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Easter           Hunt 

This year, 16 kids searched high and low for those 
elusive chocolate eggs left behind by the Easter 
Bunny.  After jumping around in a giant bouncy 

castle, taking part in a “box” race and doing some fun 
Easter crafts, the children and their parents enjoyed a 
light lunch followed by loads of chocolate!  Heart Beats 
would like to thank the Aris family for their hard work in 
putting this on, as well as the families who braved 
the snowfall to come. Despite the wintery weather, 
the event had a great turn out and all the kids had 
a “hopping” good time!

Egg

As the parents of a heart child, we don’t take anything for 
granted.  Our child could be healthy one day, and the next 
end up in PICU.   We drag around our oxygen tanks, give 

feeding via NG tubes, and cry along with our children during in-
vasive procedures. For many of us, the hospital is our child’s first 
home.  Some children have had multiple surgeries at a very tender 
age and others are patiently waiting for funding and a new heart 
before they can even consider returning home.  In the midst of all 
these appointments, one of the last things on our mind is to think 
of having a professional photograph taken of our heart child. 

In honor of Congenital Heart Defect Awareness Week, Christina 
Parker Photography wanted to give back to the Heart Beats com-
munity. Christina specializes in photographing children, and has 
a heart child herself (you can read about her heart journey in the 
Winter 2013 edition of Keeping the Beat).  She felt this was the year 
to become more involved in Heart Beats and support its wonder-
ful community that rallies around parents. Each child was offered 
a complimentary photo session along with a 5x7 print with no 
other obligations to purchase.  Siblings and family members were 
welcome to be in the on the session too.  The session was held 
in Christina’s home studio in Lake Chaparral.  To accommodate 
a special heart family, she arranged a special photo session at the 
Alberta Children’s Hospital to photograph a child who was admit-
ted during this time.  

Christina Photography is considering making this an annual tradi-
tion to the Heart Beats group. This will allow Christina to not only 
see the children as they grow but to bring awareness to congenital 
heart defects and hopefully raise funds through her photography 
for Heart Beats.

To the right are samples of the photos Christina took of our heart 
kids. For more information or to contact Christina, please visit her 
website at www.christinaparkerphotography.com

Celebrating Congenital Heart 
Defect Awareness Week:
Christina Parker Photography
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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:May:  Friday, May 10th at 10 am at the home of Lynn Nakoneshny       

187 Willowmere Close in Chestermere.

 
June:        Sunday, June 23 – A family picnic is being planned for June’s Heart 

to Heart.  Time and location are still to be determined, but will be 

at one of the Calgary parks.  If you would like to attend, we ask that 

you contact Lynn by June 10th at info@heartbeats.ca.  

July:   Sunday, July 21st at 1:00pm – Beach Day at Lake Midnapore.  The 

entire family is encouraged to come!  please RSVP by July 15th to 

Lynn at info@heartbeats.ca. The Wiebe family will be hosting this 

event and must provide your name to Lake Midnapore staff so you 

can be admitted. August:  Saturday, August 17th at 1:00pm – Beach Day at Lake Chapparal.  

The entire family is encouraged to come!  Please RSVP by August 

10th to Lynn at info@heartbeats.ca. The Parker family will be host-

ing this event and must provide your name to Lake Chapparal staff 

so you can be admittedIf you would like more information about Heart to Heart or if you are avail-

able to host, please contact Lynn Nakoneshny at: 

e-mail: info@heartbeats.ca or phone: 403-698-6171

CHD and Development 

Some children with congenital heart disease have 

developmental delay or other learning difficulties. 

We are pleased to announce that Dr. Pamela Veale, 

Assistant Dean of Pediatrics at University of Calgary, 

will be speaking about the impact of CHD on pediatric 

development. 

This presentation will take place on:

Saturday, June 8th from 10:00 am to 1:00 pm.

in Conference Room 2 on the 4th floor of ACH 

It is open to all parents of children with heart defects.  

Heart Beats will be providing refreshments for those 

attending this event. 

Space is limited, so we ask that only one parent per 

family attend.  Please RSVP by June 1st to 

info@heartbeats.ca. 

4th Annual 
Family Fun Run
Mark your calendars and spread the word!  The 4th Annual Family Fun Run benefitting Heart Beats Chil-dren’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.  Registration is underway, so visit the Run-ning Room website at www.runningroom.ca to sign up today!

As the race continues to grow, so does our need for race day volunteers.  If you or someone you know can lend a hand please contact cindyc@heartbeats.ca.

Celebrating Congenital Heart Defect Awareness Week

To commemorate Congenital Heart Defect Awareness Week, Heart Beats hosted its Annual Family 
Event at the Calgary Winter Club.  Over 60 people joined the festivities which included 10 lanes of 
bowling, pizza, chocolate-covered strawberries, and lots of socializing and FUN!  Before leaving, 

each child in attendance received a deluxe goodie bag.  Heart Beats would like to thank everyone who 
participated in this event- we look forward to seeing everybody           again soon!
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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.

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 January through April, 2013:  

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.)

ATCO Structures & Logistics Ltd.
Donna Heitman. 

Colleen Hendricks  
Ralph & Laurie Hildenbrandt 

Dennis & Sylvia Kerber 

Charles & Rita Klettke 
Helmut & Anita Koslowski
Deborah & Jerry Kotlewski 
Don & Maryanne Umbsaar 

 

Are you the father of a child with congenital heart dis-
ease?  Would you be interested in meeting with other 
dads in an informal setting to socialize and share experi-
ences? 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 information, please 
contact Ferrell Beleshko at beleshko@shaw.ca.

Calling all Dads! Offbeats

Offbeats has had lots of fun so 
far this year!  Activities have 
included pumpkin carving, 

Build-a-Bear, Heart Shaped Pizzas 
and ceramics at Fire Escape. 

Save the date, because this year we 
are planning an amazing wrap-up 
party for the Offbeat group on May 
22!  Included will be a deluxe ride 
to and from the hospital and dinner 
and a live show at Jubilations!  For 
more information, please contact 
Norma Becker, RN in the Cardiol-
ogy Clinic at 403-955-7316.   

Offbeats is a fun, activity-based 
group for youth aged 12-17 who 
are seen at the Cardiology Clinic. 
The group offers kids and teens a 
chance to come together and en-
joy fun activities throughout the 
school year. For more information, 
please contact Norma Becker, RN 
at Norma.Becker@albertahealth-
services.ca or at 403-955-7316.

Facebook

Staying in touch with other heart families and join-
ing in fascinating conversations has never been 

easier!  Our Facebook group is always growing, so 
stay in the loop by searching Heart Beats from your 
Facebook page or click on the link at our website to 
become a part of this expanding group. 

Twitter
Heart Beats is now on Twitter!
Staying on top of community news and upcoming 
events has never been easier.  Simply follow our 
tweets at: twitter.com/HeartBeatsChild.H
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A concern that “heart parents” often 
have is how our children will do in 

the future. Will they be able to lead pro-
ductive adult lives? Will their heart defects 
prevent them from doing activities or jobs 
that they want to do? In this edition, we 
feature the story of Andrea Sager.

I was born in Calgary, Alberta on September 10th, 1976 
with the heart defect called tetralogy of Fallot. My parents 
didn’t know when I was born that I would have a heart 

defect, and at 3 months old I was taken from Calgary to the 
Sick Kids Hospital in Toronto by airplane. I had a shunt done 
for my heart by Dr. Bill Williams. I saw Dr. Harder in Calgary 
as my cardiologist and when I was 5 years old I had my first 
open heart surgery. I had open heart surgery again when I 
was 7 years old. 

Later, we lived in Ontario and I saw Dr. Robert Freedom. 
When I was 15 and 17 years old I had heart surgery again, 
all done by Dr. Bill Williams. I also had a stent put in when I 
was 15 years old at Sick Kids Hospital. 

Since moving to Ontario with my parents. I’ve been through 
a lot of heart tests and I now go to the Peter Munk Centre at 
the Toronto General Hospital. I see Dr. Benson, and so far 
my heart has been great. I have not had to have surgery since 
I was 17 years old. I live my life every day to the fullest - I like 
to go for walks, do yoga, and I am on the board of directors 
for Community Living. For a job I work as a receptionist. I 
have great support from my friends and family who are al-
ways there for me. I have also made some great heart friends. 

In my spare time I like to listen to music, sing, watch DVDs 
and TV, and I also like to spend time with friends and family. 
I also like to read and make hand-made holiday cards. 

As a child I went to Brownies and Girl Guides, ballet, and 
gymnastics. I have a brother who has always been very sup-
portive of me, along with and my mom and dad. When I was 
in grade 1, I had to go to Special Ed because it was discov-
ered that I was mildly mentally delayed. These days I live 
with a roommate. 

I think that heart awareness is important because it helps 
parents and kids face the heart defect more easily, knowing 
what to expect. I would like to talk to parents and kids about 
heart defects. I also like to talk to Facebook friends who have 
heart defects, and help them. 

Share Your Story
We invite you to share with us your experience with con-
genital 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 sup-
port someone else needs.  For assistance in preparing your 
story, or to submit your story, contact the Newsletter Coor-
dinator at jenb@heartbeats.ca  

CHD & Me    
Talking With Adults 
With CHD

Andrea Celebrating 
her Birthday

WCCHN UPDATE
Family Testimonials 
A big thank you to everyone who submitted testimoni-
als! These letters will be essential in sharing the impact 
on and difficulties experienced physically, emotionally, 
and financially by families travelling for their child’s sur-
gery. If there are families who didn’t send in a testimonial 
but would still like to please don’t hesitate to contact us. 
www.westernchildrensheartnetwork.ca

Website: 
The following items have been added to our website: 

The Stollery Children’s Hospital Pre-Admission Clinic 
(PAC) video is now available in the Public Knowledge Base 
page, under Resources. 

An informational video about Long QT Syndrome created 
by BC Children’s Hospital has been uploaded to the Public 
Knowledge Base page, under Resources. 

Family Stories: If you have family stories you would like to 
share on our website, or if you have an update to your sto-
ry that is 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. 

We welcome your comments and suggestions for our web-
site! Please send us an e-mail with your feedback: wcchn@
albertahealthservices.ca. 

Family Satisfaction Survey 
The WCCHN will be completing regular Family Satisfac-
tion Surveys, effective December 2012. These surveys will 
be distributed on a quarterly basis to families who have 
had procedures completed within the Network.
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Curtis Keller
 

When your child has CHD, every milestone is pre-
cious.  Nobody knows that more than Alex and 
Amber Keller, whose young son Curtis has been 

waiting for a heart transplant for over a year.  With his heart 
functioning at just a small fraction of what is normal, he was 
admitted at the Alberta Children’s Hospital in December, 
2012 and has just recently been home part-time as an out-
patient.  This has been a huge relief to Curtis and his parents 
who also have a 5 month old baby to care for, even though it 
means doing many of the procedures themselves at home in 
between weekly hospital visits.

My family and I had the privilege of attending Curtis’ 4th birth-
day party. Curtis had a wonderful time at his “Angry Birds” 
themed-party as did all of his friends and family in attendance.  
Being able to forget about the challenges he and his family 
face on a daily basis for a few hours of partying was just won-
derful.  We hope to celebrate many more of Curtis’ birthdays 
and milestones in the years to come!

Jen Beleshko

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.ca

Community Updates

Hope Kowlowski
 

Hope and her Mom Amy

As a mom who has watched other moms struggle with 
their children who have heart disease it has been rather 
“heart wrenching” at times.  We are all too aware that 

the stakes are high with our beloved children and we often have 
times that are just too painful for words.   

However, today at Hope’s first birthday, it felt like a true cel-
ebration of life!  Truly, it was miraculous to see little Hope and 
the over 100 people who turned out to applaud this little girl 
in her journey.  Many of us have met Amy through her honest 
sharing in the blog “Mending Hearts and Bending Knees” (http://
mendingheartsandbendingknees.blogspot.ca)  and have identi-
fied with some of the issues and struggles she has faced.  Some-
times it has brought us to tears!   But always, Amy and Shawn 
have given Hope to God and have trusted in Him to care for her 
and to guide the many medical professionals who have worked 
with Hope.   

It takes a village to raise a child and this village was present in 
the many friends and family who have helped out in big and 
small ways during this past year. The thankfulness of the Kow-
lowski family was very evident.  They could not have made it 
alone and were truly grateful. 

The video of Hope’s first year of life was emotional to say the 
least.  While we are familiar with the surgeries and procedures, 
nothing really gets easier as we see other little children suffer. 
But always Hope’s big beautiful all knowing eyes were wide 
open in the many pictures as she persevered.  She seems like 
she is “an old soul” and was definitely the belle of the Ball to-
day.  Way to go girl! 

Sylvia Falk

On April 6th, two birthday parties took place simultaneously for 2 very special heart children.  
Here are the stories of both, recounted by friends who attended each.

Curtis turned 4!  

Photo courtesy of Christina Parker 
Photography
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Website Update

Heart Beats is working on updating our website and we need 
your help!  The first change will be a slideshow on our 
homepage that will feature photos of our heart kids.  The 

next addition will be a “Stories” section that will include heart 
journeys and accompanying photos.  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 note that the homepage photos will include your child’s 
first name only.  Both the stories and photos can be changed or 
removed at anytime by contacting Heart Beats.  

If you would like to contribute to one or both of these updates, 
please forward your photos and/or stories to Jen Beleshko at 
jenb@heartbeats.ca by our May 31st deadline.

One little ticket, one big lift.

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. 

“Our family has really enjoyed the events through Kids Up Front.  Most recently, we 
attended a show at Vertigo theatre entitled “Number 14”. It was an awesome perfor-
mance, perhaps one of the best events we’ve gone to. After the show, they served pizza 
and we got to talk to some of the actors. It was just fantastic.”   Jacklynn Holmes

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.

Approximately half of all babies born with Down syndrome have heart 
defects, many requiring surgery in infancy.  

Ups and Downs is a registered, non-profit, volunteer-run organization 
for parents, families and friends of people with Down syndrome. Founded in 
1984 by a group of concerned parents, Ups and Downs now provides a wide 
variety of services, programs and activities for its members in the Calgary area 
and Southern Alberta. 

Our mission is to be a vibrant family support group that enriches the lives of 
individuals with Down syndrome and their families by providing a network 
of resources, sharing common experiences, learning together, and creating 
awareness in the broader community. 

For more information please visit us at www.upsdowns.org  or call us at 403-
289-4394. 

Ups and Downs
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In late November, Sandy Taylor, Trish Wiedemann, 
and I travelled to Guyana in order to do some teach-
ing in pediatric echocardiography.  About one year 

ago, Dr. Deb Isaac from Foothills Hospital, in con-
junction with the Libin Institute initiated an echocar-
diographic training program in this developing coun-
try.  This was done in conjunction with Dr. Kishan 
Narine, a Guyanese surgeon who works at Foothills 
Hospital and also with the support the Guyanese gov-
ernment.  

Our Echo Team!

Guyana is situated on the northeast coast of South 
America previously known as British Guyana.  Inde-
pendence was achieved in 1966 and they function as 
a Republic.  The economy is largely agricultural, pro-
ducing cane sugar (and rum), rice, and many fruits, as 
they are very close to the equator.   The total popula-
tion for Guyana is 770,000 and most of the popula-
tion lives on the coastline.  The capital is Georgetown, 
and the hospital we worked in is called the George-
town Public Hospital Corporation or GPHC.

Georgetown is not “safe”, but we were provided with 
a driver to take us to and from the hospital. This was 
wonderful as the temperature daily was very very hot 
for these Canadian natives!  However, we quickly got 
used to the heat and the local routine. We learned the 
areas of the city that were not advisable to travel to 
day or night, and managed to stay out of trouble.  The 
farmers market on a Saturday was quite an experi-
ence with the fruits, the vegetables that we had never 
seen before, and lots of “cat calls”.  

The Georgetown public hospital is quickly developing 
services to a higher level. There are huge open area 
wards and the families stay with their relatives, sleep-
ing on the floor next to the bed.  Most patients had a 
bed, a simple iron frame with a thin mattress.  Drugs 
are an issue. They have most antibiotics and pain kill-
ers, but only Digoxin, Lasix, Captopril and Proprano-
lol for cardiac meds.  Cardiac surgery is not yet read-
ily available.  There is a Guyanese adult CV surgeon 
who works in New York, but comes to Guyana for one 
week every 1 – 2 months and performs 2 – 3 opera-
tions per day for a 10 day stretch.  Congenital heart 
patients generally receive no corrective surgery, unless 

400 year old wooden church

By Joyce Harder, M.D., F.R.C.P.(C), Pediatric Cardiologist

A Trip to Guyana
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they are fortunate enough to be sent to India for repair.  
This is financed by the Guyanese government or by 
the family.  

We worked with three doctors who will be doing the 
pediatric echoes in the future. Two were internists, 
one from the Georgetown area, and one from Berbice 
which is about one hour away.  The latter fellow came 
to us saying that he was not really interested in pedi-
atrics, but ended up being the most enthusiastic and 
conscientious student who was there to the very last 
minute.  The third doctor is an anesthetist.  She will be 
doing transesophageal echoes in the operating room, 
and we found that she learned things very quickly and 
had great enthusiasm and appreciation of our efforts.  
W even had the privilege of being invited to her home 
for a traditional Guyanese meal, including rum punch.

We spent every day with a didactic lecture on some 
area of echocardiography, with plenty of time for ques-
tions. Then we began a series of echoes in the clinic.  
Trish and Sandy encouraged the doctors to do the stud-
ies themselves, while they supervised and offered sug-
gestions on how to obtain better pictures.  They were 
also experts on how to keep a child as cooperative as 
possible, and I think that the Guyanese doctors found 
this a novel concept.  Sedation is not an option with 
no nursing backup, so they would generally abandon 
the study if the child is not cooperative.  There were 
no TVs or Ipads available so we all learned new folk 
songs and games for distraction.

Congenital heart disease is prevalent in Guyana so we 
saw many patients who were older and had not un-
dergone any surgery.  The natural history of congenital 

heart disease has not been seen in Canada since the 
1970s.  One day we had twenty five children with 
congenital heart disease waiting in the hallway all 
very cyanotic and very clubbed (fingers swollen at the 
ends and very blue – this happens with chronically 
low oxygen levels).  There were fourteen of them who 
had Tetralogy of Fallot, none of whom had undergone 
any type of surgery. The same day we met an 11-year-
old girl with truncus arteriosus (single artery coming 
off the heart).  Trish heard the diagnosis prior to the 
patient’s arrival and mentioned that she was assum-
ing this child had been repaired since she was 11years 
old and still alive.  I replied that I wouldn’t assume 
anything in Guyana!  Sure enough, she had had no 
surgery, but somehow was still alive with a reasonable 
quality of life.  I have to say that all of us found it very 
hard to meet these children and their families and to 
realize that their chance of having corrective surgery 
was very limited.  When we left I provided the Minister 

Trish and Sandy with one of our patients

A Trip to Guyana
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of Health with a list of patients who needed surgery 
and were still operable; we hope that some of them 
have been sent away for repair.  

There is also a pediatric residency program which has 
been initiated at Georgetown Public Hospital Corpora-
tion, with the support of McMaster University.  There 
are two senior doctors who have been practicing pedi-
atrics for many years in Guyana, with little formal train-
ing, but lots of experience.  There are also four younger 
doctors who are pursuing a career in pediatrics.  The 
lectures are done by visiting professors from Canada 
and by video conference from McMaster University.  
The Cardiology portion of their training was limited, so 
in the afternoons of Monday, Wednesday and Friday, 
I walked across to the maternal hospital for a 3-hour 
teaching session in their very modern conference room 
(not air conditioned). Those sessions were great fun!  
The objective is that these trainees will write Canadian 
equivalent pediatric examinations next year.  

On the Sunday between the two weeks of work, we 
decided to fly into the interior to see the beautiful Kai-
eteur falls.  It was about an hour’s flight over the cane 
fields and rice patties at the coast, then over the rain 
forests – quite a high light to see all of this from the air.  
The falls are the highest single drop falls in the world at 
741 ft, and a beautiful site.  The three of us had a great 
laugh when we were encouraged by the guide to lay 
down at the edge at a 700 ft rocky cliff without a barrier 
in order to “get the rainbow view”.  We knew then that 
we certainly were not in Canada!

We found the people of Guyana to be very friendly and 
appreciative of our efforts. Trish, Sandy and I learned 
a lot from them and I hope that we managed to help 
the doctors become more comfortable with pediatric 
echocardiography.  I know that Sandy and Trish really 
made a difference to those doctors, and through them 
there will be a long term improvement in the care for 
pediatric cardiac patients.  Surgery will develop in 
Guyana in the next few years, as the medical system 
develops further. I have to especially thank Sandy and 
Trish for their help with this trip to Guyana, as they 
had to take a leave of absence from their jobs and their 
young families.  The reunion when we arrived home 
was a real treat – even I got flowers and hugs from their 
kids and husbands!  We had some difficult times and it 
was hard work, but overall the trip was well worth it.  

Trish and Sandy with one of our patients

Kaieteur falls
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             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 transplant?  Bernadette Dodd, from the Stollery Children’s Hospital 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 pediatric 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.

Save the date(s)!
Transplant Camp
It is that time again.  We are starting to plan September’s Pediatric Heart 
Transplant Camp.  It will be held Friday September 27th through to 
Sunday September 29th at Camp Evergreen near Sundre.  This is the 
same camp we went to last year.  Based on feedback from last year 
we will be making some changes to programming but since so much 
fun was had last year we decided to stay with the same campground.  
Please watch your mail for more information or contact the nursing of-
fice at 403-955-7316.
Parent Support Group
We will be having our next meeting on Monday May 6th from 6pm to 8pm at the Alberta Children’s Hospital.  We 
will meet in conference Room #2 on the fourth floor. Please RSVP to Kelly or Norma by calling 403-955-7316 or 
email Kelly.webber@albertahealthservices.ca.Come.
Family Transplant Picnic
Back by popular demand!  We will be having our 2nd annual family transplant picnic on Wednesday July 10th.  It 
will be held at the same location as last year which is Sandy Beach Park Picnic Site 1.  Please bring the meat or main 
dish for your own family and then bring an appetizer, salad or dessert for everyone to share.  Lots of fun was had last 
year and it would be great to see everyone come out to reconnect with friends, play some games and eat.  Please 
RSVP by July5th to either Kelly or Norma at 403-955-7316.

 

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@albertahealthserv-
ics.ca  Your news will be printed in The Transplant Connection section of 
this 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.

Transplant Connection
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Non-Invasive Detection of Rejection
           By Dr. Steven Greenway

Rejection of the donated heart remains a serious problem throughout the life of the transplant recipient. Echocardiog-
raphy is used for routine monitoring but an endomyocardial biopsy is considered the “gold standard” for the detec-
tion of rejection. However, the biopsy is invasive, has limitations and risks and requires a general anesthetic in young 
children.

A non-invasive method to detect rejection was recently developed in adult heart transplant patients. This method 
measures the low levels of cell-free DNA that normally circulate in the bloodstream. In the transplant recipient this 
DNA comes from both the recipient and the donor organ. A group in Stanford showed that an increase in the amount 
of donor DNA can be used as a marker for rejection (see figure).

          
This figure (taken from Snyder et al. in Proceedings of the National Academy of Sciences from 2011) shows the low 
level of donor DNA in the healthy patient but the amount of donor DNA increases when there is rejection.

This is only one example of how advances in technology, particularly “next-generation” DNA sequencing can be used 
to understand human biology and hopefully improve patient care. We hope to use DNA sequencing for many different 
applications in heart patients. We would like to develop this test for use in children. This project is only for research at 
this time. If you are interested in participating please ask your transplant team for more information

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 
families 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 

 

 

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 

      Healthy       Rejection
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Resilience and Post-Traumatic GROWTH       
         

What is resilience?

Resilience is the process of adapting well in the face of adversity, trauma, 
tragedy, threats, or even significant sources of stress -- such as family 
and relationship problems, serious health problems, or workplace and 

financial stressors. It means “bouncing back” from difficult experiences.

Research has shown that resilience is ordinary, not extraordinary. People 
commonly demonstrate resilience. One example is the response of many 
Americans to the September 11, 2001 terrorist attacks and individuals’ efforts 
to rebuild their lives.

Being resilient does not mean that a person doesn’t experience difficulty or distress. Emotional pain and sadness are 
common in people who have suffered major adversity or trauma in their lives. In fact, the road to resilience is likely to 
involve considerable emotional distress.

Resilience is not a trait that people either have or do not have. It involves behaviors, thoughts, and actions that can be 
learned and developed in anyone.

10 Ways To Build Resilience

Make connections. Good relationships with close fam-
ily members, friends, or others are important. Accepting help 
and support from those who care about you and will listen to 

you strengthens resilience. Some people find that being active in civic 
groups, faith-based organizations, or other local groups provides social 
support and can help with reclaiming hope. Assisting others in their time 
of need also can benefit the helper.

Avoid seeing crises as insurmountable problems. You can’t change the fact that highly stressful events 
happen, but you can change how you interpret and respond to these events. Try looking beyond the present to how 
future circumstances may be a little better. Note any subtle ways in which you might already feel somewhat better as 
you deal with difficult situations.

Accept that change is a part of living. Certain goals may no longer be attainable as a result of adverse 
situations. Accepting circumstances that cannot be changed can help you focus on circumstances that you can alter.

Move toward your goals. Develop some realistic goals. Do something regularly -- even if it seems like a small 
accomplishment -- that enables you to move toward your goals. Instead of focusing on tasks that seem unachievable, ask 
yourself, “What’s one thing I know I can accomplish today that helps me move in the direction I want to go?”

Take decisive actions. Act on adverse situations as much as you can. Take decisive actions, rather than detach-
ing completely from problems and stresses and wishing they would just go away.

Look for opportunities for self-discovery. People often learn something about themselves and may find 
that they have grown in some respect as a result of their struggle with loss. Many people who have experienced tragedies 
and hardship have reported better relationships, greater sense of strength even while feeling vulnerable, increased sense 
of self-worth, a more developed spirituality, and heightened appreciation for life.

Submitted by Gwen Rempel PhD, RN
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Nurture a positive view of yourself. Developing confidence in your ability to solve problems and trust-
ing your instincts helps build resilience.

Keep things in perspective. Even when facing very painful events, try to consider the stressful situation in a 
broader context and keep a long-term perspective. Avoid blowing the event out of proportion.

Maintain a hopeful outlook. An optimistic outlook enables you to expect that good things will happen in 
your life. Try visualizing what you want, rather than worrying about what you fear.

Take care of yourself. Pay attention to your own needs and feelings. Engage in activities that you enjoy and 
find relaxing. Exercise regularly. Taking care of yourself helps to keep your mind and body primed to deal with situ-
ations that require resilience.

Additional ways of strengthening resilience may be helpful. For example, some people write 
about their deepest thoughts and feelings related to trauma or other stressful events in their life. Meditation and spiri-
tual practices help some people build connections and restore hope.

The key is to identify ways that are likely to work well for you as part of your own personal strat-
egy for fostering resilience.
SOURCE: American Psychological Association – The Road to Resilience http://www.apa.org/helpcenter/road-resilience.aspx#

Resources to Build Resilience in           
Your Children:
Bounce Back Books

Parents and caregivers play a vital role in helping children respond well – even 
flourish – when life throws them a curve ball. To help parents and other caregivers 
nurture children to be strong and resilient, Alberta Health Services has authored the 
Bounce Back Book series. 
These interactive books suggest fun, engaging and hands-on activities that parents 
and caregivers can enjoy with their young children, while learning about and devel-
oping their resiliency skills.

All three books are available online in pdf.at 

http://www.albertahealthservices.ca/1652.asp

To obtain hardcopies of the Bounce Back Books, send your request to 
bouncebackbooks@albertahealthservices.ca or visit your local Parent Link Centre.

The Bounce Back Book: Building Resiliency Skills in the Early School Years 
focuses on the skills children need to develop relationships with adults and other 
children in the first years of school.

The Bounce Back Book: Building Resiliency Skills in Your Preschooler 
focuses on increasing resilience in toddlers and preschoolers.

The Bounce Back Book: Birth to 2 Years
focuses on building the relationship between parents/caregivers and the child.
       SOURCE: Alberta Health Services 
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PARENTING A HEART CHILD

Parents of children with heart defects have stories to tell. 
Some of our stories have happy endings and way too 
many do not, but regardless of our individual experienc-

es there is something that binds us. We have been through a 
traumatic event, even for families who didn’t experience life 
or death circumstances, the stress and fear of having a child 
who is sick and in pain can turn their world upside down. For 
some moving on and putting the pieces back together in the 
aftermath of crisis comes quite easy, but for others the lasting 
trauma of “hospital life” becomes something much more dif-
ficult to manage alone.

I’m talking about the periods of loneliness, fear and panic 
that can accompany getting back to normal living. I’m talking 
about the dreams, the constant re-living of the experiences 
and the inability to control how these constant thoughts and 
feelings have taken over your life. I’m talking about PTSD 
also known as Post Traumatic Stress Disorder.

Our daughter Kenzie was born on September 29, 2011 and 
did not leave the hospital until December 31, 2011. During 
these months in the hospital my husband Matt and I were 
in full survival mode. We rarely found time to feel or to cry 
because we were just so focused on getting through each 
day. We endured 5 surgeries, one almost lethal blood clot 
of a shunt, a major sternal infection and the rollercoaster of 
having things go from great to terrible in a matter of minutes 
every single day.

The first 6-8 weeks of having Kenzie home were spent trying 
to figure out a routine, med schedules, nurse visits, doctors 
appointments, tube feeding. Finally we reached a comfort-
able routine, and started to settle in to life at home. This is 
when I hit a major wall emotionally. First of all I was in con-
stant fear that her shunt would fail, this occupied my mind far 
more than I could control. Around this time we had gotten 
news that a family that we had gotten to know in Edmonton 
had lost their son very suddenly. He had been sent home only 
weeks before Kenzie and had seemed to be doing very well. 

I started to feel scared to take Kenzie out of the house, it was 
winter and flu season, and she vomited so often and so much 
it was hard to go places. The dreams also started around 
this time. I would dream about the night we almost lost her, 
remembering every single detail, reliving the hell over and 
over all day long and all night. I would hear the sounds of 
the monitors going off, I would hear the sound of footsteps 
pounding on the floor from the nurses responding when a 
“code blue’ was called. I cried every single day, almost all 
day long.

As a parent of a sick child you are told over and over how 
“strong” you are to be able to endure such a difficult time. 
I never really understood this; after all we were doing what 
ANY parent would do if their child were sick. I felt like I was 
living a lie, I wanted to scream, “I’M NOT STRONG!!!! I AM 
A MESS!!!” but I felt some obligation to appear tough and 

together for the sake of Kenzie. It worsened after we got home be-
cause then I felt guilty for not just enjoying every second of having 
her home. I felt ungrateful that our prayers had been answered yet 
I was still in so much pain. I was silently slipping away in to the 
darkness of depression and I didn’t know how to express to those 
around me that I needed help.

I stopped sleeping (even though Kenzie slept 12 straight hours from 
the day she came home) I stopped feeling joy; I could not stop my 
mind from constantly going over every single detail in hopes that it 
would change what had happened. I started to feel like something 
was very wrong, I felt completely disconnected from everything 
and nothing seemed familiar to me anymore. One night my body 
just gave out. I found myself standing over Kenzie’s crib at 5:00 in 
the morning in a very confused state, not certain what was real or 
what was a dream. I had this feeling that she would be better off 
without me, and as fleeting as the thought was, it scared me and I 
knew I needed help NOW. I woke up my husband and asked him 
to drive me to the hospital. 

Reaching out was the very best thing I could have done! I was 
able to talk to a professional who quickly diagnosed me as having 
PTSD and who explained that it was very treatable and they re-
spected my decision to undergo treatment without the use of drugs 
(I was open to taking them but wanted to try without and it went 
well). I was set up with a counselor and started attending sessions 
about twice a month for nearly a year. It was a slow process but 
over time the terror eased its grip, the dreams went away and I was 
enjoying Kenzie fully instead of being weighed down by my fears 
and emotions. I also walked away from my sessions with new 
tools to cope with the everyday stresses of being a parent; these 
are tools that I will use for the rest of my life.

I still have days where my mind will wander back to those dark 
and scary days. I think just like our children’s hearts are surround-
ed in scar tissue, we will deal with the emotional scars for the 
rest of our lives and that is perfectly normal and perfectly ok. We 
will have days where the tears flow, days where we fear what 
the future holds for our babies, we must allow ourselves to work 
through these days as they arise and not be afraid to ask for help if 
these feelings are keeping you from living your best life.

 If you feel that depression of any kind has taken over your life, 
I urge you to reach out to a spouse, friend, family member for 
support but most importantly speak to your family doctor. If you 
find yourself contemplating self harm, harming of others including 
your child, DO NOT HESITATE!!! Call 911 or seek help at your 
nearest emergency room. You will be treated with the utmost re-
spect, dignity and most importantly given the resources to move 
beyond the darkness and step in to the light again.

Post Traumatic Stress Disorder: Dealing with the aftermath of trauma.
By Jill Grindle, Mother of Kenzie Grindle born with Tetralogy of Fallot
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Advice from Our Parent Experts – You!

I wish I could say that I was coping really well with the stress of my child’s con-
dition, but I’m not always.  Sometimes I really am doing brilliantly well, other 
times not so well.  I guess I am learning to cope with the stress, but haven’t 

mastered it yet.  My child was born with TAPVR, and had surgery when he was 
12 days old.  Before his surgery I prayed, talked to other mums, sang, was thank-
ful for all the amazing help he was receiving, and used an excessive amount of 
hand-sanitizer.  I also asked the nurses a lot of silly, paranoid questions.  

It wasn’t until after his surgery that I really had anxiety issues.  We were sent home with instructions to keep 
our fragile newborn with his repaired heart as germ-free as possible.  I saw people in a different light for 
awhile, not so much as fellow humans but as carriers of germs.  I am glad that this has faded away.  

My heart-child is my first-born.  During my second pregnancy, I saw a new doctor for my prenatal checkups 
almost every time, and had to go over my son’s heart condition almost every time.  This was really hard, I 
dreaded those appointments, they brought back a flood of painful memories that had only half-healed.  They 
stirred up fears for my 2nd child and I started to worry that my heart-child would grow up blaming me for 
what he has had to go through.  I coped with this, at first by buying him a book on the way home from my ap-
pointments!  Then I really started to deal with the guilt and anxiety I was obviously still feeling.  

Anxiety has been something that has been an ongoing battle for me.  I think when you have a child with a 
congenital issue or a disability or disease of some kind, the world feels unsafe, when that child has more than 
one thing going on, it can start to feel like you are almost expecting the next blow.  

My heart-child is now being assessed for autism, and the lengthy process of that has brought me back to the 
place of dealing with anxiety and guilt.  Those two are intertwined for me.  Last summer, almost every morning 
I would wake up with some new anxious thought, “my child had a heart problem at birth because..., and now 
he may have autism because of...”  Most of them in retrospect become utterly ridiculous.  But deep down the 
belief that somehow I am to blame has gripped me for a long time.  

At first I tried to deal with these beliefs by reasoning each one through, but that wasn’t great, because I was 
feeding the underlying belief that somehow I was to blame, which was a bigger problem.  Then I tried dealing 
with it pragmatically:  what caused it doesn’t change how things are now, so there is no point thinking about 
it - that worked to a point, but it still wasn’t dealing with the underlying problem.  The problem for me has 
been that I’m not able to convince myself that it wasn’t something I did.  What has helped and is helping me 
deal with this unhealthy and unhelpful way of thinking is reminding myself that God is the one who made my 
wonderful son and he made him well, and reminding myself that I am a benefit to my children.  It has also 
helped me to not entertain those thoughts as it just feeds an unhealthy way of thinking.  

But more effective than just fighting of fearful, anxious, guilty thoughts is replacing them.  I try and either 
journal, tell someone, or pray about things that I am thankful for; my beautiful children, wonderful family and 
all the wonderful help we are receiving.  I also focus on the small things: my 18 month old laughing when we 
“dance”, the two of them wrestling, my oldest son’s delight in a song I am singing.  I sing, I pray, exercise.  
I reach out to others going through hard times.  Talking to people, my husband, my parents, my sisters, my 
mother-in-law, friends.  I am also trying to have more hobby-time at night rather than just do jobs or watch TV.  

Dealing with anxiety hasn’t always been super easy, but I know it is so important.  Sometimes I get mad at all 
the wasted emotional energy, and feel even more determined to be rid of it.  It’s so much easier to deal with 
all the day to day things and appointments, etc. without the extra burden of anxiety.  Thank God we can all 
get there!  

Christina Taylor

How have you coped with stress or depression 
related to your child’s heart condition?
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I don’t think I knew how depressed I was due to Mathias’ heart condition and 
surgeries until we were all done them. I thought I was fine because I was mak-
ing it through one day at a time. But looking back, there was a time I should 
have taken better care of myself. I used food a lot to soothe some of the feel-
ings - especially when we were in hospital. I wound up gaining a lot of weight 
in the first few years of his life. At one point, I had an anxiety attack - just from 
trying to keep on keeping on. Now, I hope I have learned from the experience 
better coping skills - that exercise is always good for stress and depression and 
getting outside. And sometimes you need to ask for people to help. Don’t sweat 
the small stuff. And be kind to yourself.

Karen Perl-Pollard

I have been able to deal with the stress by knowing a lot about what is going on 
with Joshua’s heart. Every heart defect is different and there are also different 
variances to each of those. Being in the know of what his special heart is all 
about has helped me immensely. It has also helped having a support group of 
other parents/older HLHS kids that are faced with similar challenges and fears. 
I also try not to think about what the future holds but to live for today knowing 
that each day is a gift and what lies ahead is out of my hands. I have truly had 
to learn this and it has not been easy.

Lynn Nakoneshny

Since we found out about our sons heart condition I have always found blog-
ging or care-paging helps with my stress.  Sharing it somehow makes things 
better.

Toni Swanson 
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