that 
information and education can provide families 
with confidence. By making yourself available, 
you can help families cope with the realities of 
parenting a child with heart disease.

Joining the Executive

Our Board of Directors is made up primarily of volunteer parents of children with 
CHD. About four meetings are held per year during which ideas are circulated and 
decisions are made.  Each board member has different schedules, circumstances, abil-
ities and time commitments, but each is valuable part of Heart Beats and has some-
thing meaningful to offer.  

Hosting Heart to Heart

Heart to Heart meets monthly in a private home and allows heart “moms” to come 
together to discuss the challenges and rewards of parenting a child with CHD. If you 
are able to open your home for just one day out of the year, please let us know.

Family Fun Run and other events

Helping out at one of our events is a great way to give back to the community.  We 
always are looking for volunteers for the annual Family Fun Run, Christmas Party or 
Annual Family Event. 

Please contact us at info@heartbeats.ca to find out how you can make a difference.  
We welcome your help & support!




